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We ran into one of my mother’s friends at the gro-
cery store. After chatting with her for a few minutes,
the friend turned to me and told me how nice it was
that I was here to help.

“Well, I’ve got nothing better to do,” I replied. 
Hey. Don’t waste words. Tell it like it is. There wasn’t
anything better I could have been doing. Or for that
matter, would have wanted to do. So here is the story.

Why I Came Back
In the mid-1980’s my father began to exhibit symp-

toms of Alzheimer’s disease. By late 1990, his condi-
tion had deteriorated to the point where it became
painfully clear to my mother that she could not handle
the situation alone. She faced the prospect of putting
him in a nursing home. That was breaking her heart.

So in early 1991, I loaded my belongings into a
rental truck and moved
back to Texas. Leaving
Washington, D.C. wasn’t
difficult. I had been
divorced several years ear-
lier, had a career that was
going nowhere and had
no strong ties to the area.

There were more
important reasons, of
course. I thought I could
help. Also, I remembered
when, 30 years earlier, my
grandfather had come to
live with us after my
grandmother died. As his
health deteriorated, he
became bedridden. The
strain was almost too
much for my mother. She
was working full time to put me through college, 
maintaining the household and spending half the night
caring for my grandfather. Eventually, she did have to
put him in a nursing home. She didn’t need to go
through that again.

Alzheimer’s Disease
One has no way of knowing how Alzheimer’s tor-

ments its victims, but the anguish and despair suffered
by those closest should not have to be borne alone.

My father was a kind and gentle person. The 
disease never robbed him of that. But he couldn’t be
left alone. He had lots of nervous energy. He would,
alternatively, stick like glue to one of us as if for com-
fort or security; or at other times seem compelled to
wander off, convinced that the place where he really
lived or perhaps his boyhood home was somewhere
just down the road.

I didn’t do much. Mostly, I just filled in and allowed
my mother a little free time for herself.

He never could quite grasp the fact that I was his
son, although he seemed to accept the idea that I had
a good reason for hanging around the house. Often,
he would pretend to know me, but it was more like I
was a vaguely familiar face that he couldn’t quite place
and he didn’t want to embarrass me by asking who I
was. However, he did learn (or re-learn) my name and
that I would respond when he called.

Sadly, a few short months after my return, my
father had a stroke and died shortly thereafter. His
death left a great void in our lives. My father was a
good parent and a wonderful person. There is much
more to tell, but this is not really his story.

Adjusting
With time, our life settled into a routine. I eventual-

ly found gainful employment in South Texas. My moth-
er resumed her activities. Her interests and commit-
ments were extensive. For the record, here are some of

them:
One day a week she 

volunteered at the local
hospital.

Much earlier she had
developed an interest in
genealogy and did consid-
erable research tracing
our ancestors. That led to
active involvement in the
local genealogical society.

Another activity was
volunteering as a reading
mentor twice a week at
an elementary school.

Church life always had
been of great importance
to both parents. That
meant Sunday school and
regular church service

every week. In addition, she participated in bible study
groups and other church related activities.

During this period I think my mother, no longer
under the constraints of caring for my father, relished
the opportunity to resume doing things that interested
her. Also, with me around, the house was less of a con-
cern. So, she took a couple of international tours and
made a number of trips to visit friends and relatives.

Where Did That Little Old 
Lady Come From?

As I followed her car home from church one
Sunday, I saw my mother make a wide sweeping turn
across the front yard and take out part of the sago
palm growing next to the driveway.

My sister and I grew up secure in the knowledge
that our mother could and did do just about anything.
So, I was slow to perceive that her strong independent 

“Nothing Better To Do”

Continued Page 17

Larry Engstrom with his father, Howard
and mother, Teresa.
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President’s Corner

A Special
Thanks
For the fifth year, 
Mr. Jay Troxel 
continues to support
the publication of 
The PSP Advocate in
memory of his beloved
wife, Eloise H. Troxel.

Dear Society Friends,
In the late 1980’s, my father fell on a sidewalk near his home.

It was a flat stretch he had walked many times before. At the
time, nobody thought it was unusual. He just wasn’t paying
attention.

That was the beginning of a long journey you are all only too
familiar with. By the time a proper diagnosis had been made, his
condition was quite advanced. My father died on June 24, 2001.
Ironically, I was attending a Society for PSP board meeting at the
time.

When my mother called to tell me the diagnosis, she didn’t
have the name quite right. We did piece it together using the
Internet. I found the Society online and called immediately. What
a relief to finally have someone to talk to about this mysterious
disease which was essentially unknown.

My father always believed in volunteer work. He was always
after me to get involved in charitable work. He had spent most
of his adult life involved in one charity or another. When I start-
ed on the board of the Society for PSP, I told him he didn’t have
to go to such great lengths to get me involved as a volunteer. He
laughed.

For a number of years, my father helped out at a stroke clinic.
As chance would have it, one of his diagnoses was that he had a
stroke. The director told my father that he would now be a
patient instead of a caregiver. Later, when the diagnosis changed
to PSP, the director said my father would always be welcome. I
guess it is true that whatever goes around does come around.  

While I began serving on the Board of Directors. I learned that
in the early 1990’s, when the Society for PSP came into existence,
most people would send in checks and get back a receipt. They
could either phone in or write and ask for information. The infor-
mation would then be gathered up and sent out. It was very
labour intensive. Now the Society gets 17,000 hits per month on
the Web site. Most of the people who call in have found out
about us through the Web site. It would be fair to say that the
Web has helped many organizations transform themselves. Most
of the documents we have can be accessed on our Web page.
There is also a schedule of events.

However, the preferred method of contacting the Society is
still the phone. Like me, most people want human contact. 

Why are people calling? They want to know what is next.
They ask about support groups, healthcare professionals, and the
latest in research. People could do much of this over the Internet
but in this world where high tech rules, people want high touch
and that is what the Society strives to give them.

Every year, when we go through the budget process, one
topic always comes up. How can we cut costs? Invariably, some-
one suggests that we reduce the number of people in the office.
However, that would reduce personal contact. It would take
longer to answer the phone. Callers would be put into voice mail
jail. We remind each other about the mission and remember why
we volunteered for this assignment. That ends the discussion.

Technology revolutions occur all the time. Whenever we shop,
we encounter bar codes. Who hasn’t heard of the genetic code
or the human genome project? Now, the Society for PSP is fund-
ing proteonic research or the study of proteins and how they
could impact our understanding of PSP. On the other hand, the
answer may come from studying a now extinct fruit bat from
Guam or a type of tea from a fruit from the French West Indies. 

The Internet and email allow researchers to communicate 
better than ever before. However, what really counts is the 

dedication and enthusiasm of volunteers, employees, and
researchers who know that they are making a difference. Finding
new and faster ways to connect is all well and good, but what
really counts is giving PSP families the information they need in a
friendly, professional, and caring way. We are the only ones on
this continent doing that and that remains our promise. I am hon-
ored to be the newly elected President of the Society for PSP’s
Board of Directors. Together, we can make a difference.

Warmest regards,

Stephen Hamer
Stephen Hamer

Stephen Hamer thanking George Jankiewicz and Kelley Ann
Pistachio for their years of service on the Board.

Past President,
Liz Brisson,
handing over the
gavel to the new
Board President,
Stephen Hamer.



4 PSP Advocate, Third Issue 2004

PSP Research Update
Lawrence Golbe, MD
Chair, Society Medical Advisory Board

The Eighth International Congress on Parkinson’s Disease
and Movement Disorders was held in Rome, June 14-17,
2004.

Of the 1,338 original research presentations, 21 directly
concerned PSP. Here are brief summaries of each.

CLINICAL DEFICITS
N. Cordato et al of Sydney and Melbourne, Australia found

that “frontal” behaviors, which are extremely common and
often disabling in PSP, correlate closely with loss of frontal
cortex tissue as assessed by a new MRI technique. This shows
that in PSP, frontal behavioral is probably not caused by loss
of deeper brain centers that connect to the frontal cortex.
This has implications for future use of stem cell implants in
PSP.

Y. Osaki et al from Kochi, Japan; Bristol and London, UK;
Rome, Italy and Innsbruck, Austria determined that by most
measures, informal assessments by experienced neurologists
were better than formal, published diagnostic criteria at 
predicting PSP at autopsy. The explanation for this is probably
that experienced neurologists observe more features and 
subtler abnormalities than any convenient set of criteria can
specify.

P. Soliveri et al from Milan, Italy studied apraxia, the loss of
a previously learned, complex motor action. They found that
in PSP, patients had not lost the mental conception of the
movement, just the ability to perform it. The difficulty arose
from difficulty sequencing, not performing, the movement
components. The apraxia correlated with the decline in think-
ing ability.

TREATMENT
C. H. Schrader et al of Hannover, Ulm and Dresden,

Germany attempted to treat retrocollis (backward extension
at the neck) of PSP with Botox injections into the muscles of
the back of the neck. Of 5 patients treated, 4 responded very
well, particularly with regard to pain caused by the neck posi-
tion. three developed the side effect of weakness of the inject-
ed muscles causing uncontrolled forward lolling of the head.   

GENETICS
D. Healy et al from London confirmed the association of

the tau H1 haplotype with Parkinson’s disease. This genetic
variant was first described in PSP, with which it is slightly
stronger than in PD. This suggests that there is an interaction
of alpha-synuclein, which is the protein that aggregates in PD,
with tau, the protein that aggregates in PSP.

R. de Silva et al from London and Bethesda, MD found that
the segment of chromosome 17 that includes the tau gene
and travels as a unit includes many genes on either side of tau
itself. Therefore, the explanation for the association of the tau
H1 haplotype with PSP may not be in tau itself. The authors
discuss other genes near tau that are candidates for this role.

D. Nicholl et al from the UK and the Netherlands described
a family from Shropshire, England with a PSP-like illness in
three members. Interestingly, the age at onset declined with
successive generations, a phenomenon that occurs in
Huntington’s disease. The gene has not been identified and

Research
no autopsies have been performed to confirm an affinity to
PSP.  

E. Gasparoli et al from Padua and Milan, Italy found anoth-
er family with a PSP-like illness with onset in the 30’s to 50’s,
this time with a highly deleterious mutation in the tau gene
that results in the deletion of one amino acid at a critical posi-
tion. One of the affected gene carriers had what appeared to
be typical PD, not PSP. The authors plan to follow several
young, healthy carriers of the mutation.  

BIOCHEMISTRY
J. Fukae et al of Tokyo and Fukuoka, Japan found

increased levels of an enzyme, 8-oxoguanine DNA glycosylase
(OGG1) in the areas of brain in PD and PSP that degenerate
first and worst. This is evidence that oxidative stress that dam-
ages mitochondrial DNA contributes to the brain cell death in
both disorders.

EPIDEMIOLOGY
L. Donker Kaat et al from Rotterdam and Amsterdam, the

Netherlands presented the design of an ambitious effort to
study environmental and genetic factors in PSP throughout
their country. eighty-seven patients have entered the study so
far. All have been asked to donate their brains after death.

D. Williams et al from London, UK found that in PSP, cer-
tain signs and symptoms tend to cluster together and that this
can be used to divide PSP into what they call “PSP-parkinson-
ism,” which is in many ways like PD, and “Richardson’s syn-
drome,” which is more like “classical” PSP. The former had a
longer survival, fewer falls, less dementia, more tremor, more
asymmetry and better response to levodopa/carbidopa. There
was no difference at autopsy.

IMAGING
Y Rolland et al from Rennes and Paris, France used con-

ventional MRI to measure the surface area of the midbrain, an
area of brain profoundly affected in PSP. The average figures
differed between PSP and the multiple system
atrophy/Parkinson’s disease group. This new technique could
assist in diagnosis.

C.R. Blain of London, UK used diffusion tensor imaging, a
new MRI technique, to reveal abnormalities in the middle
cerebellar peduncle and other, smaller brainstem areas that
have been detected at autopsy but not on conventional MRI.
This offers promise as a diagnostic tool for PSP.

Y. Morita et al from Kochi, Japan used transcranial mag-
netic stimulation to distinguish PSP from Parkinson’s disease
(PD).  Differing were the magnetic evoked potential ampli-
tudes and resting motor thresholds.

A. Kreisler et al from Lille, France did a statistical analysis of
how HMPAO SPECT, a radioisotope technique available at
most hospitals, can differentiate PSP from PD and corticobasal
degeneration. They caution, however, that further studies will
be needed to distinguish early, mild cases.

O. Morsi et al from Barcelona, Spain used a different SPECT
technique to image dopamine-producing brain cells in
patients with PSP with little or no “parkinsonism” (slowness
and stiffness). Those cells proved to function poorly, as in
most cases of PSP. The authors suggest that this can be used
as a diagnostic test for atypical cases of PSP.

D. Jennings et al from New Haven, CT used another SPECT
technique, beta-CIT, to evaluate patients with early, mild,
diagnostically equivocal parkinsonian conditions. Using 1-year 
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Research Grants Program
The Society for PSP provides grant support for basic and

clinical research http://www.psp.org/research_center
/research_grant_recipients.asp in progressive supranuclear
palsy. Application deadlines are April 1 and October 1 of
each year.

Proposals designed to collect pilot data in preparation
for a Federal or other large grant application are encour-
aged. In 2002-2003, 15 of 36 submissions were funded.

PIs will be expected to present their results at the
Society for PSP’s annual research symposium held as a
satellite to the meeting of the Society for Neuroscience.
Travel and lodging expenses for this one-day meeting
should be included in the budget. The presentation would
be made at the first symposium occurring after the expira-
tion of the term of the grant.

To learn more about the details of past PSP research
grants http://www.psp.org/research_center/research_
grant_recipients.asp please refer to back issues of our
newsletter, The PSP Advocate http://www.psp.org/press
_room/newsletter.asp

followup showed that the scan was more accurate at the out-
set than specialists’ diagnosis in distinguishing parkinsonism
(including PSP) from non-parkinsonian conditions.  

UNUSUAL PSP MIMICS
J.-H. Tan et al of Singapore described a 75-year old man

who developed a PSP-like illness that progressed to a bed-
bound state over only 5 months. He was subsequently found
to have a non-Hodgkins lymphoma. Autopsy was not report-
ed.  Other “paraneoplastic” (i.e., caused by cancer in a distant
organ) neurological conditions are well-known, but this is the
first report of a PSP-like illness apparently caused by cancer. 

J. Lewerenz, et al of Hamburg, Germany report a 38-year
old man with a malignant tumor of the dorsal (top or back)
part of the midbrain that spared the dopaminergic part of the
midbrain, which is in the ventral (belly) area. It also spared the
basal ganglia of the cerebrum. Nevertheless, it reproduced
most of the features of PSP. This suggests that damage to the
dopaminergic circuits of PSP does not contribute importantly
to that condition’s outward features.

UNUSUAL PRESENTATIONS OF PSP
B. E. Murray and T. Lynch of Dublin, Ireland reported on

two patients whose illness started with prominent cerebellar
signs and progressed to otherwise typical PSP. This is extreme-
ly rare, even though PSP nearly always damages the cerebel-
lum. This shows that any aspect of PSP brain cell loss can
cause the first and worst clinical feature.  

T. Scaravilli et al from Padua, Italy and London, UK report-
ed a man who at age 39 developed PSP along with much
more severe spinal cord abnormalities than occur in typical
PSP. Autopsy was nearly typical for PSP except for the spinal
cord changes. The authors conclude that PSP comes in a
wider variety of forms than we have appreciated.

Development Update
Kathy Matarazzo Speca
Director of Development

Hello Everyone,
As always, please know that we truly appreciate all you do

to help the Society for PSP. Because of your support, we are
able to provide vital services to those affected with PSP. Please
know that we are here to help you through your journey with
PSP. We are just a phone call away.

Listed below is an update of the special events that have
been organized as well as some that are still “in the making.”
As you will see, there are plenty of good things happening to
get the word out about PSP as well as raise money to find a
cure.

• Walkathon – Florida – January 16, 2005
• Father’s Day Race – California – 2005 – Date TBA
• Golf Tournament – Texas – Date TBA
• Jean’s Day – Connecticut – Date TBA
• Craft Show – Date TBA
• Fishing Tournament – Date TBA
• Writing Campaigns (three) – Date TBA 
If you would like to coordinate a fundraising event, please

give me a call. I’ll help you with ideas and even walk you
through all the steps. I can also send sponsorship, advertising
and public relations packets that will guide you. One event
that is easy and most popular is hosting a dinner or cocktail
party in your home. Or, perhaps you could write a letter to 10
or more of your friends. Tell them about PSP and ask them to
make a donation. Both events are quite successful and easy to
organize.

RIDES AND RODS EVENT
LAWTON, MICHIGAN • SEPTEMBER 4, 2004

Hundreds of hot rod and motorcycle enthusiasts attended
the second annual “Rides and Rods” event held on Saturday,
September 4, 2004, in Lawton Michigan. This event was host-
ed by the family of Downs Manufacturing Company. Jimmy
Downs, (founder) who has PSP, along with his wife Patti, son
Jamie and daughter Angie, were the gracious hosts along
with the help of their fabulous friends, family members,
employees and volunteers. (The Downs Manufacturing 

Patti and Jimmy Downs with Kathy Speca, Director of
Development and Jackie Allison, Society Deputy Director.
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Company is the
only group in
the United States
that is true one-
stop-shopping
facility for street
rod fans. They
have over 56
body styles to
choose from.
With 25 years in

the industry you are sure to get the best quality and design.
So, if you’re a street rod fan, check out their Web site at
www.downsmfg.com)

Guests from various states drove their hot rods and cycles
to “show off”  their wares to the crowd. It was so exciting to
see cars from the past–red corvettes from the 50’s and 60’s,
a Porsche from the 30’s, and let’s not forget the Model T Ford
also from the 30’s. The Model T Ford was one of my favorites.
I guess it is because my father just loved that car. I then fell in
love with another old car that had a rumble seat. I remember
my mom saying that someone would have to ride in the rum-
ble seat because the inside of the car would fill up fast with
passengers. She said that the ride in the rumble seat was very
bumpy but fun because you could really feel the cool breezes.
Ah, the good old days! As I looked at the rumble seat, I
thought how nice it would be if mom was here and we could
sit in the seat together. However, I know she and my dad
were  looking down enjoying the event with me.

Two bands and a DJ provided the entertainment for the
day. A clown made balloon animals for the kids and a dunk-
ing booth was adorned with fun-loving and dedicated volun-
teers. Jamie Downs and his wife Vicky decided to volunteer
and take turns in the booth. Both drew a large crowd. I myself
threw a couple of good balls and actually dunked Jamie–all
for the good of the Society, of course! There was even a pig
roast! Pulled pork, salads, cookies, snacks and lots of bever-
ages. Scrumptious food.

Tons of door prizes were given every hour on the hour. I
was able to make a brief announcement about PSP on stage,
every hour. Info packets were given at the time of registra-
tion. A great public awareness event!

Hats off to the Downs Family and their wonderful crew of
friends, family, employees and volunteers. Lots of hard work
went into this event. The event was enjoyed by everyone.
Final proceeds should be available by the next issue of The
PSP Advocate.

GIVE A GIFT ONLINE

www.psp.org

Ask the Doctor
Question:

I live in Fort St. John, a city of
20,000 people in northeastern
British Columbia. It is my under-
standing that PSP is a rare disor-
der; however, there have been
four cases here in the last 20 years.

A brief history. My father was
diagnosed in the mid 80’s with
PSP. At that time, one of the
health unit nurses told us of a pre-
vious case. My father died in
1990. A friend’s mother who lived
here in the late 60’s, early 70’s
and then moved to Manitoba,
was diagnosed with PSP and died
in the late 90’s. I just saw an obituary in our local paper of a
man who died this May and suffered with PSP. 

This seems strange to me and thought I should bring it to
someone’s attention. Why four cases in one town of a suppos-
edly rare disorder? Not sure if your organization is the right
place to direct this question, but maybe there’s a common
denominator somewhere.

Glad to see you have such a great Web site.

Answer:
The annual incidence of PSP (i.e., the number of new cases

that develop in one year) is approximately 1 per 100,000 pop-
ulation. That means that in a city of 100,000, you would
expect one case to develop each year, on average. For a town
of 20,000, it would take about 5 years to see one case. The
period of time over which the four cases you know of lived in
Fort St. John was about 35 years (late 1960’s to the present).
That means that you would expect 7 cases over that period of
time (35 divided by 5 years), assuming that the town’s 
population has remained stable. The “shortfall” of 3 cases
occurred because no neurologist carefully investigated the
medical status of everyone in town, while the researchers
who formulated the incidence figure did just that in their city.
Also, you may not be in a position to know of every person in
town who has had the diagnosis. Still, I am very glad that you
brought your suspicions to our attention, and maybe if you
continue to keep your “antennae up” you might learn of more
cases that might truly constitute a statistically unexpected
cluster. Understanding of many diseases has benefited from
such “amateur” observations with followup by professional
researchers.

Lawrence I. Golbe, MD

Our Annual Campaign will “kick off” in
November. Please remember to support the
Society. Your generosity brings us closer to finding
a cure for PSP.

Thank you again for all you do to help the
Society. We truly appreciate your support.



4) Practice using a loud voice... First in short phrases, then
sentences and reading paragraphs, finally in conversa-
tion. Although your voice sounds loud to you, it is prob-
ably just right for the listener.

5) When speaking on the phone or engaged in conversa-
tion, count the number of times you are asked to
repeat. Now try again in a loud voice, and count the
requests to repeat. Doing this helps increase awareness
of how you actually sound to others.

6) While driving or riding in the car, practice saying aloud
the street signs or places you pass. Use a loud voice (and
considerable caution if you are the driver!)

7) Read short newspaper articles out loud. Read each arti-
cle as if you were reading to a large group.

8) Read children’s books to your children or grandchildren
in a loud voice. Practice putting extra expression into
your voice as you read.

9) Tape record yourself while doing
any of the above exercises. It helps
increase awareness of how you
sound when using a strong voice.

Practice Maneuvers*
Practice the following phrases in a

loud, expressive voice:
• “Shut the door.”
• “Good night honey”
• “Pass the food, please.”
• “Answer the phone.”
• “How are you?”
• “I’m fine, thank you.”
• “I love you.”
• “Who is this?”
• “I need help!”
• “Please sit down.”

Practice saying the following sentences
in a loud, strong voice.

Use proper breathing techniques as indicated to enhance
vocal strength:

1) (inhale) “Did I take my medication yet?” (exhale)

2) (inhale) “I would love a cup of coffee.” (exhale)

3) (inhale) “Where are you going?” (exhale)

4) (inhale) “I need to go to the bathroom.” (exhale)

5) (inhale) “It’s a beautiful day!” (exhale)

6) (inhale) “Where is the remote control?” (exhale)

7) (inhale) “Would you like to go out to eat?” (exhale)

8) (inhale) “It’s good to see you!“ (exhale)

9) (inhale) “How are you today?” (exhale)

10) (inhale) “I went to the doctor’s last week.” (exhale)

Paragraphs are easy to find...
Try reading out loud anything that you are currently read-

ing: from the newspaper, a favorite book, magazines, or read-
ing aloud to children from their books. Remember to “think
loud” and breathe.

* Exercises outlined are part of the Lee Silverman Voice
Treatment (LSVT)

Education

Communication Practice Sets
Clues for Friends and Family

Family members are usually the best ongoing support 
system for individuals living with PSP. There are several 
things caregivers, family members, and friends can do to
assist the person with PSP to communicate more effectively.

The first and most important thing is to encourage the
individual to agree to speech therapy when changes in voice
and speech production are noticed. In addition, simple yet
effective environmental and behavioral modifications can be
implemented to greatly improve communication.

Communication Boosters
Establish the habit of looking at one another while having

a conversation. The element of lip reading greatly enhances
comprehension.

Eliminate background noise while
speaking. Turn off radio or TV, close car
windows, doors to noisy areas, etc.

Be aware that facial masking is a fea-
ture of PSP. Individuals with PSP may feel
emotions that do not show fully because
of rigid facial muscles. Don’t assume that
the individual does not understand your
message. “Blank” expressions may be
due to facial rigidity. Avoid depending on
facial cues to determine if the message
was “transmitted”.

Encourage and practice the use of
shorter sentences when speaking. The
individual with PSP can put more breath
support behind shorter statements. Ask
questions that can be answered in short
sentences. Choose questions that give
the person a limited choice of answers:
i.e., “Do you want eggs or pancakes for breakfast?”

Be patient. Don’t rush or force conversational responses.
Allow ample time for the person with PSP to communicate.
Patience encourages an accepting climate in which the 
individual who is slow or soft of speech can respond and feel
more comfortable.

Encourage your PSP partner to regularly practice a home
exercise regimen that can be tailored to his or her needs by a
speech-language pathologist. Some components of such a
program are included in the exercises that follow....

Vocal Strategies
It is important to develop a homework routine that can 

be completed consistently. Choose a time of day to 
practice these maneuvers for 10-15 minutes daily without
interruptions.

1) Take a deep breath and say the “ah” sound in a loud
voice. Try projecting your voice across the room; hold
the “ah” for as long as you can..

2) Sing musical scales on “la” both going up and coming
down. Make sure to take a deep breath before starting,
and sing in a loud voice.

3) Try talking in a voice that feels/sounds really loud. This
increases overall function of your voice and speech.
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Living Day-To-Day With PSP:
A Spouse’s Perspective

SECOND OF A SERIES

Joyce Munsell is a registered nurse and
primary caregiver to her husband of 36
years. Gary was diagnosed in 1998 after
experiencing vague symptoms for over 2
years. He is no longer verbal or ambulato-
ry and Gary communicates through the
use of a touch screen computer. If you
have everyday care questions you wish her
to address in upcoming articles, you may
contact Joyce at jmunsell1@cs.com

“Activities of Daily Living,” (ADLs) to health care profes-
sionals, are the most basic abilities we possess. They make up
some of the most ordinary “things” we do everyday. ADLs
include getting in and out of bed, personal hygiene, dressing,
eating, ambulating and performing manual household tasks.
To those diagnosed with PSP and their caregivers, these activ-
ities become more important and more challenging as the
condition progresses. 

Let’s examine a few of these usual routines and explore
some inexpensive modifications which will assist both the 
family member and help the PSP loved one retain as much 
independence as possible.

Getting out of bed in the morning can become pretty
tricky. A bed which is too soft or too low to the floor may
hamper one’s ability to rise up to a safe standing position or
easily sit in a wheelchair. There are attachments which can be
placed next to the bed, not unlike a fireman’s pole, to grab
and hold on to. Always have attachments tested for stability
before allowing someone with PSP to use the aid. We found
that a hospital bed equipped with the ability to be raised and
lowered  to a good height, worked best. Affixed short side
rails offer a sturdy grab bar. The bed can be positioned to
allow a person to roll on one’s side, plant both feet solidly on
the floor and then push up safely. Bed heights can be altered
as needed. At some point in time, a caregiver should be able
to assist without injury as well.  

Rising up too quickly can cause someone with PSP to
become dizzy and appear to pass out. This is sometimes called
orthostatic hypotension. Be sure that adequate time is given
at position change to rest for a few minutes. It will help elim-
inate this dizzy sensation and falls. 

Brushing one’s teeth may become increasingly difficult. It is
much easier and more effective to use a battery-operated or
rechargeable toothbrush to do a thorough job. Oral health is
important to maintain, especially as the condition progresses.
Lemon juice and glycerin swabs are now available, which
assist in keeping the mouth fresh, especially when the ability
to gargle and move water about the mouth decreases. 

Toileting has challenges all its own. The first list of basics
(previously mentioned as necessities) include side rails placed
about the toilet and a raised seat. The caregiver should 
monitor both liquid and solid intake and output. It is easier 
to maintain a consistent routine than to deal with bladder
infections or depend on laxatives and enemas because of 

constipation. Your health care professionals (physicians, 
registered nurses, case managers, dieticians etc.) should be
able to help you assess your particular situation and modify
your routine accordingly.

Showering and bathing must include a handheld shower
head and shower chair. You might want to consider a
wheeled shower chair, as it will be useful for a longer period
of time. Modifying the step-over ledge on a stall shower will
probably need to be addressed at some point. Fortunately,
prefabricated, inexpensive aluminum ramps are readily avail-
able at your local home improvement store. These ramps
work great and are easy to install. A ramp allows for the use
of a wheeled shower chair that can be directed right into the
shower. It also eliminates expensive house modifications or
the need to purchase expensive ramps from medical supply
houses. 

In time you may notice the increased inability to swallow
saliva, as indicated by drooling. Using washcloths under the
chin will help keep clothes dry and remove excess saliva. To
keep them in place at home, you might want to consider
using alligator clamps on a ribbon or plastic tape. These are
available in the electrical department of your local discount
store. If your physician agrees, a couple of drops of 
ophthalmic Atropine (yes, eye drops) placed under the tongue
works great to temporarily stop the excess saliva. But, be 
sure to get your doctor’s OK before using any prescription
medication. 

Dressing for comfort is also very important. Simple clothing
such as elastic waist pants and velcro-strapped shoes help to
prolong one’s independence. Women will find stretchy gar-
ments less confining and more comfortable. If external or
internal urinary catheters are used at some point, you can
have your tailor or local cleaners place a seven to nine inch
invisible zipper in the inseam of the pants. This allows for easy
access to the drainage bag without having to undress during
the day or while out. 

Lastly, take your time and establish a nice routine. Our bod-
ies work better knowing we are taking care of its needs. One
of the classic symptoms of PSP is that ordinary tasks take
extraordinary time to execute. That’s OK. Give plenty of time
to carry out your daily routine.  

These are only a few of the simple, inexpensive modifica-
tions which can be used to keep someone with PSP involved
with their ADLs and as active as possible. If you have a 
perplexing question concerning ADLs, or any area of day-to-
day care, I welcome your inquiries. You may reach me at:
jmunsell1@cs.com

Joyce Munsell, RN, CCM, MPA

Postscript: Gary Munsell completed his journey quietly at
home, surrounded by his family on August 16, 2004. The
Society extends it sympathy to Joyce and her family.

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.
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Doctors Are People, Too
Jessica E. Quintilian, BS, CHES
Director, Outreach & Education

“Progressive what palsy? Did he say I’m going to go blind?”
“How long did she say I had before I’d need a wheelchair?”
Upon receiving the initial diagnosis of PSP, patients and their
families are often left in a state of semi-shock. They hear and
process about half of what the doctor says, if they are lucky.
Some things (“there is no cure”) come across loud and clear.
Often though, a patient comes home from the physician’s office
feeling frightened, overwhelmed and wondering whether he or
she really understands his or her medical condition. 

PSP tends to affect people who are in their 60’s. Past gener-
ations were usually brought up to never question the doctor
and follow “doctor’s orders.” People in this age group may be
easily intimidated by physicians and timid about speaking up at
appointments. For example, if the physician schedules a medical
test, the patient or family may not think to ask why the test is
being performed. They may feel like the physician is too busy or
doesn’t have the time to talk with patients. Doctors often get a
“bad rap” for not taking the time to answer all of a patient’s
questions, but the truth is that with health care the way it is
today, doctors too sometimes feel frustrated about not being
able to spend “enough” time with each patient. Hospitals may
put pressure on physicians to increase their patient loads, and
there has been much in the media lately about physicians being
forced out of the profession due to rising malpractice insurance
costs. While you may occasionally experience a less than ideal
encounter with a health professional who doesn’t seem to care,
most physicians, nurses and therapists entered the field because
they really do wish to help people. With a disease like PSP, 
they may not have all the answers either. It is difficult to tell a
family “there is nothing more that we can do.”

These days, patients and doctors share responsibility for care.
Here is what YOU can do to better communicate with your 
doctor or health professional:

• Make a written list of questions to bring to your appoint-
ment. It is very easy to forget everything that you wanted
to ask when you are actually sitting across from the doc-
tor. Write down the answers you receive too. You may
even wish to ask about tape recording the appointment.

• Be specific, clear and brief when asking your questions.
• If you have many things to discuss, consider making a 

consultation appointment to allow sufficient time.
• Educate yourself about PSP (this is where the Society can

help!)
• Bring someone with you to the appointment. He or she

may hear things you do not or think of other questions.
• Recognize that not all questions have answers.
• Be honest. The doctor may ask embarrassing questions

about things like incontinence. Answer honestly so the
doctor can accurately diagnose and treat your condition.

• Make sure you understand the purpose and side effects of
medications. Make sure your doctor knows about all med-
ications you are taking including over-the-counter and
herbal supplements. 

• Separate your anger or frustration about not being able to
help your loved one as much as you would like from your
feeling about the doctor. 

• Appreciate the doctor’s help and say “thank you.”
• Make sure you understand what the doctor has told you –

try repeating it back if you are unclear.

• Familiarize yourself with your insurance plan.
• Get to know the nurses and office staff. They can often

answer day-to-day questions and provide information or
resources.

• Don’t be afraid to ask questions or seek a second opinion.
• Remember that you are the consumer and are paying for

a service! Caregivers and patients must be advocates for
themselves. Be polite, but stand up for your rights!

Doctors sometimes believe that they are effectively commu-
nicating information to their patients, yet surveys have shown
that many times the information is not heard or not compre-
hended well. Doctors and health professionals can take simple
steps to improve communication with patients:

• Be open and forthright.
• Consider the effect of treatment on the entire family.
• Be as accessible as possible.
• Reach out – a simple touch can mean a lot.
• Be sensitive about where you discuss a patient’s condition

(away from waiting rooms and hallways).
• Provide caregivers with helpful resources.
• Make sure that patient understands potential side effects

of medications or procedures.
• Unless the situation is life-threatening, respect the right of

the patient and family to think things over. If the situation
is life-threatening, explain all legal ramifications as clearly
as possible.

By trying to walk in each other shoes, doctors and patients
can improve communication resulting in better care for the
patient, more efficient use of the doctor's time, less stress for
the caregiver and more satisfaction for everyone. 

So, the next time you feel afraid to ask a question during
your medical appointment, remember doctors are people too!
Sources:
National Family Caregivers Association, 800-896-3650,
www.nfcacares.org
CancerCare, Inc., 800-813-HOPE, www.cancercare.org
Family Caregiver Alliance, 800-445-8106, www.caregiver.org 
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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

institutions 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 / email: spsp@psp.org
The Society for PSP, 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!



plan of care. By invoking the benefit, you gain access to a
team of well-trained professionals whose focus will be on 
providing the person with the absolute best quality of life 
possible. In addition to the professionals involved in the care,
hospice also covers related medications as well as home 
medical equipment such as walkers, wheelchairs, commodes,
and even hospital beds or other related equipment.

William Carroll is a Registered Nurse who is nationally 
certified in Hospice and Palliative Care that is currently
employed by Healthcare Dimensions Hospice, a subsidiary of
Dana Farber Cancer Institute. For more information on hospice,
please visit http://www.hcdhospice.org

What Questions Should I Ask
About Hospice Care?

There are a number of questions you might ask
when deciding on a hospice program.

ACCREDITATION: Is the agency accredited by a nationally
recognized accrediting body, such as the Joint Commission on
Accreditation of Healthcare Organizations? This means that
the organization has voluntarily sought accreditation and is
committed to providing quality care. The JCAHO is an inde-
pendent, not-for-profit organization that evaluates and
accredits health care organizations and is an important
resource in selecting quality health care services. 

CERTIFICATION: Is this hospice program Medicare certi-
fied? Medicare certified programs have met federal minimum
requirements for patient care and management.

LICENSURE: Is the program licensed by the state, if
required by your state? 

CONSUMER INFORMATION: Does the agency have written
statements outlining services, eligibility criteria, costs and 
payment procedures, employee job descriptions, malpractice,
and liability insurance? 

REFERENCES: How many years has the agency been serv-
ing your community? Can the agency provide references from
professionals, such as a hospital or community social workers,
who have used this agency? Ask for specific names and tele-
phone numbers. A good agency will provide these on request.
Talk with these people about their experiences. Also check
with the Better Business Bureau, local consumer bureau, or
the State Attorney General’s office. 

ADMISSIONS: How flexible is this hospice in applying its
policies to each patient or negotiating over differences? If the
hospice imposes upfront conditions that do not feel comfort-
able, that may be a sign that it is not a good fit. Also, if you
are not certain whether you or your loved one qualifies for
hospice, or whether you even want it, is the agency willing to
make an assessment to help clarify these issues? 

Education

When Should Hospice Be
Contacted For Someone With

PSP?
As a participant in the online discussion forum, available at

forum.psp.org, I’ve often been asked my opinion as to when
is the appropriate time to contact hospice. I receive this ques-
tion fairly often because of my background and current
employment as a Registered Nurse working in Hospice for
Healthcare Dimensions, a subsidiary of the Dana Farber
Cancer Institute. I also have a family member who has been
diagnosed with this awful disease.

People are sometimes taken aback by my most common
response, which is often simply “today.” The reason I feel this
is the most accurate answer is that by contacting hospice
today, you have absolutely nothing to lose, but a priceless
amount of information, support and services to gain. When
contacted, many hospices will give you the option of having a
nurse come to your home and explain the benefit. The nurse
can often tell you on the spot whether the hospice benefit
may be available as an option now or, if not, what criteria
would need to be met in order to qualify. I have yet to 
have anyone tell me, “I think I contacted hospice too soon,” I
unfortunately have had people tell me, several of them 
caregivers of those with PSP, “I really wish I had contacted
hospice sooner.”

In accessing your hospice benefits, which are covered
100% by Medicare and almost all private insurances, you gain
access to a multitude of support and services. A registered
nurse case manager will be assigned, whose focus will be on
controlling the symptoms of the disease and helping to 
promote the best quality of life possible. The nurse will come
to the home on a regular basis for ongoing symptom man-
agement. The frequency of the visits will depend on the
patient’s needs. A social worker will also be assigned who can
assist in obtaining any available community resources, as well
as helping both the person with PSP as well as the family deal
with the emotional aspects of the losses this disease can
bring. A non-denominational pastor can also be assigned who
can work alone or in conjunction with community clergy to
help cope with the spiritual aspects of dealing with a terminal
illness. 

In addition, nurse’s aides can be assigned if needed to
assist with personal care such as bathing and dressing.
Nurse’s aides generally visit from 2-7 days a week depending
on need, and stay from 1-11/2 hours per visit. Trained 
volunteers can also become involved. They can help by just
making friendly visits to sit and read to the patient, running
errands, assisting with rides to doctor appointments, or help-
ing in any other way they can. Other services such as speech
or physical therapy can also be included as part of the hospice
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Education
PLAN OF CARE: Does the agency create a plan of care for

each new patient? Is the plan carefully and professionally
developed with you and your family? Is the plan of care writ-
ten out and copies given to all involved? Check to see if it lists
specific duties, work hours/days, and the name and telephone
number of the supervisor in charge. Is the care plan updated
as the patient’s needs change? Ask if you can review a 
sample care plan. 

FAMILY CAREGIVER: Does the hospice require a designat-
ed family primary caregiver as a condition of admission? How
much responsibility is expected of the family caregiver? What
help can the hospice offer in coordinating and supplementing
the family’s efforts or filling in around job schedules, travel
plans, or other responsibilities? If the patient lives alone, what
alternatives can the hospice suggest? 

PRELIMINARY EVALUATION: Does a nurse, social worker
or therapist conduct a preliminary evaluation of the types of
services needed in the patient’s home? Is it conducted in the
home, not on the telephone? Does it highlight what the
patient can do for him or herself? Does it include consultation
with family physicians and/or other professionals already 
providing the patient with health and social services? Are
other members of the family consulted? 

PERSONNEL: If you are dealing with an agency, are there
references on file? Ask how many references the agency
requires (two or more should be required.) Does the agency
train, supervise, and monitor its caregivers? Ask how often
the agency sends a supervisor to the patient’s home to 
review the care being given to the patient. Ask whether the
caregivers are licensed and bonded. 

QUESTIONS: Who can you call with questions or 
complaints? What is the procedure for resolving issues?

COSTS: How does the agency handle payment and billing?
Get all financial arrangements–costs, payment procedures,
and billing–in writing. Read the agreement carefully before
signing. Be sure to keep a copy. What resources does the
agency provide to help you find financial assistance if it is
needed? Are standard payment plan options available? 

TELEPHONE RESPONSE: Does the agency have a 24-hour
telephone number you can call when you have questions?
How does the hospice respond to the very first call? Do 
telephone staff convey an attitude of caring, patience, and
competence from the first contact even if they need to return
the patient’s call? Do they speak in plain, understandable 
language, or do they use a lot of jargon about the require-
ments that patients must meet? What is the procedure for

receiving and resolving complaints? How a hospice responds
to that first call for help may be a good indicator of the kind
of care to expect. 

SERVICES: How quickly can the hospice initiate services?
What are its geographic service boundaries? Does the hospice
offer specialized services such as rehabilitation therapists,
pharmacists, dietitians, or family counselors when these could
improve the patient’s comfort? Does the hospice provide 
medical equipment or other items that might enhance the
patient’s quality of life? 

INPATIENT CARE: What are the program’s policies regard-
ing inpatient care? Where is such care provided? What are the
requirements for an inpatient admission? How long can
patients stay? What happens if the patient no longer needs
inpatient care but cannot return home? Can you tour the inpa-
tient unit or residential facility? What hospitals contract with
the hospice for inpatient care? What kind of follow-up does
the hospice provide for those patients? Do nursing homes
contract with the hospice? Does the hospice provide as much
nursing, social work, and aide care for each patient in the
nursing home as it does in the home setting? 

PATIENT’S RIGHTS AND RESPONSIBILITIES: Does the
agency explain these? Ask to see a copy of the agency’s
patient’s rights and responsibilities information. 

Excerpt from an American Cancer Society article.

GIVE A GIFT ONLINE

www.psp.org
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PSP EUROPE
We are pleased to have a cooperative relationship

with our sister organization, PSP Europe Association.
For information 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
Web site http//www.pspeur.org

Kate DeSantis, the Society’s Administrative
Coordinator, and her husband Patrick, joyfully

welcomed their first child, Elizabeth Haig, on Friday,
June 11, 2004 at 7:43 a.m. “Libby” weighed 8 pounds,

11 1/4 ounces and was 21 1/4 inches.



Education

Circle of Friends
The Society Hosts an Afternoon Dessert

Reception for Local Families
Support groups provide many

benefits, as those who have
been a part of them well know.
Meeting as a group fosters self-
help for people who share the
unfortunate common bond of
living with PSP. Groups provide a
safe haven where caregivers can
express their true feelings. Caregivers themselves are often
the best treasury of information and experience for other fam-
ilies battling the challenges of PSP. What else do support
groups provide? A circle of friends.

On September 12, 2004, close to 70 people found that cir-
cle at an afternoon dessert reception held at the BWI Airport
Marriott hotel in Baltimore, MD. The Society hosted the
Sunday reception for two reasons. It wanted to give local fam-
ilies the chance to meet one another and to start meeting
again as a support group. Like many groups across the coun-
try, the Baltimore support group has had its ups and downs.
The group has dwindled during the past couple of years, and
the Society wanted to bring families together so that people
in the Baltimore area can once again benefit from being part
of an understanding and accepting group of persons who are
affected by PSP. Secondly, it wanted to provide the latest
information to families who are often left hungry for any
news that attempts to explain this under-recognized disease.
Dr. Paul Fishman, a neurologist and professor at the University
of Maryland School of Medicine, provided a PSP update, 
citing misdiagnosis rates, symptoms, pathology and possible
clues to environmental causes of PSP. Dr. Fishman, along 
with Dr. Stephen Reich, is well-recognized within the PSP 
community, as he has treated several Maryland patients who
have been diagnosed with PSP. Following Dr. Fishman’s 
presentation, Jo Ann Hart told her family’s story. Jo Ann lost
her father to aspiration pneumonia due to PSP in 2001. Her
speech, entitled “Why my Dad?”, evoked more than a few
tears, as so many families in the room related to the feelings
of loss, grief and growth expressed by Jo Ann.

Families also had the opportunity to meet the entire
Baltimore-based Society staff and two very special people, the
co-chairs of the Baltimore support group, Ruth Goldstein and
Bruce Barnett. Both Ruth and Bruce have lost loved ones to
PSP and have been incredibly dedicated volunteers over the
years. Ruth not only spearheads the Baltimore group, but is
always on the lookout for ways to raise awareness about 
PSP. Bruce is a member of the Society’s Board of Directors
serving on the Executive, Research and Outreach & Education
Committees.

Support groups are not an end-all, but they can provide,
through other people who understand what you are going
through, invaluable strength for coping with the emotional
pain brought on by a disease like PSP. They can provide 
education, encouragement and information... a place free of
judgment or embarrassment, a place where you can be 
yourself. And who knows? Chances are, you just might make
a new friend!

If you would like more information about the Baltimore
support group or any of our PSP support groups, please 
contact Jessica Quintilian, Director of Outreach & Education at
1-800-457-4777 or email: outreach@psp.org. If you would like
to consider starting a group in your area, please contact us!
The Society is always looking for new leaders.

How To Start A Support Group
Support groups provide an opportunity to meet other 

people who share similar experiences. Most often, groups 
provide support and advice on how to deal with common 
problems. The goal of a support group is to create a warm,
non-judgmental atmosphere where members can talk about
life’s challenges without embarrassment as well as give sup-
port and encouragement to each other. A support group is a
place for people to come together to share coping strategies,
discuss feelings, and make new friends. In addition to sharing,
some groups choose to have educational activities by inviting
guest speakers who talk about specific issues.

HOW DO I START A SUPPORT GROUP?
There are a number of steps to take when starting a 

support group.
HOW TO GET STARTED.

• Gather information about other support groups. Attend a
meeting if possible to watch, ask questions, and borrow
ideas.

• Find a convenient and safe place for a 1- to 2-hour meet-
ing, such as someone’s house, church or synagogue,
library, community center, or YMCA/YWCA. The place to
meet should be accessible to as many people as possible.

• Find other people who are experiencing similar problems
and invite them to attend. Ask for referrals from 
social workers, churches, local officials, and community
agencies.

• Promote the meeting through newspapers, flyers or
posters.

WHAT SHOULD HAPPEN AT THE FIRST MEETING?
• When you have a list of potential members, you should

contact them to confirm the meeting time and place.
• Keep the first meeting simple and start small; 2 to 3 

people at first is fine.
• Allow 1-2 hours for this meeting and then let the group

decide the time, length, and place of future meetings.
• Introduce yourself and share your story; invite others to

share their stories, but do not force anyone to talk before
he or she feels comfortable. All information should be
kept confidential within the group.

• Ask for volunteers to help plan and run future meetings.
• Provide refreshments, if desired.

WHAT ELSE SHOULD BE DISCUSSED?
• Decide the purpose of your support group and decide

what activities and speakers you would like to have.
• Determine who is eligible to attend and if transportation

assistance is necessary.
• Plan your meeting schedule–at least monthly is 

recommended.
• Decide how to handle group expenses. How will 

refreshments be provided? Will dues be necessary?
• Remember to celebrate the triumphs of members as well

as the challenges.
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The Society For
Progressive Supranuclear Palsy

TM

PROGRESSIVE
SUPRANUCLEAR PALSY

(PSP)
THE SOCIETY FOR

PSP
Progressive Supranuclear Palsy

Woodholme
Medical Building

Suite 515
1838 Greene Tree Rd.
Baltimore, MD 21208

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

FAX:
1 (410) 486-4283

email:
spsp@psp.org

Web site:
www.psp.org

� What is progressive supranuclear palsy?
◆ Progressive supranuclear palsy is an under-recognized brain disorder. Symptoms 

typically begin in one’s 60’s, but can start as early as the 40’s. Those affected usually
survive six to ten years after the initial symptom occurs. In people with PSP, gradual
loss of certain brain cells causes slowing of movement and reduced control of walking,
balance, swallowing, speaking  and eye movement. People with PSP eventually become
wheelchair bound or bedridden.

◆ Loss of balance while walking is the most frequent first symptom of PSP. Many times
the falls are described by the person experiencing them as dizziness attacks, prompting
suspicion of an inner ear problem. Another characteristic symptom of PSP, and the one
for which the disease is named, is weakness (“palsy”) of eye movements, especially in
the downward direction. Other symptoms that occur in some are emotional or person-
ality changes such as increased irritability, occasional angry outbursts or sudden bouts
of laughing or crying, sleep disturbances, slurred speech and intellectual losses such as
forgetfulness, mental slowing, apathy, and difficulty with abstract reasoning. 

◆ PSP is often misdiagnosed as Parkinson’s disease because of the general slowing of
movement. Less often, it is mistaken for Alzheimer’s disease because of its changes in
mood, intellect and personality.  

� What are the complications of progressive 
supranuclear palsy?
◆ The slowed movements, frequent falling and poor visual function can cause physical

injury. The patient eventually becomes wheelchair-bound. The visual disturbances also
cause difficulty reading, feeding and performing other eye-hand tasks. The inability to
maintain eye contact during a conversation can give the mistaken impression that the
patient is hostile or uninterested. Those with PSP eventually become totally 
dependent on others for their activities of daily living. Difficulty in swallowing can lead
to aspiration, the entry of food into the airway. This can cause choking, or more 
commonly, aspiration pneumonia, the most common cause of death for PSP patients. A
physician may recommend a feeding tube at this time.

� What causes PSP?
◆ The cause of PSP is not known, but it is at least partly genetic. A brain protein 

called tau accumulates in abnormal clumps in certain brain cells in people with PSP
causing the cells to die. Exposure to as-yet unidentified chemicals in the food or 
environment probably also plays a role in the failure of these brain cells and the 
clumping of tau protein.

� Is there treatment for PSP?
◆ There is currently no effective medication for PSP. Drugs that may have a temporary or

modest benefit are levodopa (as in Sinemet), amantadine, and amitriptyline. Botulinum
toxin injections are sometimes used to treat the blepharospasm (involuntary eyelid clo-
sure) that occurs in some people with PSP. Artificial tears can be used to help prevent
drying out of the eyes due to decreased blinking. Use of a weighted walker can help
prevent backward falls. Glasses with prisms can aid the difficulty in looking down. 

SPECIAL PULL OUT



� What research is being done?
◆ Research is proceeding on several fronts, but more

needs to be done. The most promising leads are: 
1) A normal protein called tau forms abnormal
clumps in the brain cells in PSP. Much recent work
is aimed at determining just what causes the tau
molecules to clump. A genetic variation in the tau
gene is present in nearly everyone with PSP and in
only about half of the non-PSP population. This
variant in tau probably causes excessive produc-
tion of that protein, which clumps when its concen-
tration exceeds a critical level. 2) A clue to why only
a few people with the tau variant develop PSP may
be diet. Certain tropical fruits have been associated
with a PSP-like illness on the Caribbean island of
Guadeloupe. The precise nature of this is being
investigated in order to determine whether chemi-
cals similar to those in the fruits may be causing
PSP in other populations. 3) Animal “models” of
PSP have recently been created. Mice and fruit flies
with an abnormal tau gene develop the same kinds
of tau aggregates in their brains as humans with
PSP. Such animals are useful in understanding the
development of brain cell loss and in developing
treatments.

� Is there help? 
◆ Yes. The Society for Progressive Supranuclear

Palsy is a nonprofit organization that is dedicated
to promoting and funding research into finding the
cause and cure for PSP. Since 1997, the Society for
PSP has spent almost two million dollars on 
nearly 60 research projects. The Society for PSP also
offers information, education and support to 
people with PSP, their families and caregivers and
provides advocacy for all. The Society educates
physicians and other health professionals on PSP
and how to improve patient care and provides a
forum for researchers to exchange new information
and ideas on PSP.

◆ The Society for Progressive Supranuclear Palsy, Inc.
Woodholme Medical Building
1838 Greene Tree Rd., Suite 515
Baltimore, MD 21208
Phone: 1 (410) 486-3330
Toll-free: (800) 457-4777
Fax: 1 (410) 486-4283
email: spsp@psp.org
Web site: www.psp.org
Canadian: (866) 457-4777

� What are the Society for 
PSP’s support services?
◆ Sponsorship of research through contributions. 

In the past six years, the Society has funded nearly
$2 million in research grants to investigators in 
the United States and Europe. But, much more is
needed. 

◆ Formal support groups in many cities across 
the country as well as informal support through
telephone “communicators”

◆ Distribution of a quarterly newsletter, The PSP
Advocate, educational brochures, videotapes, Web
site, and forum, www.psp.org

◆ Regional conferences for persons with PSP and
their families

◆ Brain bank for tissue donation to support PSP
research

◆ Volunteer opportunities

The Society strives to keep famous actor and musician, Dudley
Moore’s memory alive by acknowledging that he brought his
diagnosis before the public so that the world would become aware
of PSP.

� The Society for PSP

Vision:
◆ A world free of PSP

Mission Statement:
◆ The Society for PSP is dedicated to increasing

awareness of this under-recognized disorder,
advancing research toward a cure, and providing
support and education for persons with PSP, their
families and healthcare professionals.



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. For information about support groups, please contact: Jessica Quintilian, Director, Outreach and Education
at 1-800-457-4777.
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Support
PSP Forum

These messages were posted on the Society’s web site.
Visit the PSP Forum today at www.psp.org

This is my first time posting to this forum, although I’ve read
it off and on over the last few months. My mother was diagnosed
with PSP in March, although like many people, she has had
symptoms for at least 2, maybe 3 years. Currently,  she is still
mobile with aid of a walker (although falls occasionally) and is
eating okay. She is living in an independent living retirement
home and we’re hoping that she can stay there as long as possi-
ble. She is fiercely independent and is pretty much in a state 
of denial about PSP at this point. Here’s my dilemma. She 
desperately wants to go on a plane trip to see her newest great-
grandchildren that she has never met. My husband and I agreed
to accompany her since there was no way I was going to put her
on a plane by herself! She has always enjoyed traveling, and it
breaks my heart that this will surely be her last trip (and why I
couldn’t say no). We finally persuaded her that she would need a
wheelchair in the airport. We also persuaded her to cut down the
trip from 10 days to only 4 days, which will be pretty exhausting
to see everyone in such a short time, but better than being away
from home for so long. So are we crazy for having agreed to this?
Any suggestions for making the trip go smoother?

RESPONSES FROM THE PSP FORUM:
We have only traveled in the early stages to our daughter’s

house which was about three hours away. I can say to you and
encourage you to take her as much as you can. The airports do
have wheelchairs (most of them) that you can use and they
might consider an outside seat if you request. We went on a
trip when Charles was just beginning this disease and I used
the wheelchairs they provided. I would suggest Depends or
another product like them if the trip is a long one and the use
of a rest room is needed. You will not regret doing this for her
and there does come a time when it is just about impossible to
take the PWPSP (person with PSP) on a trip.

��
There is going to come a time, unfortunately, when your

mother’s traveling will be curtailed. If she can do it now, do it.
Once she has more limitations, you can still have local trips to
museums and restaurants. We didn’t let my father’s condition
totally restrict us or him. Even though there are physical 
limitations, keep the mental stimulation, people interaction and
positive influences coming.

��
My husband has had PSP about 4 years on a walker around

the house, but needs a wheelchair to go anywhere further. We
just took another plane trip (approx. 3 hrs. long). We packed
the walker and the wheelchair (which the airlines takes at the
entrance to the plane and returns to you when you get off). I
made sure all the hotels were wheelchair accessible. He has
bad balance and can’t see when when he walks, however, he
likes the change of pace and is happy because he has me all to
himself. The plane trips are getting more difficult, but road trips
are still good. I feel that as long as I can move him and he is
able to move around the change is good for him. 

When we travel in the car (just bought a truck actually so he
can see high up and it seems to be easier pulling himself in and
out) I limit driving  to 5-6 hours and find a hotel with a pool for
his legs or he takes a good nap. We also go to the beach at

night and just roll the wheelchair on the boardwalk. He is brave
and pushes himself for us, too. We plan to keep on going.

��
Definitely go for it! I sent my parents back

“home” (Dad, PWPSP, to England and Mom to
Ireland) twice before it became impossible. From

what I gather, my Dad was at about the same
stage as your Mom on his last trip. I have one
word of advice - PLAN - then plan some more
and in case you have not  planned enough,
plan a bit more. Contact the airlines ahead
of time to arrange wheel chairs, priority
boarding, seating, etc. The ones I used
could not have done more for Mom and
Dad (even to upgrading them both times).

��
We purchased a van and drove to Maine.

Biggest problem encountered in traveling as his
condition worsens is that not many “companion” restrooms
exist. There needs to be more of them so that caregivers can
accompany their folks and see that they are ok. We are con-
sidering attending a family reunion in SC/GA in September and
the restroom deal enroute driving or flying is my biggest con-
cern at this time. He says he will be ok.

��
I took an early retirement from my job because my husband

with PSP could no longer be left alone. He has needed help
with daily functions for the last 2 1/2 years. He is in a nursing
home since April, and is wheelchair bound. Although I am very
sad, I know I did everything I could to keep him with me as
long as I could. He is a big man, 6 ft 220 lbs. I am 5 ft 2 in. 115
lbs. When he started falling a lot in March, I finally had to put
him in the nursing home. They are just wonderful to him and it
is only 1 mile from our home. I volunteer there 3 days a week.
It gives me a chance to check on him and get him involved in
the activities, as he is so dependent on me. The reason I am
telling you all this is that I traveled with my husband and my 86
year old dad one year ago. I took them in our Sienna Van from
Pompano Beach, Florida up to Cape Cod for 6 weeks. We
stayed at a beach house right on the ocean in Sandwich. My
one daughter helped arrange this for us. Then we stayed with
my other daughter and her family for 1 week. We were sur-
rounded by family and friends. It was wonderful for George
and I got some much needed rest and enjoyment spending
time with my grandchildren. George was in a wheelchair at
that time, but I brought along all the necessary items. You
need to think about raised toilet seats, medications, emergency
numbers, doctors, and also taking as many personal items that
will make him feel at home. I was able to do that because of
the van. I also took him on a couple of plane trips to Boston
and Mississippi, and though it was tough, I know how much it
meant to him. We left in May and returned the end of July. I
was exhausted when we returned home, but I am so glad I did
it while he was still able to speak a little and see pretty well. I
even took him out of the nursing home in June and drove him
up to Orlando to meet up with his brother and sister-in-law
who drove all the way from Oklahoma to spend 4 days with us.
I also had to bring a bed rail along on this trip. He has a terri-
ble fear of falling out of bed. I know that was his last trip, but
I am glad I did it. Even though it may seem so unfair this is 
happening, try to make the best of every minute you can
together. I go one day at a time.
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Nothing Better To Do
Continued from Page 1

personality and physical capabilities were eroding. I suppose
there was some element of denial on my part, too. Unlike the
example above, most of the early signs were subtle.

There was a tendency to defer more everyday decisions to
me. I would come home from work to find that something rel-
atively routine needed my attention. I wondered why she just
hadn’t gone ahead and taken care of it. But I didn’t really
focus on it until a cousin remarked that she was surprised
how much my mother had “slowed down.”

Soon more dramatic and disturbing changes began to
occur.

Only My Dignity
First she would say something like “I fell down while dis-

tributing magazines at the hospital today.” Then it became
more frequent, sometimes more than once a day.

“Only my dignity” was her standard response when asked
if she hurt herself.

When I observed her fall, it wasn’t a stumble or trip. The
loss of balance almost always was a sudden fall slightly back-
ward, but mostly straight down. It was as if she involuntarily
sat down on the floor. As my sister once described it, “She
was standing in the kitchen talking to me and suddenly just
fell down.”

We were concerned but not alarmed. Perhaps, on some
level, we wanted to believe that the falling and other signs of
physical deterioration were just part of a normal aging
process. And if she would exercise a little extra caution, limit
her activities a bit or get a new prescription for her glasses,
then the problems would be manageable.

That was not to be. One day she came home from an
appointment with her doctor and asked me if I had ever heard
of progressive supranuclear palsy.

Progressive Supranuclear Palsy
I had never heard of it, but I knew exactly who to call. At

that time my ex-wife was working at the National Institutes of
Health. The following are excerpts from the information she
sent.

“Progressive supranuclear palsy (PSP) is a rare brain disor-
der that causes serious and permanent problems with gait
and balance...The most obvious sign of the disease is an inabil-
ity to aim the eyes properly...The disorder’s long name indi-
cates that the disease begins slowly and continues to get
worse (progressive)...The most frequent first symptom of PSP
is a loss of balance...As the disease progresses, most patients
will begin to develop problems controlling eye movement...In
fact, eye problems usually offer the first definitive clue that
PSP is the proper diagnosis...Problems with speech and swal-
lowing are much more common and severe...In some
patients, the slowness, stiffness and balance problems may
respond to antiparkinsonian agents, but the effect is tempo-
rary...The speech, vision and swallowing difficulties usually do
not respond to any drug treatment...Another group of drugs
that has been of some modest success in PSP are antidepres-
sant medications. The anti-PSP benefit of these drugs seem
not to be related to their ability to relieve depression...PSP
gets progressively worse...There is currently no effective treat-
ment for PSP.”

I was stunned by what I read and by what it meant. Most
of the disease’s symptoms were or were to become apparent
with my mother. There was the “loss of balance while 

walking.” There was the “impaired ability to move the eyes up
or down...blink very little.” Speech became slurred.
Swallowing foods became difficult. And “although mental 
confusion is more apparent than real, most patients do 
eventually develop a mild or moderate degree of mental
impairment.” Check on that too, but it was really rather mild.
Also, she was one of the “small fraction of patients” that
developed what is known as “echolalia,” which is “manifested
by involuntarily repeating what is said.”

The Reality
I was shocked, stunned, depressed and unwilling to face

what lay ahead. Somewhere in all that information I had read
that patients lived an average of six to eight years after the ini-
tial diagnosis. I latched onto that and took it as assurance that
she would be around for a long time.

I think she did, too. In our talks, one or the other of us
observed that another six or eight years meant she would live
longer than both her parents. Initially, I think that became a
goal for her.

But on a practical level, numerous changes were set in
motion. Around the house safety features like handrails and
grab bars went up along the hallways and bathrooms. We
installed an automated calling device which could be activat-
ed by an emergency button she would wear pinned to her
clothes. We started off with a small bell for her to ring when
she needed assistance. The bell was soon exchanged for a
whistle she wore on a chain around her neck. That whistle
became her constant companion and permanent accessory.
More on the whistle later.

The biggest change arose from the realization that my
mother would have to have someone with her during the day.
We began a search for someone part-time, telling ourselves
that would be all we would need for quite a while. Our early
thinking was that we would get someone to stay for part of
the day, help her with lunch and just be there for assistance.
We were wrong about that. Within a few months, full-time
help became necessary. Fortunately, on our second try, we
found someone who became an excellent helper. 

How The American Healthcare 
System Works

As near as I can determine, if you have something wrong
with you and there is a chance you can get better, then
Medicare will help. But if you are sick and you are not going
to get better, then, sorry, you are on your own.

Actually, what I think happens when confronted with the
latter situation is that the system has to break down the
patient’s illness into discreet conditions for which coverage is
allowed. For example, shortly after she was initially diagnosed
with PSP, my mother was given a limited number of hours of
physical therapy over a certain time period. Then after the pre-
scribed amount of physical therapy was completed, it stopped
without regard to any underlying change in her condition.

Of course, doctor appointments, hospital visits, tests and
other necessary procedures were covered to some degree.
The paperwork generated by all this seemed rather bizarre at
times. We would receive statements listing in minute detail
each individual medical activity performed and listing what
seemed like astronomically high charges for that activity. It
was as if a line item might read “Nurse took her temperature
and asked ‘And how are we feeling today?’...$400.00.”
Medicare would then include a statement something like “On
your behalf, we have negotiated lower charges.” The charge
of $400 for taking her temperature would then be reduced to 
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$100 and identified as “Medicare approved.” Medicare would then
show $80 as the amount “We paid your provider.” And finally, the
residual $20 was the amount “You may be responsible for” or “Your
total responsibility.”

Milestones
Milestones may not be the right word. But changes began, slowly

at first, and then accelerated. Some seemingly normal activity that she
had performed most of her life would be given
up. She accepted this progressive deterioration
with grace and, at least to me, never complained.

Driving was the first to go. She stopped dri-
ving at night and later stopped altogether. She
had been an avid reader, mostly of fiction.
That, too, was given up. A short aside: When
my father was alive, she would drive him to a
weekly civic club meeting. She would wait
nearby for him in a small community library.
She told me she read every book in the fiction
section.

One day I arrived home from work and
asked if there was any mail. She said she didn’t
feel safe walking out to the mailbox.

For a while she could walk unaided, but with the risk of falling. Then
she could walk, but not without assistance. Then we got a wheelchair.

The personal things like getting dressed, taking a bath, etc., came
to require assistance from me or our helper.

For many years, she had a standing appointment with her hair-
dresser every Saturday morning. First, I began driving her there and
dropping her off at the door. Then I had to help her walk into the beau-
ty parlor. Then it was wheeling her in. Finally, we arranged to have the
hairdresser come over to the house.

There were some minor constraints on my work and social life. I had
a habit of occasionally going in to work on the weekends. That
stopped, except in emergencies. There were everyday things like gro-
cery shopping and other errands. I would take her with me, if possible.
Otherwise, I tried to be as efficient as possible in order to minimize the
time she would be alone at home. My social life suffered a bit.

The need to be near at hand had its up side, too. I had a ready-made
excuse for taking frequent breaks from yard work on hot summer days.

After church on Sunday, we always went out to eat. We rotated
among several restaurants. However, when it became difficult for her
to feed herself, she felt uncomfortable going out to eat. So, we
switched to carry-out places for our Sunday meal.

The Little Engine That Could ... 
Arrives Early

While she could still walk unaided, but with declining skill, her steps
took the form of almost slow-motion, straight-line, no tolerance for
deviation off the track. Whether she was headed for the car, her chair
or the dining room table, she seemed to fix the destination firmly in her
sight and mind and move relentlessly toward it. Her expression and
body language seemed to shout pure determination.

When we were younger, I don’t remember my mother being par-
ticularly concerned with punctuality. But as her mobility diminished, not
being late became paramount. Actually, it meant being early. An 11:00
appointment with her doctor, only a 10 minute drive away, meant
being dressed and in the car by 10:15. Sunday school classes starting
at 9:30 meant being in her seat by 9:00.

It may just have been that, as her outside activities came to require
more effort, she felt the need for more time to physically and mental-
ly prepare. While she could still walk, I often would find her sitting in
the car, buckled up and waiting, while I was still looking for the car
keys.

A Day In The Life
I get up as close to 5:30 as possible, depending upon how many

times I hit the snooze button on my alarm clock. After showering and
dressing, I go out to pick up the newspaper. Next I prepare her bowl
of cereal, start her coffee brewing and set out her morning pills.

Then I get my mother out of bed, put her bathrobe on her and help
her into the bathroom. After that, we go to the kitchen for breakfast.
If she has trouble with the spoon, I’ll feed her a few bites.

Back in the kitchen, I’ll give her a couple
more spoonfuls if she hasn’t made much
progress. Then I go out back to feed the dogs.
After that, I eat my breakfast, help her finish
and make sure she takes her pills.

When we are both finished, I help her into
her chair in the living room. I put the coffee
mug in her hands and pin the emergency call
button on her bathrobe. Last, I either kiss her
on the forehead or brush my hand through her
hair and say “Behave yourself.” She tells me
“Drive carefully.” I’m off to work. Our helper
arrives about 30 minutes after I leave. She
bathes, dresses and looks after my mother 
during the day.

I usually return home between 6:00 and 7:00. First, I chat with her
and our helper for a few minutes. After that,  I feed the dogs and then
eat my own supper. If I have time, I do the dishes before she is ready
to go to bed, which is sometime around 8:30.

I go back into the living room where she is watching television with
her eyes closed. I kid her about sleeping in front of the television. She
tells me she wasn’t sleeping. I say “Oh yeah? What’s happening.” She
responds by giving me an accurate one sentence summary of the show.

I help her into the bathroom and stand just out of her line of sight
in the hallway until she tells me she is through. Then I help her off the
toilet and over to the sink to wash her hands.

She likes to have her face washed before she goes to sleep.
Sometime during this process she says “Water.” I respond “There’s
water right here.” She comes back with “Water to drink.” I come back
with “Where do you think you are, in the middle of the desert?”

In a variation of the water routine, sometimes I remember to ask
her if she wants a drink before we leave the living room.  Sometimes
she says yes. Sometimes she says no, then waits until she is in bed and
blows her whistle. When I come back into her bedroom, she smiles and
says “I changed my mind.”

After the bathroom, we go to her bedroom and I sit her on the side
of the bed while I get her a glass of water. After her drink, I lift her feet
and legs onto the bed. At this point we decide which side she wants to
sleep on, covers on, covers off, etc.  I’m through until 10:00 unless she
blows her whistle.

Around 10:00, I give her the last pill of the day. Then I help her to
the portable toilet close to the bed and step out in the hallway until she
is finished. Then it back to bed for her and, shortly thereafter, bed for
me, too. My day is over until the whistle blows.

The Whistle
The whistle she wore on a chain around her neck was her constant

companion, taken off only when showering or going out in public.
Sometimes she would even sleep with it between her lips. As her mobil-
ity and speech became more difficult, the whistle was one thing she
could still control. I’m sure it made her feel more secure. Generally, the
whistle would blow if she wanted something and I wasn’t in the same
room or if she just wanted to talk or find out what I was doing. Only
once did she abuse it.

Typically, she would blow the whistle a couple of times a night; to
go to the bathroom, get more or less cover on the bed or get turned
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over on her other side. But on one particular night the whistle began
to blow shortly after 10:00 and continued at 15-20 minute intervals. It
was the regular requests for more cover, less cover, turn over on the
other side, go to the bathroom, etc. But it was every15-20 minutes.

Basically, she just couldn’t sleep and was restless and bored. Finally,
at 2:00 I told her that she had to let me get some sleep and she 
couldn’t blow her whistle again for two hours.

The next thing I knew, I was awakened from a sound sleep by the
sound of the whistle. I stormed into her room to find her smiling inno-
cently and trying hard not to giggle. The clock next to her bed read
4:07. At least she gave me an extra seven minutes.

The Beach Towel
Many years earlier, my college girlfriend gave me a beach towel.

The girlfriend didn’t last. After graduation, she went to teach school in
Colorado and I joined the Peace Corps. We corresponded for a while,
but soon lost touch. I never saw her again.

When I left for the Peace Corps, the towel along with other accu-
mulated college valuables went home to Texas. There, over the years,
it was actually used as a beach towel on the many times my sister and
her family visited my parents.

As PSP began to rob my mother of her mobility, she would spend
much of the day sitting in her chair. For some reason, regardless of the
season, she would have trouble keeping warm during the day and
keeping cool at night. One of my regular comments to her was “How
come you get cold when the sun rises and warm when the sun sets?”

Anyway, that old beach towel was just the right size and weight to
cover and keep her warm during the day. So wherever the old girlfriend
is, thanks for the towel. Hope you’ve had a good life.

The Chin Is Also An Appendage
Here is the issue. You need to get your mother dressed. She can’t

do it herself. You want to maintain some semblance of modesty and
personal privacy. You only have two hands.

Begin with her sitting on the edge of the bed in her nightgown.
Start with the underpants. Slip them over her feet and up to about
knee level. Lift her up to a standing position. Wrap her arms around
your neck. Lean forward, lock your chin over her shoulder. Holding her
tight with your chin, reach down and pull up the underpants. You need
to do the chin-lock-and-pull-up part quickly. Otherwise, she may fall
back on the bed and you will have to start all over again.

Next, sit her back on the bed. Move around behind her and kneel
on the bed. Don’t let her fall forward. Pull the nightgown over her head
and put on her bra from the back. If she is going to be wearing a dress,
that’s easy. The dress goes on over her head. If she is going to be wear-
ing a blouse; that’s easy, too. With slacks or a skirt, you have to repeat
the chin procedure.

While all this is going on, try to keep up a flow of casual conversa-
tion in order to divert attention from what you are doing. Make small
talk about the weather, what’s for lunch, or whatever. If you have to
discuss the fact that you are dressing your mother, keep it matter of
fact and technical.

Polite Denial
I vaguely remember reading a newspaper column on etiquette

where the writer used the term “polite denial” to describe how one
should act in certain awkward situations. That is, if the situation
requires invading someone else’s privacy or modesty, then the individ-
ual should simply ignore or politely deny the action is taking place.

I think I got pretty good at doing that as my mother began to need
more and more help with getting dressed or undressed and going to
the bathroom. When she was in the bathroom, I would stand in the
hallway just out of her line of sight, but close enough to help if need-
ed. When helping her get dressed, I would try to act as if everything
was normal and I wasn’t really doing what I was doing.

Speak Up! I’ve Got A
Bandage Over My Ear

I was shaving when I heard the crashing sound in my mother’s
room. In the early morning darkness, I found her on the floor next to
the bed mumbling something like “I fell down.” When I asked her if she
was hurt, she replied “I don’t know.”

Whenever she admitted to being in pain or even hinted at the 
possibility, it was a sure sign something was wrong. I turned on the
light and saw a large gash on her ear lobe and blood everywhere.

Fortunately, my sister was visiting us. So the two of us decided on
a “tag team” approach. I would finish getting ready while she got our
mother dressed. I would drive her to the emergency room while my 
sister got dressed. She would meet us at the hospital and take over so
I could go to work. And that is the way it went.

When I got home that evening, my mother was wearing a huge
bandage over her ear and an expression on her face that seemed to
say “Guess what kind of day I had.”

Other Disasters–Big, Small And
You’re Not Going to Believe
What Happened Today

One Sunday morning she fell while getting ready for church. At the
time, she said her hand hurt a bit and then complained about a couple
of times later in the day. That should have been a clue, but I brushed
it off. The next afternoon I came home to find her wearing a brace on
her wrist. She had broken a small bone in her hand. Our helper told me
in no uncertain terms that the next time my mother complained about
something, I had better pay attention.

I was just about to walk out the door on my way to work when I
heard a strange sound. I found my mother on the bathroom floor. The
toilet was tilted at about a 45 degree angle and water was gushing
everywhere. She had difficulty getting up from a sitting position. So she
applied a lesson from her physical therapy. The lesson was, if you have
trouble getting up, try rocking back and forth, or in this case from side
to side, until you develop enough momentum to get up. Apparently
the technique worked, although applying it to the toilet had eventual-
ly loosened its anchor bolts. We finally stopped laughing long enough
for me to turn off the water and dry her off. And that’s when we got
the handicap toilet.

Two other stories I heard about later. One involves another lesson
from the physical therapist. The other has to do with water. The 
physical therapist taught my mother that if she fell down, getting up
immediately did not have to be the first priority. One could try to get
comfortable on the floor until help arrived or one could crawl over to
some piece of furniture and use that as support to stand up. The emer-
gency call button my mother wore alerted a service which would first
try to call her back. If the service did not get an answer, it would call
one of the “responders” listed to request they go over and check on
her. Only after that would the service call for emergency assistance. So,
one day a family friend got a call from the service. Upon arriving at our
house, she found my mother sitting on the living room floor. My moth-
er had fallen, but was unhurt. After a couple of attempts, the friend
was unable to get her up. So the two of them sat together on the floor,
chatted and drank coffee until our helper arrived for work.

The other water story took place at the same friend’s house. For
some reason, I’ve forgotten what, our water was temporarily shut off
and my mother needed a bath. So our helper drove her over to the
friend’s house. Apparently, getting my mother into the tub and bathing
her was no problem. The problem was getting her out of the slippery
tub, particularly when all three women were laughing hysterically.
Eventually they came up with a solution. One woman held my 
mother’s feet firmly on the bottom of the tub to keep her from 
slipping. The other wrapped a bath towel around her back and under
her armpits and pulled her upright.
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Sunday School And Church
My mother belonged to the same Sunday school class for about 50

years. When my parents first joined, it was called the Couples Class and
as the name implies, it consisted of young married couples. After 
several decades, as the members aged and membership dwindled, the
name was changed to the Chapel Class because they met in the small
chapel close to the main sanctuary.

Our routine after she stopped driving was that I would take her to
Sunday school and then return an hour later to attend the regular
church service with her.

At Sunday school, she sat in the fifth pew from the front on the left
side, one space in from the aisle. I never asked, but I assumed the space
closest to the aisle was where my father sat.

The class had a collection box where members could put an offer-
ing. This was separate from the church offering, which I’ll get to later.
Anyway, she would ask me to get some money from her purse and put
it in the collection box. Since she was always the first one there, my
standing joke with her was to say “Why do you want to do it in now?
Nobody’s here to see you put the money in.” She would laugh and tell
me to just do it and mind my own business.

Seating at the regular church service was more flexible, although
we usually sat in the same general area. Shortly after sitting down I
would write a check for her weekly offering. She tithed. At the 
beginning of each year she estimated her annual income, calculated
ten percent of that amount and divided it by fifty-two weeks. And that
was the amount I wrote. On occasion, she would come into some 
additional funds. Ten percent of that would be given, too. The other
duty I took care of before the service started was to fill out for her a
prayer request form asking the congregation to remember one or more
of her ailing friends.

To an extent, her physical decline could be tracked by the changes
in her church service activities. First, we would walk up the steps to the
sanctuary. Then we took the elevator. Then we would use the wheel-
chair and the elevator. First, we would stand and sing from separate
hymnals. Then we would stand and sing from a shared hymnal. Then
we would stay seated during the hymns. First, we would walk togeth-
er down to the church altar to receive communion. Then I would steady
her as she walked and help her kneel and stand. Then we would
remain in our seats and communion would be brought to us.

The Rest Of Sunday
After church we went out to eat. As already mentioned, we 

followed a rotation of sorts among several restaurants. The routine was
after we got in the car I would ask “Where do you want to go to eat?”
She would respond “I don’t care, as long as I don’t have to cook.”

We followed that pattern until she reached the point where she had
difficulty handling eating utensils and felt somewhat embarrassed to
eat in public. After that, we would drive to one of several places that
offered carry-out food.

After the Sunday meal, it was nap time. The evening meal was
almost always peanut butter and jelly sandwiches. Again, the exchange
was often “What do you want to eat?” and “I don’t care, as long as I
don’t have to cook.” Although sometimes she would roll her eyes and
say “What do you think I want for supper?”

Moments
Many of my favorite moments with my mother have been 

mentioned already. Most, but not all, involved some sort of humorous
exchange between the two of us. Here are some more.

During one of my sister’s visits, the local news media reported that
a comet would be visible in the night-time sky. At the recommended
time we trooped outside to see it. As we looked up at it, my sister
noted that it would be many years before the comet made another 
visible pass. So, she said to our mother, “Take a good look at it now,
because the next time it passes by, you’ll be looking down from 

heaven at it.” My mother started chuckling and before she could get it
out, I said it for her, “Don’t be too sure about the ‘looking down’ part.”

I came home from work one day to find a package from my ex-wife
sitting on the kitchen table. It was probably for a birthday or Christmas.
She almost always sent chocolates of some sort. I opened the package
and put the box of candy in the refrigerator. Later, as we were 
finishing supper, my mother said “I think you got something in the mail
today.” I looked at her. She looked back at me. I asked, “Are you 
saying you want some candy?” She replied, “Yeah.”

We flew to Arkansas to attend one of her cousin’s funerals. As I
drove out of the Little Rock airport, I took a wrong exit. It didn’t take
long to get turned around and headed in the right direction. As I was
doing that, I asked her how she was doing. She looked over at me and
said “I’d be doing better if you knew where you’re going.”

As her reactions slowed and her ability to speak became more 
difficult, her responses tended to become more delayed and monosyl-
labic. It became a routine joke that after she said “Yes,” “No” or
“Maybe,” I would say “I’ve asked you three questions over the past two
minutes. Which one are you answering?”

For a number of years, I played
Santa Claus at a Christmas party an
old friend would have for her large
extended family. Dressed as Santa, I
would burst in the front door with a
bag full of presents for all the kids.
The kids would sit on my knee and I
would try to get them to say or do
something funny before giving them
their present. The last year I per-
formed at the party, the woman I was
dating did something unexpected.
After I finished with all the kids, she
guided my mother over and sat her
down on my knee. Then with shouts
of encouragement from the crowd and cameras snapping and 
flashbulbs popping, my mother kissed Santa on the nose.

Only once in those declining years did I observe her lose grasp of
the present. One Sunday afternoon we went to visit one of her 
childhood friends in the hospital. It was a pleasant visit with lots of 
reminiscing and story telling. But I think the visit tired her and left her
somewhat disoriented. Later that evening she asked where my father
and sister were. I don’t think on my feet very well and only managed
to mumble some unsatisfactory response. A short while later, she again
asked where my father was. I got choked up and said something to the
effect that she and I were the only ones at home now. She was quiet
for a moment, looked very sad and told me she understood.

My 55th birthday. She told me I was her hero.

TERESA ENGSTROM
Teresa Maxine McKenzie was born September 24, 1918 in

Oklahoma. Her family moved to Texas when she was six years old.
She married Howard William Engstrom on January 7, 1940. They

had two children, two grandchildren and, as this is written, three great
grandchildren.

After many years of working full time to help raise and educate her
children, she went back to school. She graduated with honors and
became an elementary school teacher.

In October 1998, she got to see and hold her first great grandchild.
Teresa Engstrom died November 12, 1998.

Please continue to share your “PSP Stories.” Each journey will be
unique–but each journey is filled with love, strength, determination and
courage of persons diagnosed with PSP and their families. You may email
your story to The PSP Advocate Editor at NancyB501@cs.com or mail to
Nancy Brittingham, 6 Bramston Drive, Hampton, VA 23666. Please
include photographs if possible.
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John Lipani, Sr.
Phyllis & Dennis Wesolek In Memory of 

Dennis Wesolek
Bruce & Karen Wiener In Memory of 

Arthur Goldberg

Report Of Gifts

How To Make A Donation Of
Securities To

The Society for Progressive
Supranuclear Palsy

Contact: • The Society for PSP
Woodholme Medical Building, Suite 515
1838 Greene Tree Rd., Baltimore, MD 21208
1 (800) 457-4777 or 1 (410) 486-3330
FAX: 1 (410) 486-4283 • email: SPSP@psp.org

Or • Ann Wilson, Regional Investment Manager,
Provident Bank of Maryland, Pikesville Office, 
3635 Old Court Road, Baltimore, MD 21208 
410-277-7815 or 410-274-1244 
FAX: 410-602-0932. 

A transfer can be easily made electronically.
DTC Number 0443 • Account Number 5LV052345
Account for the Society for Supranuclear Palsy, Inc.
It is the policy of the Society that stocks are sold as soon
as they are received in our account.

How To Make A Bequest To
The Society for Progressive

Supranuclear Palsy
To make a bequest of cash or property to The Society for

Progressive Supranuclear Palsy, your will or supplemental
codicil should state:

“I give and bequeath to The Society for Supranuclear
Palsy, a non-profit corporation, organized under the
laws of the State of Maryland and having its main office
at Woodholme Medical Building, Suite 515, 1838 Greene
Tree Road, Baltimore MD 21208, the sum of $ ______ or
______ % of the residue, rest and remainder of my estate
to be used for the general purposes and mission of the
organization.”

A bequest to the Society is fully deductible for estate tax
purposes. To learn more about opportunities for giving, con-
sult your attorney, accountant, estate planner or call the
Society for PSP office, 1-800-457-4777.
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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)
❏ #2 Aids for Daily Living Catalogs/Thickening Agents/Personality Changes/Helping the Helpers - four page pamphlet.
❏ #3 2002 National Symposium Video Tapes - 3 Pack $75, plus $7 shipping in US and $10 outside the US.
❏ #4 The PSP Advocate Newsletter
❏ #5 Thickening Agents
❏ #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 the US.
❏ #11 PSP Fact Sheet (1 page summary can be duplicated and distributed)
❏ #12 Aids for Daily Living Catalogs Listing
❏ #13 Publications Resulting from Society Funded PSP Research
❏ #14 Brain Bank Information Packet
❏ #15 Physician Referral Cards
❏ #16 Giving Envelopes
❏ #17 Planned Giving Information
❏ #18 Information About PSP translated in Spanish
❏ #19 I Have Been Diagnosed with PSP
❏ #20 Challenges in the Management of PSP
❏ #21 Support Group List

Mail to: ______________________________________________________________________________________________________

_____________________________________________________________________________________________________________

_____________________________________________________________________________________________________________

Fax to : _______________________________________________ Email to: _____________________________________________

FOR PHYSICIANS ONLY:
❏ CD “The Diagnosis of PSP” by Lawrence Golbe, MD (Recommended for clinicians and faculty)
❏ Medical Professional Packet (Grant Award Information/PSP Rating Scale/copies of all other info.)

❏ I no longer wish to receive the 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.
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THE SOCIETY FOR

PSP
Progressive Supranuclear Palsy

Woodholme
Medical Building
Suite 515
1838 Greene Tree Rd.
Baltimore, MD 21208

2000-2010
The Decade of Hope

You Can Help By Becoming A Volunteer

VOLUNTEER PROFILE
Name: _______________________________________________________________Connection to PSP ________________________
(Please include professional designations; i.e., MD, PhD, etc.)

Spouse or Significant Other’s Name: _______________________________________________________________________________

Home Address: _________________________________________________________________________________________________

Home Telephone Number: ___________________________________________ Fax: _______________________________________

E-Mail Address: _________________________________________________________________________________________________

Business: __________________________________________________________ Title: ______________________________________

Business Address: _______________________________________________________________________________________________

Business Telephone Number: _________________________________________ Fax: _______________________________________

Your occupation and job responsibilities: ____________________________________________________________________________

Board Memberships & Professional Organizations: ____________________________________________________________________

Social Affiliations/Clubs & Organizations: ___________________________________________________________________________

Personal Interests/Hobbies: _______________________________________________________________________________________
Areas of Experience or Expertise:
❏ Budget/Fiscal ❏ Fundraising: ❏ Board of Directors
❏ Legal ❏ Special Events ❏ Computer Technology
❏ Accounting ❏ Foundations ❏ Web site/Internet
❏ Investing ❏ Corporations ❏ Newsletter
❏ Government Affairs ❏ Writing ❏ Lead a Support Group
❏ Personnel ❏ Media ❏ Social Services
❏ Research/Marketing ❏ Graphic Arts ❏ Allied Health Professional
❏ Non-Profit Mgmt. ❏ Meeting Planning ❏ Counseling/Social Work
❏ Public Speaking ❏ Other (specify) ________________________________________


