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First International Brainstorming
Conferenceon
Progressive Supranuclear Palsy
“ Brainstor ming Session Highlights”
Review by: Lawrencel. Golbe, M.D.
Chair, SPSP Medical Advisory Board
Professor of Neurology

Robert Wood Johnson Medical School
New Brunswick, New Jersey

The SPSP and the Rare Disorders Branch of the National
Ingtitutes of Health co-sponsored a research roundtable on
March 18 and 19, 1999 in Bethesda, MD, at the NIH. It was
organized by Irene Litvan, MD, of the NIH and a member of the
SPSP Medical Advisory Board. The meeting, attended by 78
invited researchers, grew out of an initiative of the Medical
Advisory Board to creste interest in PSP among the world' s best
basic science researchers. The plan called for these |aboratory
researchers to interact with the neurologists who take care of the
patients and who themselves do clinically-based research on the
disease and could collaborate with the laboratory scientistsin
future projects.

There wasllittle original data presented. The purpose of
the meeting was to review what is already known and to plan
strategies for the next steps. Therefore, the meeting began with
a systematic presentation of the latest in each of these areas:

« Basic disease mechanisms (what’ s going wrong at the

level of molecules and cells)

* The search for animal models (attempts to create

“PSP” in animalsin order to test new treatments or to
understand how the brain reacts to the damage)

* The search for biologic markers (tests that can diag-

nose PSP accurately during life)

* Genetic studies (defectsin DNA, possibly inherited,

that can contribute to PSP)

* Basal ganglia circuits (what goes wrong with the

brain’s connections to cause the symptoms)

* Ocular motor studies (how studying the abnormal eye

movements helps us understand the disease in general)

« Neurophysiology (tests of reflexes, brainwaves, etc.,

that can tell uswhat’s going wrong in the brain)
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Ellen Katz, SPSP Director, and Stephen Groft, M.D., NIH

« Cognitive studies (understanding how thinking and
behavior are affected in PSP and what this means for
understanding how the disease works)

» New therapeutic approaches (ideas for treating PSP)

* Neuroepidemiology (understanding how PSP occursin
populations and what factors affect one’'s chance of
developing PSP)

Then, the participants formed 10 different special interest
discussion groups, each in one of the above areas, to formulate
apractical plan for taking PSP research to the next step in that
area. The leader of each group then reported back to afinal ple-
nary session on the group’s deliberations and al the participants
could comment on each summation.

The issue that seemed to provoke the most interest was
the question of adefect in the tau gene. Dr. Gerry Schellenberg
of the University of Washington, a molecular geneticist, pre-
sented his data confirming the observation that people with PSP
carry some sort of variation in the gene encoding tau, a protein
important in maintaining the structure of brain cells. Tau accu-
mulates in abnormal tanglesin PSP. Dr. Dennis Dickson of the
Mayo Clinic, Jacksonville, a neuropathologist, presented the
corresponding microscopical and biochemical observations.
Thetau tanglesin brain cellsin PSP are composed nearly exclu-
sively of “four-repeat” tau - that is, tau with four repetitions
of a special section of the protein. That section binds
to microtubules, an important “fiber” maintaining the
..................................................................... Continued Page 4
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Brainstoming Session Highlights Continued from Page 3

brain cell structure. Healthy brains have tau in an equal mixture
of three-repeat and four-repeat, but in PSP, it's nearly all
four-repeat. Just how this causes the brain cellsto dieis unclear.
Another disease in which tau accumulates in tangles,
frontotemporal dementia, has more four-repeat than three-
repeat tau. However, in Alzheimer’ s disease, the most common
tau-tangle disease, theratio is normal.

The question then becomes, “What causes the brain in
PSP to fail to make three-repeat tau?’ Part of the answer comes
from the fact that the gene that encodes tau protein has 16 sub-
sections, called exons, whose protein product are combined in
various ways to produce various forms of tau. Thisis called
“alternative splicing.” To produce the four-repeat form of tau,
exon 10 must be included from the aternative splicing plan. The
questions then become, “What is causing exon 10 to always be
included in PSP?’ Isit afailure of the mechanism that some-
times excludes exon 10 from the alternative splicing in healthy
individuals? Or isit afailure of the mechanisms that get the
other exons involved?

Finding the answer will require laboriously working out
the sequence of the genetic code of the tau gene in people with
PSP. Dr. Schellenberg and others have done this for the exons
of the tau gene - the parts of the gene that actually are translat-
ed into tau protein- and, disappointingly, found no defects.
They announced this unpublished finding for the first time pub-
lically at the meeting.

But a defect in alternative splicing would probably not
arise not from a “misspelling” in an exon, as occurs in most
genetic diseases, but from a more profound error in the instruc-
tions that regulate alternative splicing. These instructions are
found in the areas between the exons called introns. The introns
are much longer than the exons (hence more time-consuming
for aresearcher to sequence) and are mostly areas of genetic
code that may have been used in our distant evolutionary ances-
tors but are inactive in humans. However, some parts of some
introns function to regulate the production of protein by the
neighboring exons. The introns next to exon 10 now fall under
suspicion in PSP.

Molecular geneticists are now attempting to work out the
genetic code sequence for al of the intronsin tau in hopes of
finding some variant that occursin people with PSP and not in
healthy people.

Continued Page 5

Breakout session

Panel Discussions with Irene Litvan, M.D. -

Dr. John Seele recognizing Mr. Jay Troxel for his
generous support of the Society

,
Irene Litvan, M.D. (Conference Chairperson) &
Lawrence Golbe, M.D.
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Brainstoming Session Highlights Continued from Page 4

If there is a genetic defect in tau causing PSP, it would be
operating at “low penetrance,” meaning that only a small pro-
portion of people carrying the defect would devel op the disease.
Furthermore, the defect would probably be operating on areces-
sive basis, meaning that one would have to inherit a defective
copy of the gene from each parent (neither of whom need have
the disease during their lifetime) in order to even have the
potential to develop the disease. Because of the rarity of PSPin
family clusters, it seems likely that something else besides a
genetic defect in tau is necessary to develop the disease. That
something could be other genetic defects that are not necessari-
ly inherited along with the tau defect, or it may be some sort of
exposure to as-yet-unidentified chemicals.

The overall success of the Brainstorming Session was
illustrated by the fact that soon thereafter, a record number of
applications for research grants arrived in the SPSP office, sub-
mitted by session participants or their associates. By that mea-
sure alone, the Brainstorming Session succeeded in stimulating
some of the world’s best researchers’ interest in finding the
cause and cure for PSP.

Lawrence Golbe, M.D. recognizing Congressman Hal Rogers
for promoting awareness in the field of Public Health
and furthering research into PSP.

f Change In Member ship Dues \

The revised SPSP bylaws state that there will
no longer be membership dues. As a nonprofit health
organization, SPSP is solely dependent upon the financial
contributions of our friends and supporters to sustain
our research, education, and outreach programs. Y our
contribution is tax deductible.

If you wish further information about the SPSP

le aws, please call the SPSP office at 1-800-457-4777 J

PLANNED GIVING

The Society for Progressive Supranuclear Pasy is
establishing a Planned Giving Program. This new initiativeisa
program through which donors can make a contribution to the
organization as a result of financial or estate planning. A
planned gift maximizes advantages to the donor while providing
funds to the organization. Planned giving differs from other
types of fundraising. A planned gift is carefully thought out and
arrangesto fit the donor’ s financial and personal objectives.

Currently, SPSP is creating a volunteer Planned Giving
Committee. The committee will develop policies and a
plan, produce supporting materials and implement on-going
strategies and activities throughout the country.

There is a role for volunteers in the Planned Giving
Program. The planned giving committee will be made up of
volunteers from within the community. They can include:

* Attorneys

* Trust Officers

* Certified Public Accountants

* Certified Financial Planners

* Certified life underwriters

* Real Estate Brokers

* Stock Brokers

* Major Donors

« Corporate Executives

Planned gifts have become a major source of income for
many organizations. The Society for Progressive Supranuclear
Palsy is ready to launch this new program. It will be an asset
to the organization and an opportunity for donors to give
thoughtful and generous gifts.

If you are willing to share your special talents and serve
on the SPSP Planned Giving Committe, please contact Ellen
Pam Katz, SPSP Director at 1 (800) 457-4777, (410) 486-3330,
fax # (410) 486-4283, email address: SPSP@erols.com. We
need your help!

PEDALING )
FOR PSP

{Roger Rides Again!!

To celebrate the tenth anniversary of the Society for
PSP, Roger Brisson will be facing another chalenge in the
spring of 2000! Roger is not ready to settle for his tremen-
dous efforts in the “Climb for a Cause” event. Climbing
Mt. Aconcagua to establish the Margaret Parker Research
Fund in honor of hisaunt and raising over $75,000 in con-
tributions was quite an accomplishment. Now, Roger and
hisfamily are eager to raise even more funds to support the
ever growing number of PSP grant research proposals.
So...... Roger is planning his next chalenge! He will be
PEDALING FOR PSP across the United States. Watch for
the upcoming details and learn how Y OU can become an
important part of this extraordinary event!!!! J
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Toronto What A City!

Nancy and Ellen in Toronto

Its gleaming skyscrapers, its pristine lake and inlets, its
sophisticated elegance reflected in the theaters, restaurants and
sports arenas. People are polite, the pace is moderate and the
atmosphere is welcoming.

| attended the Annual Meeting of the American
Academy of Neurology. However, | had the opportunity to net-
work with many nonprofit “advocates’ like myself and most
importantly——-to meet persons whose fate has been forever
changed by PSP. After awhirlwind week of activities, | am
awaiting my flight back to Baltimore. | am filled with yet
unsorted impressions of the many activities that | was involved
with.

| was blessed to have Nancy Brittingham as my
partner on thistrip. For more than two years, we have come
to be ebullient work partners as well as considerate traveling
companions. Our week began with the “first” Canadian
Symposium organized by Janice Stober, Kim Anderson and
Sandy Jones of the Parkinsons Foundation of Canada. Over 100
persons attended from throughout Canada, Michigan, Upstate
New York, and even Texas. Likethe U.S., the needs of PSP
families are critical. The comradery and feeling of goodwill
wasinfectious. Many great thingswill come from this new link
to our Canadian neighbors. Many thanksto Dr. Mark Guttman,
Angela Gel, Kathleen Holmes, Lynn Wymgaarden, Ruth Story
and other volunteers for their assistance throughout the week.
Many thanks to Dr. Dennis Dickson, Dr. Mark Guttman, Dr.
John Growdon, Dr. David Zee and Rebecca Gruber (Physical
Therapist) for speaking at the Symposium.

At the AAN exhibit, Nancy and | with our special
volunteers distributed updated information and new brochures
about the Society. A physician's PSP diagnostic scale
developed by Dr. Golbe was also distributed to the medical
profession.

Nancy and | spent considerable time networking with
other members of the nonprofit advocacy community. We
questioned our counterparts on issues of board structure,
patient services, support services, and managing a nonprofit
organization on a national and local level. Each organization

hasits unique style and the Society will look at other successful
models as well as problem areas and try to address these issues
in our strategic plan. There are many precedents already
established and the Society will not have to create new things-
only better develop what will work for us.

Society business was our first priority! But, we did
have a few moments to “run” through the fabulous Eaton
Shopping Centre and visit the top of the CN Tower. What a
sight!

Other Society highlights included a most interesting
lecture on the history of neurology in Toronto and how PSP was
described at the Toronto University Hospital by Dr. John Steele
along with his colleagues, Dr. J. C. Richardson, and Dr. J.
Olszewski. We spent an evening with John’s sister, Barbara,
who lives in Canada and also met with Canadian volunteers
who wish to expand the Society’ s programs and services within
Canada.

Well, flight AC1434 has just been called and | must
run! Farewell, Canada, but | shall never forget those grand first
words of your anthem, “Oh, Canada.” Oh, what atrip!

Best regards,
Ellen Katz
Director

SPSP'SSTRATEGIC PLAN

SPSP's Board of Directors is currently developing a
strategic plan that will take the organization into the 21st
century. The need for strategic planning is critical. Current
and prospective volunteers and donors want to be provided
information about how the organization is managed, how its
programs are serving its constituents and how their investment
in the organization is being used. Through the planning
process, organizations assess where they are, where they want
to go, and how and when they will get there. Planning isnot an
easy task, but it is necessary and can pay great dividends to the
organization.

At itslast meeting, The SPSP Board of Directors under-
took the responsibility to begin this process. The goalswere to:

« Focus attention to specific issues

* Set objectives that promote the organization’s growth

and devel opment

Specific areas were addressed and committees were
created to discuss these topics in more detail. The critical
issues included research, board development, education and
community outreach. Each committee was asked to create a
structure or framework that will serve as aguide, set priorities,
develop strategies and determine financial and human resources
to implement the activities.

At the next Board of Directors meeting, each committee
will present its report. Board members will discuss each report
and determine its strengths, omissions, and suggestions for
improvement. Ways to implement the plan will be the next step.

PSP Advocate Page 6Second Quarterly, 1999



1999 BALTIMORE PSP SYMPOSIUM
SATURDAY, NOVEMBER 13, 1999
BWI AIRPORT MARRIOTT

Plan to attend this informative conference for persons with PSP and carepartners.

Early registration and a welcome reception will be held on Friday, Nov. 12 at 5:30 pm. A get acquainted dinner will follow with
seating determined by hometown states! Saturday morning registration and continental breakfast begins at 7:30 am and the programs
scheduled from 8:30 am to 4:30 pm. The BWI Marriott has a special block of rooms available at $89 per double. Lunch will also be
provided.

Nationally and internationally recognized clinicians and scientists will present informative programs including topics such as:
frailty and preventative physical therapy, recent advancesin PSP trestment, summary of the SPSP/NIH Brainstorming Conference, eye
problems, swallowing problems, stress management, and doctor/carepartner’s panel.

Watch for more details and registration in the next ADVOCATE. Learn more about PSP and share your experiences with other

PSP families.

ANNUAL GIVING —ﬁ,..-n Mrm% ,;_

Many thanks to the donors of our Annua Giving ) ] e )
Campaign. There were 826 gifts to the campaign totaling Contribution Cards Available
“Make your gift by phone or fax”

$81,711 or an average gift of $99.00. Seventy percent of the
funds given represent renewal donors while 13% represent The Society can send a beautiful

<
donations from the Board of Directors ($10,500). New donors a acknowledgment card to someone special g
acquired, totaled 17% of thetotal funds. On behalf of the Board ;:‘i for any any occasion and we will j"" )
of Directors, we thank 612 donors for renewing their £ .—') personalize your message. ph. A
commitment to the Society and 214 donors who made their first by Cards are printed on blue linen stock. L
donation . Your generosity isdeeply appreciated. N Very classy. Just call our office at 7
- - : 1-800-457-4777. Visa, MasterCard, and
We wish to thank Mr. Jay Troxel for his continu - American Express accepted.

\ A

ous expressions of support for the Society. Mr. Troxel has e o P
recently given an additional $30,000 to the Society for the '—w@\’ﬁ Fﬁj
purchase of additional computers, software, hardware and ===

furniture needed to ensure the Society's ability to expand
its services. Mr. Troxel, you are our guardian angel!

Videotape: Society for PSP/NIH Brainstor ming Conference

| wish to order the March 18-19, 1999 videotape “Highlights of the SPSP/NIH Brainstorming Conference” featuring Irene Litvan,
M.D. and John Steele, M.D. The tape contains a layman’s review by Dr. Litvan of the research topics discussed at the Conference.
Patient/family issues are presented by Dr. Steele during his visit to Baltimore on March 20, 1999.
COST: $25 + $3 postage US and $5 outside US. AVAILABLE July, 1999

Name
ADDRESS: Street, State, Zip

Phone Email
VISA Master Charge  American Express__

No. Exp. Date
Signature
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CUMULATIVE INDEX OF BRAINS
RECEIVED BY THE PSPBRAIN BANK

PSP Brain Bank

1/1/98  4/1/98  7/1/98  10/1/98  1/1/99  4/1/99

With only ayear of operation, the SPSP Brain Bank has collected nearly 20 brains.
Progress Report
Prepared by Dennis W. Dickson, M.D.
March 22, 1999

Progress has been made in the organization of the Society for PSP Brain Bank at Mayo Clinic Jacksonville. During theinitia peri-
od, we developed a brochure about the brain bank. The SPSP duplicated this printed material and distributed it to interested persons. We
also participated in the recent California PSP Symposia and provided additional information about PSP research and the brain bank.

To date, we have received 17 brains (9 men and 8 women with an average age of 74.1 +/-6.7 years) from ten states. The diagno-
sis of PSP was confirmed in 70% (7/10) of cases. Misdiagnoses were due to multiple system atrophy, pallidonigral degeneration and
basal gangliainfarcts. Seven cases are pending evaluation. A neuropathology report isissued and sent to the referring pathologist an
average of 26 calendar days after receiving the specimen.

Most cases had both fixed and frozen tissue. The fixed tissue has been dissected and processed for diagnostic studies, which
includes routine application of fluorescent microscopy and immunocytochemistry. Semiquantitative assessments of lesion density and
distribution are tabulated for each case.

Whileit isunrealistic to expect that there would have been much research accomplished with this small sample collection, some
of the tissue was distributed to several laboratories for biochemical (Shu-Hui Y en, Mayo Clinic Jacksonville), genetic (Michael Hutton,
Mayo Clinic Jacksonville) or immunocytochemical (Peter Davies, Albert Einstein College of Medicine, New Y ork-results presented at
the PSP Brainstorming Conference in Bethesda, March 17-19).

At some point in the near future, it will be important for the Society to make it known to the scientific community that this resource
of brain tissue is available and a mechanism will need to be developed for distribution of tissue.

Itis clear that the amount of material being submitted and processed shows a steady growth with nearly as many cases processed
in the first three months of 1999 as all of 1998.

| Society for Progressive Supranuclear Palsy Brain Donation Program

For Diagnosis and Research on PSP
Society for PSP Brain Bank
Supported by the
EloiseH. Troxel Memorial Fund
Mayo Clinic Jacksonville » Jacksonville, FL 32224

The purpose of the Society for PSP Brain Donation Programis:

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 | E-mail. SPSP@erols.com/ SPSP, Inc. Woodholme Medica Building, Suite 515
| 1838 Greene Tree Road, Baltimore, MD 21208
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DR.JOHN STEELE’'SVISIT TO
BALTIMORE HIGHLIGHTS
BRAIN AWARENESSWEEK

After the NIH Brainstorming Conference, Dr. John
Steele, the Society’ s Honorary Chairman, visited Baltimore. He
was booked up for five days with Board of Directors and com-
mittee meetings, touring the beautiful SPSP office and getting
acquainted with the dedicated SPSP staff. Dr. Steele’s most
important function was to present an overview of the NIH/SPSP
Brainstorming Conference to Society friends. Eighty persons
from MD, VA, DC, PA and NJ attended Dr. Steel€'s presenta-
tion addressing highlights of the recent landmark research con-
ference at NIH. Dr. Steele greeted friends, people with PSP,
and caregiversin an informal setting and answered audience
questions. This meeting was videotaped and a copy can be
ordered by calling the SPSP office.

In honor of Brain Awareness Week, John Steele was
interviewed on MIX 106.5 radio by Tamara Nelson, whose
father has PSP. Dr. Steele presented a fascinating lecture on
“The Mysteries of Neurological Disease aWorld Away” at the
Sinai Wellbridge Fitness Club. He spoke to a full house of per-
sons fascinated by his life and experiences on Guam as well as
his knowledge of Parkinson’s disease, ALS, and current trends
in treatment and research. The Society is deeply appreciative of . : 3 =
Dr. Steele’ stime, caring and sharing. We are blessed to have - 3 L ,1"Ij
him as a goodwill ambassador for the Society. Well done, Dr. Dan Lake, Board of Directors, meets with the Baitas family.
Steelel! Please come again, soon!

SPSP Office Saff and Dr. John Stecle.

Dr. John Steele meeting with Addie Hoepfner. Virginia Gratz, person with PSP, and loving son, Phillip.
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Dear Nancy,

| made thisrailing
for my mother, Veone,
who has PSP. | made it
out of PVC pipe,
elbows, tees, etc., and a
sheet of half inch ply-
wood. The materiads
altogether cost about
$95. After seeing the
cost of factory railings, | decided to make my own. | thought if
you could put thisin the ADVOCATE, others could get agood
idea of how to make their own railing.

I made thisrailing out of one and a quarter inch PV C pipe,
elbows, tees and adapters that screw into one and a quarter inch
galvanized flanges that screw on to ahalf inch 4 ft. by 8 ft. sheet
of plywood. Thetall open part of therailing is about 2 inches
higher than my mother with arailing going across the bed and
attached to a board that is attached to the wall (which isthe only
place that is actually attached to any walls or floor) and from
that there is atrapeze type of bar to pull oneself up. Thebedis
covering the rest of the plywood which helps hold it firmly in
place. It does not look as nice as a factory railing but it does a
wonderful job and isalot cheaper.

Thank you,

Tom M. caregiver to mother Veone

Dear Nancy,

| spoke to you back in January and sent some information
for the newdletter to you. Since, then, | discovered aplace to get
prescriptions very reasonable for people that do not have
insurance. Itis COSTCO WAREHOUSE CLUB and they are
located in most states.

For example, Zantac at aregular pharmacy cost $29.95
for 30 tabs at 150 mg. It cost $12.79 at Costco’s. My mom’'s
Xanax at the pharmacy was $18.49 at the pharmacy and $8.69
at Costco-the same amount and strength!

My husband, Del, hasto use THICK IT 2. | was paying
anywhere from $8.99 to $14.99 for an eight ounce can. | talked
to Costco’ s Pharmacy and they ordered me a thirty ounce can
for $18.99 Also, | have to use vinyl exam gloves and they cost
about $20. At Costco's, they were under $8.00 for a box of 100.
Another nice thing about Costco is when they order your sup-
plies, they have them the next day. Club membership is $40.00
but well worth it.

| hope this may be of some use for someone.

Sincerely,

Janet M.

Dear Nancy,

Getting my mother out of the car has been becoming more
and more difficult. | recently purchased a Swivel Cushion. The
portable cushion allows 360 degree movement in any direction
from any seated position. It isgreat for in and out of the auto.
The cover isremovable and washable and it costs about $30.00.

| had also looked into buying an “electric lift chair” but
could not afford it. Someone told me about the portable seat lift.
The hydraulic action of the portable seat lift raises or lowers a
person to and from most chairs. It lifts 75 to 80 % of aperson’s
weight accommodating 70-240 Ibs. For more information call
the company at 1-800-235-7054.

| want you to know that | read every word of the PSP
ADVOCATE! | have learned that my family is not alone suf-
fering through this disease. We are dl here to help each other. |
learn so much and share it with all our health care contacts as
well as family and friends. Keep up the good work! God bless
you and the Society for PSP.

Sincerely,

Catherine B.
(Thank you for the kind words!)

THICKENING AGENTSBRAND NAMES

Delmark Thicken Up

Sandoz Nutrition Food Service

P.O. Box 370, 5320 W. 23rd St., Minneapolis, MN 55440
(612) 925-2100 « (800) 999-9978

Nutrathik Thicken Right

Nutritional Food Products

3306 Fielder St., Tampa, FL 33611  (888) 977-3663

Bruce Medical Supply

411 Waverly Oaks Rd., Waltham, MA 02154 « (800) 225-8446
SYSCO Classic Instant Food Thickener

SY SCO Corporation

1390 Enclave Pkwy., Houston, TX 77077-2099 « (281) 584-1390
Thick and Easy

American Institutional Products Co.

P.O. Box 5387, Lancaster, PA 17606 « (800) 866-3331
Thick It 1 and |1

Milani Foods

2150 N. 15th Ave., Melrose Park, IL 60160 ¢ (708) 865-6773
Imaginart Communication Products

307 Arizona St., Bisbee, AZ 85603 « (800) 828-1376
Nutricare

Bernard Fine Foods

P.O. Box 610490, San Jose, CA 95161-0490

(408) 292-9067 « (800) 538-7941

Editor’s Note: Thisinformation is provided as a service.
The Society for PSP does not endorse these or other products
and neither the Society nor its staff have financial interestsin
these products. Information is offered with the intention
to inform others about products that may help to maintain
independence and improve the quality of life.

If you have any helpful hints, medical devices, equip-
ment, or services you can recommend to other PSP families and
caregivers, please write:

Nancy Brittingham, Editor

PSP Advocate
Woodholme Medical Building or
Suite 515 Fax: 757-838-6086

1838 Greene Tree Road email:
Baltimore, MD 21208 103301.640@compuserve.com

PSP Advocate
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A GOOD DEATH
By: Alice Kitchen, LCSW, MPA
Director of Social Work and Community Services
The Children’s Mercy Hospital
Kansas City, MO 64108-9898

A good death is a strange concept, one not thought about
often by those unfamiliar and uncomfortable with life’s most
predictable culmination. But once oneis caught up in the dying
process of aloved one, the notion becomes significant, and one
becomes acutely aware of the opposite possibility that often
existsin health care: dying alone and forgotten in a sterile hos-
pital room, without comfort-a kind of dying that robs the indi-
vidua and family of the meaning of the life that preceded it.

Almost six years ago, my husband was diagnosed with
progressive supranuclear palsy (PSP), a neurologic disease that
has no known cause or cure. This disease was horrible for Ron
to endure and dreadful to watch. This disease forced us both to
consider dying, its meaning, and in doing so we experienced
what, to us, was a good death.

What made Ron’ s final days a“good dying” and a good
death, if there is such an experience? Ron'slast two days were
humane and lacked the tragedy often associated with death.
There were several reasons for this. It was clear from the
research on his disease that there was no known cure or treat-
ment. This knowledge led to early acceptance and a series of
activities that allowed us to focus on Ron’ s life-on his living-
and not get caught making difficult decisions with littletime to
consider them carefully. Early in Ron’sillness we completed
our advance directives, do-not-resuscitate declarations, we
made burial plans and did our financial planning. With these
things completed, we were free to focus on Ron’s life while he
was dlive.

What was “good” about how Ron died? His death was
natural; he had little pain, medical intervention, and discomfort.
Ron died in our home, surrounded by family and friends, by
familiar sounds and smells, by the comfort of pets.

Although Ron had lost his ability to talk, he was fully con-
scious and communicated through writing and visual cues. One
of the most difficult juncturesin hisillness occurred when Ron
began to lose weight because he could no longer chew, swallow,
and digest food. His doctor suggested the feeding tube. “Itis
only humane,” hetold us. | talked to a nutritionist experienced
in ethics and also read about the pros and cons of feeding tubes.
Staff from the home health agency gave Ron information on
feeding tubes.

Finally, through written notes, he let us know that he did
not want the feeding tube. Thisdecision, | believe, resulted in
aless painful death. He had no infection or pain sometimes
associated with feeding tubes. Ron did not aspirate or contract
pneumonia, two common causes of death for persons with PSP.
Instead, his body shut down naturally.

Two days before Ron died, our home heslth aid caring for
him called me at work to tell me that he was not doing well and
wanted me to come home. On that day, Ron stopped eating and
drinking. We called in our hospice nurse who ordered oxygen

My sister, Julie, kept vigil with me through the first night.
Ron’s heavy, loud breathing, she said, reminded her of the
breathing process she experienced giving birth to each of her
five children-the labor, the agony, the relief when it was over.
Throughout the night the sound of Ron’s breathing was with us,
filling the house.

We played soft, reflective music that seemed in sync with
Ron'’s breathing. The music soothed us all-Ron and those who
loved him. When our priest came to give Ron the Sacrament of
the Sick, we lit a candle, held hands, and prayed together.

Don and Bill, two of Ron’s close friends, came to be with
him during that time. Unafraid to see him in total helplessness,
they squarely faced their own mortality whenever they looked at
Ron. | sensethey are stronger for their friendship and for being
with Ron in hisdying. One beautiful moment came when one
of them stood to go, then bent over, kissing Ron’s forehead.
“Y ou have been agood buddy,” he said softly.

| was with Ron the whole time and that was important to
me. Werevisited old times, told stories, watched home movies.
We all said our goodbyes to Ron in our own way; we let him
know how much he was loved and that it was al right to let go.

Ron’ s dying was accompanied by people and sounds and
smells that soothed him and not interrupted with intrusive,
heavy-duty medical tasks. As he breathed his last breath, he
exuded a beautiful smile. In his dying and in the light of that
smile, our healing began.

Ron’s “good death” meant we were there with himina
very natural way, attending to hisfinal journey.

Ron died January 9, 1997 at 7:30 p.m.

Alice Kitchen: spouse of twenty one years, friend and caregiv-
er—social work administrator, activist in health care insurance
reform and issues of the uninsured.

THANKSTOALL OF YOU!
SPSP/NIH Brainstor ming Conference

The Society wishes to thank the following persons for their
assistance with the planning, coordinating and implementa-
tion of the landmark SPSP/NIH Brainstorming Conference.
Chairperson and Organizer:

Irene Litvan, M.D.

Funding:

Mr. Jay Troxel in memory of his beloved wife, Eloise

Dr. Stephen Groft, NIH, Office of Rare Disorders
Pharmacia and Upjohn

Mr. & Mrs. Rodney Shaw

Advisors and Administrative Support:

Dr. Dennis Dickson

Dr. Jordan Grafman

Ellen Pam Katz, SPSP Director

Nancy Brittingham, Editor SPSP

Cecilia Blutstein, NIH

SPSP office Staff: Bonnie Barker, Marcia Tepper, Adrienne
Bantum, Claire Doherty

for comfort and helped our family and friends understand what Volunteers:
was happening and what we could expect during the next hours. Lynda Blute
Ron'’s breathing was loud, laborious, and echoed through the Susan Baggette
house. Each breath sounded asif it would be hislast.
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The Society for PSP gratefully thanks generous donors for their gifts to the Society
including special contributions to the Annual Campaign.

Regular Report of Giftse February 2, 1999 thru April 30, 1999

PSP Partners

Mr. Jay Troxel

Platinum Benefactor $5000 and up

Pharmacia & Upjohn Co

Mr. & Mrs. Rodney Shaw

Gold Benefactor - $1000 and over

Mrs. Dolores Colacurcio in memory of Victor Colacurcio
Mr. & Mrs. John Fenner in memory of Helen Strickler
Mrs. Elizabeth Feyereisen in memory of Eru Feyereisen
Mr. & Mrs. Kurt Philipps-Zabel in memory of Robert Zabel
Mrs. Mari Anne Pisarri in memory of Jm Pisarri

Ms. Ingrid Rasmussen in honor of Ellen P. Rasmussen
Mr. & Mrs. William Richardson in honor of Corinne
Richardson

Shark Shootout Charitiesin memory of Ann Martin

Ms. Eleanor Stewart in memory of Louise M. Stewart
United Way of Tri-State

Mr. Stewart Greenebaum

Gold Patron $500 - 999

Mr. John Baggette in honor of Hal Baggette

Mr. Alan Benardout

Mrs. Doris Bruyninckx in memory of John Bruyninckx
LRMD Golf For Charity

Mrs. Beryl McCoy in honor of Beryl K. McCoy

Mrs. Patricia Smith in memory of Robert T. Smith

Mr. William Vansant

Ms. WillaWhite in memory of Beryl McCoy

Silver Sponsor $250 - $499

Mrs. Doris Amory in honor of Thomas Amory

Mr. Thomas Amory

Mrs. Mary Ann Barber in memory of Charles Barber

Ms. Sonya Horton in memory of Aris A. Covington
Anonymous in honor of Mary M. Cheslak

Mr. & Mrs. Philip McGowan

Mr. Howard Padgitt in memory of Bessie C. Stephens
Prudential Noles-Frye Reain memory of John Bruyninckx
Swing Shift Dealers & Man in memory of Teruo Kitashima
Union Pacific

Mr. & Mrs. Bart Waxman

Mrs. Helen Zabel in memory of Robert Zabel

Donations - Patrons $100 and over

Ms. Lola Abrahamian

Ada Storage Inc. in memory of Harold Watson

Richard Adams in memory of Robert Adams

Mr. & Mrs. Lee Adler

Mrs. Ann Behnke in honor of Glenn Behnke

Mr. John Bliley in memory of Kathleen Joiner

Mr. & Mrs. Allan Bloostein in memory of Steve Vlahakis
Dr. Gretchen Boulesin memory of Walter R. Wattam
Mrs. Sarah Boze in memory of William R. Boze

Mr. & Mrs. Dale Bradford

Brookfield Reader

Mr. & Mrs. John Brown

Business Week in memory of Leonard Collins

Mr. & Mrs. Kenneth Carter in memory of Fred Grahe
Mr. & Mrs. Donald Casey in memory of Leonard Collins
Chancellor Media Corp in memory M. Dwayne Greenwell
Mr. Douglas Chessen in memory of Thomas C. Irwin
Ms. Virginia Coolidge in memory of Quinn McCord

Ms. Esther Cooling
Mr. William Nye Corpening M.D. in memory of
Edward Petrick, Sr.
Ms. Irene Costas
Mrs. Ella Covington in memory of Aris A. Covington
Mr. & Mrs. Robert Cox
Mr. Paul Davisin memory of John Bruyninckx
Mr. Richard Deiling
Mrs. Susan Dillman in memory of Jack Dillman
Ms. Louise Dixon in memory of Quinn McCord
Mrs. Mildred Dodge in memory of Jay Dodge
Mrs. Jane Donovan in memory of Robert E. Donovan
Mr. Clifton Farbstein in honor of Hal Baggette
First Chicago NBD Corp in memory of Robert Zabel
Mr. & Mrs. Thomas Fisher in memory of Beryl McCoy
Mr. & Mrs. Walter Foster in memory of
Helen Harstad Strickler
Ms. Phyllis Franck in honor of Phyllis Franck
Mr. Gerrit Franken
Ms. Frascona Joiner & P C Goodman in memory of
Kathleen Joiner
Friends at Smith Barney in memory of Leonard Collins
Mr. & Mrs. Charles Fuhr
Ms. Edith B. Gattis in honor of Helen Brown Johnson
Ms. Louise Gobbi in memory of Norbert Vangsness
Mr. Norman Gortz in memory Doris Gortz
Mr. Philip Grant
Mr. & Mrs. Gregory Gronholm in memory of
Raymond Pappas
Ms. Emma Hansen in memory of Helen Harstad Strickler
Ms. Carolyn Hanson in memory of Delores Tull
Ms. JoAnne Hodgson in Laverne E. Johnson
Ms. Linda Hoover in memory of Richard Riester
Mr. & Mrs. John Hupke in honor of Edward F. Nemetz
Ms. Catherine P. Jarvisin memory of Kathryn B. Marshall
Mr. & Mrs. Thomas Johnson in memory of
Arthur James Porter
Mr. William Keilbey
Mrs. LilaKirkpatrick in memory of Keith Kirkpatrick
Mrs. Carol Ann Klank in memory of Lawrence J. Klank
Mr. Stanley Klotz in memory of Thomas P. Brassil
Mr. & Mrs. Laverle Knebel in memory of Keith Kirkpatrick
Ladies Aid Society in memory of Helen Harstad Strickler
Mr. Joseph Leto
Mr. & Mrs. Roy Levin
Mrs. Shirley Liston in memory of Wayne Liston
Mr. & Mrs. Michael Livingston
M& T Bankis Employees
Manville Magyar Reformed in memory of
Helen Harstad Strickler
Ms. Paula Mariette in memory of William F. Meinert
Ms. Lois Martin in honor of Bob & Carolyn Cheek
Ms. Geraldine Massingill in memory of Jennings Massingill
Ms. Elizabeth McBride in memory of Helen Harstad Strickler
Mr. & Mrs. David McCaughey in honor of
Mary McNicoll Cheslak
Mr. & Mrs. Franklin McClaskey
Mr. James McClellan
Mclntosh Clinic in memory of Joyce Wolff
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Mr. & Mrs. George McKellar in memory of Judy McKellar
Mr. John McKellar in memory of Judy McKellar
Mr. & Mrs. Donald Meehan in memory of Robert Witwer
Mr. & Mrs. V.E. Mikkelson
Mr. & Mrs. Robert Milburn in memory of William Scruggs
Milford & Ford Associatesin memory of Pauline Ihrig
Ms. Enid Mitchell
Mr. Patrick Monaghan
Mr. Don Morrison
Ms. Renee Moss
Ms. Betsy Mullett in memory of William Scruggs
Mr. Arthur Muti
Ms. BarbaraMyers
Ms. Shelly Newman in memory of Rose Newman
Mr. & Mrs. William Oliver
Mr. Kenneth Padgitt in memory of Bessie C. Stephens
Mr. & Mrs. William Palumbo in memory of Leonard Collins
Mr. & Mrs. Roy Parsonsin memory of Jo Webber
Mr. & Mrs. James Paterson, Sr. in memory of
Raymond Pappas
Mr. & Mrs. Philip Phillipsin memory of Beryl McCoy
Mrs. Georgia Pontious in memory of Stanley Pontius
Mr. & Mrs. James Pray in memory of Victor Colacurcio
Mr. Roger Price
Putnam Hayes & Bartlett in memory of Pauline Ihrig
Mr. & Mrs. Samuel Ramirez in memory of Leonard Collins
Ms. Alice Reichlein memory of Helen Harstad Strickler
Mr. & Mrs. Philip Reynoldsin honor of Sally Reynolds
Mr. Richard Rieker in memory of Judy McKellar
Mr. Allen Rohlfing
Ms. June Rosenthal in memory of Herbert Langrock
Mrs. Mildred Rantovich Rosin in memory of
George Rantovich
Mr. Robert Ryker in memory of Jo Webber
Ms. Sally Sandlin in memory of
Keith Kirkpatrick and J. G. Fielder
Mrs. Mary Scalone in memory of Samuel Scalone
Mr. Bob Schaefer in honor of Beverly Schaefer
Mr. & Mrs. Peter Schaefer in honor of Beverly Schaefer
Mrs. Victoria Schreck in memory of Albert Schreck
Mr. & Mrs. Donald Schultz in memory of Mona OiDonovan
Mr. H. Rodney Scott in memory of Catherine Collins
Mrs. Jeannetta Shafer in memory of Carl D. Shafer
Mr. William Shane in memory of William D. Shane, Sr.
Mr. Douglas Sheeley, Jr. in memory of
Douglas V. Sheeley, Sr.
Mr. Thomas Sherman
Mr. Eugene Strauss in memory of Gerre G. Strauss
Mr. & Mrs. Loren Studer in memory of
Helen Harstad Strickler
System Arts Inc. in memory of Leonard Collins
Mr. German Tajiri in memory of Rose Newman
Ms. Maria Tatum
Mr. Gerald Teel in honor of Meredith Teel
The Gourmet Club in memory of Thomas C. Irwin
Mr. & Mrs. Thomas Thode in memory of Robert Witwer
Mrs. Marion Thompson in memory of Malcolm Thompson
Mrs. Margaret Tidball in memory of Maurice G. Tidball
Mr. E. H. Trolinger
Ms. Yvonne Tucker in memory of William Scruggs
Mr. Lawrence Tull in memory of Delores Tull
Mr. & Mrs. Ledlie Underwood in memory of Thomas C. Irwin
Mr. Michadl Vickersin memory of John Lavelle

Shirley Vlahakisin memory of Steve Vlahakis
Mr. & Mrs. James Warner in memory of Kathleen Joiner
Mr. Frank M. Wellsin honor of Wandis Wells
Ms. Amy Welp in memory of Richard Riester
Ms. Jan Wheeland in memory of Helen Harstad Strickler
Mr. John Wilson in memory of Mary Ann Wilson
Mr. & Mrs. Ken Wrye in memory of Stanley Pontius
Mr. & Mrs. Fred Y oung in memory of Robert Zabel
Mr. & Mrs. Jeffrey Y oung in memory of Raymond Pappas
Mrs. Gail Zimmer in honor of Adolph Zimmer
Ms. Kathleen Barker in memory of David Okma
Mr. & Mrs. Woodrow Bledsoe in memory of
Raymond Pappas
Mr. & Mrs. William Doyle in memory of
M. Dwayne Greenwell
Ms. Dorothy Fletcher in honor of Patrick Clarke
Ms. Doryce Hillsin memory of Ned Henshaw
Mr. Bertrand Jaber in memory of Toufic Jaber
Ms. Ethel Latham in memory of Cecil R. Latham
Ms. Susan Melanson in memory of Robert Zabel
Mr. & Mrs. Randal Near in honor of Kathryn Near
Mr. & Mrs. Norman Robinson in memory of
Chester A. Dailey
Mr. Peter Scholz in honor of Peter Scholz
Mrs. Eleanor Singer in honor of William Singer
Tesoro Hawaii Corporation in memory of Teruo Kitashima
Mrs. Joan Weeks
Mr. & Mrs. Richard Weiss
Mr. David White in honor of Clarence Nuthals

A WONDERFUL GIFT!

Dear Society for PSP,

Please accept this contribution of $250 in honor of
my father, Alfred Berger, who is afflicted with PSP. My
eleven year old son, Josh, decided that he wanted to
help fund a cure for PSP. He asked his friends to make a
donation to SPSP instead of bringing him a birthday present
for hisrecent birthday. We are very proud of hislove and
concern for his Grandpa and others with PSP.

Sincerely,
Jan Meisel
Party !
, : ) My grandpa has an illness
For: }gshhl\sllzi’[ Birhay called Progressive Supranuclear

Date: March 6th Palsy. The cause and tfﬁe cure are
Time1:30-230 (lunchwillbe ~ ¥nknown, so I would (ike to help the
served) researchers find a cure. I'would like
to ask you not to buy me a present,
but instead, please bring a donation
to the Society for Progressive
Supranuclear Palsy (SPSP).

Place: Brunswick Valley Bow!

PSP Advocate
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Support Group News

The Society would like to thank the following Support Group leaders who take their time and show their concern by sponsoring

support groups, phoning and visiting PSP families. Please reach them at:

ALABAMA
Jeannette Hicks

164 Glen Abbey Way
Alabaster, AL 35007
(205) 663-2386

ARIZONA

Maxine Faubion

9302 5. Citrus Lane
Sun Lakes, AZ 85248
(602) 895-7646

email: dmaxif@aol.com

Christina Watts, Asst.
Coordinator

GaleKittle, Coordinator
Mohammed Ali Parkinson
Research Center

222 W. Thomas Road
Phoenix, AZ 85013

(602) 406-4931

CALIFORNIA

Dr. and Mrs. Robert Daft
527 Grovesnor Court
Sacremento, CA 95864
(916) 481-3411

Carolyn Cheek

23009 Nadine Circle-Unit A
Torrance, CA 90505

(310) 534-8623

Nancy Frederick

1131 Eden Avenue

San Jose, CA 95117
(408) 243-9987

Mary Marino

2298 Via Puerta Apt. N
LagunaHills, CA 92653
(949) 855-3872

CANADA

Ms. Kim Anderson andJanice
Stober

Parkinson Foundation of Canada
55 Eglinto Ave., E. Suite 400
Toronto, Ontario, Canada M4P
1G8

(416) 932-0315

COLORADO

Dr. Lauren Seeberger
Movement Disorder Center
Colorado Neurol. Inst.

701 E. Hampden, #501
Englewood, CO 80110
(303) 788-4600
FLORIDA

John Arnold

523 Adams Ave.

Cape Canaveral, FL 32920
(407) 784-5660

Virgie Saltzman

23 Ldfitte Drive
Nokomos, FL 34275

(941) 484-7259

Bud Branson

Rt. 3, Box 2620

Quincy, FL 32351

(850) 627-6216

Paula John

5383 Lake Arrowhead Trail
Sarasota, FL 34231-7374
(941) 927-3955

Mrs. Shirley Vlahakis
1067 Isand Manor Drive
West Palm Beach, FL
(561) 969-9553
GEORGIA

Kathy Thomas

3305 Francine Dr.
Decatur, GA 30033
(770) 939-2612
ILLINOIS

Sondra LaRosa

804 Old Willow Road
Prospect Heights, IL 60070
(847) 537-2522

IOWA

Esther Cooling

1917 “B” Ave., NE
Cedar Rapids, |A 52402
(319) 363-4752
LOUISIANA

Brenda Gremillion

10 Bistineau Court
Kenner, LA 70065

(504) 467-6658

Mary Schumann

1021 Wilson Drive

New Orleans, LA 70119
(504) 484-7840

MAINE

Faye Ryan

HCR 74 Box 88A
Whiting, ME 04691
(207) 259-2152
MASSACHUSETTS
Charles and Janet Edmunson
17 Goodrow Lane
Framingham, MA 01701
(508) 872-9967

Patti Ryan

1000 Paradise Rd.
Swamtscott MA 01907
(781) 595-4431-home
(781) 599-1000-work
MICHIGAN

Ms. AlmaPrince

360 W. Main Ave.
Zeeland, M| 49464
(616) 772-6495

Mrs. Carol Ann Klank
4100 Longleaf

Commerce Township, M| 48382

(248) 363-9064
MINNESOTA

Charlotte Tripet

2440 Carvell Ave., North
Golden Valley, MN 55427
(612) 546-1694

Margaret Prod-Homme, R.N.
Univ. of Minn. Med. School
Neurology Dept., Box 295
420 Delaware Street, SE
Minneapolis, MN 55455
(612) 624-1404

email:

PRODOOQI @marbon.tc.UNM.edu
MISSOURI

Amy Mandleman

8 Bavarian Court

St. Louis, MO 63146-5301
(314) 432-5461

Pat Lynn

1427 Tanglewood Rd.
Jackson, MO 63755

(573) 243-3964

NEW JERSEY

Mary Gualandi

131 Ticonderoga Drive
Toms River, NJ 08755
(732) 505-1739

NEW YORK

Marcy Todd

2 South Ct.

Port Washington, NY 10050
(516) 883-7455

Mrs. Mary Connolly

5077 Foster Road
Canandaigua, NY 14424
(716) 394-5306

OHIO

Debbie Mills

Tri-State Parkinson’s
Association

Cincinnati, Ohio

(513) 558-7312

Pat Miller

1911 Samada Ave.
Worthington, OH 43085
(614) 436-3236
PENNSYLVANIA

Ruth Nulph, RN

5115 McCandless Road
Butler, PA 16001

(724) 287-8600

George Weaver

RD #1, 245C

Mill Hall, PA 17751
(570) 726-6164

Jane Wright

Dept. Of Neurology
Penn. Hospital

330 S. 9th Street
Philadelphia, PA 19107
(215) 829-7273
RHODE ISLAND

Jan Harrison

1 Willow Glen, Unit #101
Warwick, Rl 02886
(401) 732-3909
SOUTH CAROLINA
Doris McRay

613 Fifth Avenue South
Myrtle Beach, SC 29577
(803) 445-7480
TEXAS

Karen Kennemer

2235 Cedar Falls Drive
Kingwood, TX 77339
(281) 358-2282

Judy Brannen

312 Meadowhill Drive
Benbrook, TX 76162
(817) 249-0824
VERMONT

Janice Clements

49 Everest Road

Milton, VT 05468

(802) 893-1263
VIRGINIA

Audrey Scruggs

2415 L ondonderry Road
Alexandria, VA 22308
(703) 780-2641

Allen Rohfling

332 Whiting Lane
Virginia Beach, VA 23456
(757) 426-5281
WASHINGTON
Roberta Hunt

Route #1, Box 60A
WallaWalla, WA 99362
(509) 529-1364

Fran McMahon

7148 191st Avenue, SW
Rochester, WA 98579
(360) 273-9496

email: franmcdoll @aol.com
WISCONSIN

Barbara Sharkey

5066 Evergreen Court
Rhinelander, WI 54501
(715) 362-1777
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SUPPORT GROUP NEWS
Baltimore Support Group Our Biggest Crowd Ever

At our February meeting, the SPSP conference room was
filled to capacity-people attending to hear the presentation of
Albert Katz, Doctor of Pharmacy. Dr. Katz focused on the role
of the pharmacist in treating PSP and discussed side effects and
drug interactions of Parkinson’s medications as well as other
meds. used to manage PSP. He gave practical tips on accessing
drug information, vitamin therapy, eye problems, issues affect-
ing the digestive system, and hints on finding durable medical
equipment. The importance of seeking both a pharmacist and
pharmacy that offer service and open lines of communication
was stressed. Thank you for the important information, Dr.
Katz.

NORTHERN VIRGINIA’'S SUPPORT GROUP
BY: Audrey Scruggs

Northern Virginia s Support Group held their meeting on
March 30. Ten people attended the meeting-three are new
members. We missed Bev Clark-she recently moved to New
Jersey.

Susan Baggette (author of “Jonathan and Papa’-a book
about the adventures of a grandson with a grandfather that now
has PSP) shared information that she learned while volunteering
at the recent SPSP/NIH Conference. Julian Ewell, whose wife
died from PSP, gave some realistic aspects about what to expect
when one is dealing with PSP. The Society for PSP supplied
printed information about PSP.

It was a difficult-yet wonderful-evening. All of us shared
our concerns, helpful hints, and offered our support to one
another. Kathy Sands, Wanna Hinchoe, Bob & Kate Baker and
Audrey Scruggs provided refreshments. We plan to meet again
in May. If interested in joining our support group, please call
Audrey at 703-780-2641.

CAREGIVER’STOOL BAG

By: Bernice Bowers

| have abig ol’ satchel
Lying limp beside my bed
And | likewise depleted
Lay down my weary head.

In the morning as | stretch and yawn

| kick it with my feet

I’m reminded that it's empty

Andin need of full replete.

| bend down on my knees

To move it from my way

And while I’m there in kneeling form
| then begin to pray.

God, thank you for protecting us
Throughout the long, cold night

And thank you for the day forthcoming
Bathed in golden light.

Along with all the blessings

The days demands are many

But when it comers to coping tools
| really have not any.

| open up my tool bag

And ask you to supply

Thelove and patience that I'll need
Before the day goes by.

When my supply of strength isthin
Please [oan me some of yours

And put a scoop of laughter

To sprinkle on my chores

I'll need some with about me

In case something goes awry
But, if | do run low on that
Please make sure you are nearby.

A bridlefor my tongue

That sometimes lopes ahead of sense
A bundle of forgiveness

And kind words for recompense.

| ask you for direction now
Before | stub my toe

On self-will, which you know Lord
Is often my main foe.

And now as Sol climbs higher
And skies are glowing light

| see my bag has overflowed

My heart isfeeling light.

| thank you for the many gifts
I’ll use throughout the day

To carry out your work and mine
And yes, to even play.

When night shades start to lower
And the days demands do wane
I'll return my empty duffel

To your feet-my rest to claim.
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WHAT LESSONS CAN WE LEARN
FROM THE ISLAND OF GUAM
ABOUT PROGRESSIVE SUPRANUCLEAR PALSY?

Katrina Gwinn-Hardy, M.D.
Mayo Clinic
Jacksonville, Florida

As | recently planned to travel to Guam, | was filled
with excitement and interest, but, afair amount of doubt. | was
excited as a young neurologist to have the opportunity to see
for myself the disease called “lytico-bodig” by the indigenous
people and known as “parkinsonism- dementia complex of
Guam” by American researchers. | was anxious to meet Dr.
John Steele, known as one of the three individuals that first
identified Steele-Richardson-Olszewski  Syndrome  or
Progressive Supranuclear Palsy. Rumor had it that he had
moved to Guam to study lytico-bodig in part because of its
striking clinical similaritiesto PSP. However, | was not sure
what | would accomplish on theisland and hoped that it would
be something worthwhile.

After | arrived on theisland, | went on to meet over forty
people with lytico-bodig and | was struck by several things.
Individuals exhibited signs and symptoms of Parkinson’'s
disease, PSP, or amyotrophic lateral sclerosis (ALS). Some had
findings of dementia, reminiscent of Alzheimer’'s disease. All
of these diseases can be termed “ neurodegenerative diseases’
becausein dl of them parts of the nervous system degenerate or
die. My husband, Dr. John Hardy, who also studies heurode-
generative diseasesincluding PSP.  “It is clear to me that what
isgoing on isright under our eyes, but we cannot seeit,” | said
to him. | continued saying that lytico-bodig looks like every
neurodegenerative disease but is not quite like any one of them
exactly. My husband quickly stated, “Y ou are exactly right and
that iswhat everyone else says that experiences this.”

In examining these individuals, some of them were
indistinguishable from the PSP patients | have seen in my own
practice. Y et, most people with PSP have never been to Guam.
If the disease is infectious, they could not have caught it from a
Guamanian source. Likewise, if thisis environmental, how
could people on the mainland have been exposed to the same
things? If genetic, (which we are currently studying in our lab
since most people with lytico-bodig are related to each other)
why in the US and Europe do most people with PSP have no
affected relatives?

| realized that if lytico-bodig is occurring in other places
than Guam, it might be missed. “An isolated case of PSP (or
another disease),” might be the conclusion of the physician and
that would be correct. On Guam, it is caled lytico-bodig
because it is occurring on that island. But, it is clear that there
is something the two groups could teach us about each other.

| realized that in Guam, in individuals affected with the
disease, the nervous system was responding to an insult in all
the ways that it could. In the anterior horn cells of the spinal

cord, the nerve cells are dying causing the symptoms of ALS.
In the outer layer of the brain ( the cortex), the insult leads to
dementia and when it occursin the midbrain it is very much like
PSP of PD. | redlized that while we have not learned the
cause of parkinsonism-dementiaALS syndrome of Guam
(Iytico-bodig), we have discovered from these patients that
neurodegenerative disease can have a very broad clinical
spectrum with marked overlaps between syndromes within a
given patient or group of patients where the cause is the same.

We must keep an open mind about diagnosis and their
relationships to each other. If thereisafamily in which both
PSP and Parkinson’s disease occursin quite afew numbers and
some others have dementiaor ALS, this family might also give
us clues as to agenetic risk factor for neurodegenerative disease
with broad reaching significance. These clues might then help
us to learn more about lytico-bodig, which in turn, would teach
us once again about the other disease it resembles.

| decided that in my work, in which | seek to uncover
hereditary factors leading to parkinsonism, | need to maintain a
high level of suspicion for the importance of any neurodegener-
ative disease in every family-no matter what the diagnosisis of
any one person in that family. If | find a family with three or
more people with a neurodegenerative disease, | need to try to
find out if there are other people in that family with a neurode-
generative disease. | will collect the larger families, in which
there are more than three living people with a neurodegenerative
disease, especialy if more than two generations are living and
three generations are known to be affected. In thisway, | will
try to isolate any genetic factors leading to neurodegenerative
disease. In some families, people may have PSP and their
immediate family members have PD and extended family mem-
bers have what is called dementia. | want to be sure to include
theses families as well as the ones we are already studying with
“typical” Parkinson's disease. When the genetic factorsleading
to neurodegenerative disease are isolated, we can look for sim-
ilar causes in other people who do not have a family history.
When those factors are discovered, we can develop strategies to
prevent or fight the disease process.

Lytico-bodig on Guam is like a lens” 1 told my
husband.” There is neurodegenerative disease al over the world
in individuals with PSP, Parkinson's disease, and dementia.
But, on Guam, it isfocused in one place. We can use thislens
to focus our knowledge and that will allow usto go and tackle
the more diffuse occurrence-the more isolated cases.”

“Now that,” he said, “isagood idea.”

PSP Advocate

Page 16

Second Quarterly, 1999



1999 RESEARCH GRANT RECIPIENTS
TheTroxel’s Gift to the Society at Work Again!

The SPSP's Eloise H. Troxel Memoria Grant and Fellowship program, made possible by a generous donation from Mrs. Troxel’s
family, attracted some excellent applications for the December 1, 1998 deadline. The program offers to fund one grant and one fellow-
ship, each amaximum of $50,000 for one year. However, the Medical Advisory Board asked the SPSP' s Board of Directors to find some
way to fund what it considered three very deserving applications for the Troxel Grant and one for the Troxel Fellowship. Thanksto a
donation from the CAP Foundation, thisis possible. The SPSP is pleased that the four funded applications come from four different
countries,-the U.S., Canada, Great Britain and Australia. The Society has long welcomed grant applications from researchers anywhere

in the world who would make headway against PSP.
ISBRAIN OXIDATIVE STRESS
AND DAMAGE A
CHARACTERISTIC OF PSP?

By: Stephen J. Kish, Ph.D.
Center for Addiction and Mental Health - Toronto, Ontario
Preliminary data suggest that the brain neuronal death in
PSP might be related in part to excessive oxidative stress and
damage. The specific aim of our study isto establish whether
such oxidative disturbances are present in PSP. Thiswill be
achieved through measurement of key indices of oxidative
stress and damage in autopsied brain of 17 patients with PSP as
compared with brain tissue from a control group carefully
matched with expect to age, sex, postmortem time, and agonal
status. Our working hypothesisis that brain oxidative changes
will be observed in PSP in the direction of oxidative stress and
damage. Should we be successful, this postmortem brain data
will provide the basis for amajor grant application for funding
of a clinica trial in PSP of an antioxidant compound (e.g.
Centaur CPI- 1189).

IDENTIFICATION OF THE PSP GENE

By: Parvoneh Navas, Ph.D.
Division of Gerontology and Geriatrics
University of Washington, Seattle

Autopsy study of PSP shows neurofibrillary tangles
(NFT’s) in the degenerating brain cells. The main component of
NFT’sistau, a protein associated with the skeleton and internal
transport system of the brain cells. Six forms of tau are made in
the human brain by assembling various tau sub-components
in different patterns. In PSP, the tau filamentsin NFT'S are
comprised of only the two larger form of tau. We and others
studying frontotemporal dementia (FTD) in the gene for tau
have shown its cause to be in the gene for tau’ s genetic code (an
“exon”), rather in a part of the tau gene that regulates how the
various protein components are assembled- (an “intron”). We
ask whether asimilar defect in tau DNA could be a contributing
cause for PSP.

The goal of this proposal isto identify the role played by
the tau gene in initiating and/or modifying PSP. We have
worked out the genetic code of the tau gene's exonsin 80 PSP
subjects and have only detected a single mutation in one subject.
We therefore want to check the introns and other regulatory
components in and close to the tau gene. To do this, we will
compare the human and mouse tau genes. The portions that are
held in common between the two species will then be sequenced
in 80 people with PSP and 96 people without PSP to determine
if any sequence variants (mutations) are associated with PSP.

SYNAPTIC PROTEIN AND PSP

By: Elizabeth B. Mukagetove-Ladinska, M.D.
Roger J. Keynes, MRCP
University of Cambridge, Cambridge, UK

PSP is a progressive degenerative disorder affecting
elderly individuals. It is characterized by avariety of clinical
symptoms among which the most frequently reported are the
motor disturbances (especially rigidity), eye movement prob-
lems along with behavioral problems including personality
changes, impaired comprehension and forgetfulness. Dementia
developsin many PSP sufferers and its frequency and clinical
characteristics are not well defined.

The brain tissue of PSP individuals show certain changes
to the cellsin the deep brain structures. Some of these changes
lead to cell lose and it is thought that the process leading to cell
dying is responsible for the clinical symptoms of the disease.
While this may account substantially for the movement distur-
bances, the biological substrates of behavioral changes and
memory loss are most likely to be associated with more discrete
alterations in other brain regions that appear to be unaffected by
visible changes to neuronal structures.

To define the causes of memory decline and behavioral
problemsin elderly PSP cases and to identify chemical changes
in theinitial stages of the disease, it isimportant to base the
research on well documented clinical information and human
brain samples. We propose to test the hypothesis that psychi-
atric symptoms in PSP are associated with molecular changes to
the cellsin the brain tissue that appear normal on histology. In
particular, we will analyze the changes at synaptic levelsin
these areas and address if these synaptic changes associated
with disordered growth of nervesin the PSP brain and correlate
them with the extent of dementia and disturbed behavior.

THE ROLE OF THE THALAMUSIN
PSP AND PARKINSON’'S DISEASE

By: Jasmine Henderson, Ph.D.; Glenda Halliday, Ph.D.
Prince of Wales Medical Research Institute
Sydney, Austrailia
People affected by PSP have symptoms such as abnormal
vertical eye movements and falls early in the disease which are
quite distinct from Parkinson's disease. Furthermore, people
with PSP exhibit more neck than limb rigidity and do not have
tremor at rest unlike PD. The thalamusis a brain structure
essential for normal activation of specialized areas of the cere-
bral cortex which enable normal movements, emotional and
higher intellectual functions. Increasingly, some of the symp-
toms observed after damage to the thalamus are reminiscent of
symptoms observed in PSP such as problems with speech,
abnormal eye movements and emotional changes. Very little
Continued Page 18
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THE ROLE OF THE THALAMUSIN PSP AND
PARKINSON’S DISEASE
Continued from Page 17

research has been directed towards studying the involvement of
the thalamus in PSP and compare the results to PD in order to
investigate a potential contribution of degeneration of the thala-
mus to some of the distinct symptoms experienced by people
with PSP.

MECHANISM S OF
NEUROFIBRILLARY
TANGLE FORMATION
IN PROGRESSIVE
SUPRANUCLEAR PALSY

By: Nancy A. Muma, Ph.D.
Loyola University Medical Center, Maywood, IL

Progressive supranuclear palsy isaprogressive disease in
which neurons in select brain regions accumulate abnormal
structures and die. The abnormal structuresin the neurons are
called neurofibrillary tangles and are composed of tau protein.
Normally, tau protein binds with other proteinsto help form a
skeleton in neurons. The skeleton called a cytoskeleton is
involved in many important functionsin cells such as maintain-
ing their normal shape. In progressive supranuclear palsy, tau
binds to itself to form neurofibrillary tangles instead of binding
to other protein to form the cytoskeleton. The mechanism
responsible for the self binding of tau into neurofibrillary tan-
glesin PSP is not known. We have data that suggest that the
over production of one form of tau and an increase in a bond
which crosslinks tau protein may underlie the formation of neu-
rofibrillary tangles in progressive supranuclear palsy. The
crosslink is produced by an enzyme named transglutaminase.
We will measure the activity of the enzyme and the crosdinking
of tau protein by the enzyme in autopsy brain samples from
individuals who have died from progressive supranuclear palsy
and neurologically normal individuals. These comparisons will
allow usto determine if thistype of crosslink could lead to the
formation of neurofibrillary tangles. The results from this study
would form the foundation for testing inhibitors of the transglu-
taminase enzyme which could prevent neurofibrillary tangle
formation, neuron cell death and ultimately be beneficial in the
treatment of progressive supranuclear palsy.

4 I
INTUIT hasdoneit again!!

We wish to thank the Intuit Corporation for their gener-
ous donation of the upgrade to QuickBooks 6. Thisinnova
tive software enables us to merge accounting information
into awordprocessing (WORD) and spreadsheet (EXCEL)
layout. Thisis the second time that Intuit has contributed
software to the Society and we are deeply appreciative of
their thoughtfulness and generosity.

. J

CLEVELAND CLINIC
DIAGNOSTIC STUDY
PEOPLE WITH PSPAND
FAMILIESNEEDED

The Movement Disorders Program at the Cleveland
Clinic Foundation has developed a battery of tests for the early
diagnosis of Parkinson's disease. Close relatives of Parkinson's
disease patients often have abnormal results on the test battery.
The test may also be helpful in identifying people with PSP and
in determining whether that disease also runs in families. The
simple test battery evaluates movement, mood and sense of
smell. The researchers are interested in testing people with PSP
and their healthy sons, daughters, brothers and sisters. Those
who wish to participate would have to travel to the Cleveland
Clinicin Cleveland, Ohio. The researcherscan test family
members even if the affected relative cannot travel. In such
cases, they would confirm the diagnosis of PSP by talking with
the affected family member or his or her physician by phone.
For further information, call Dr. Ken Baker at (216) 445-1109
or 1-800-223-2273 ext 51109.

4 VOLUNTEERS A

V-aluablefor al you are and all you do
O—pen to trying new things

L -oyal and reliable day after day
U-ntiring in your willingness to help
N -ice to be around

T-houghtful in SO many caring ways
E—ager to share talents and skills
E-nergetic in every task you take on

R-eady with a smile to brighten another’ s day

Special . That iswhat volunteers are!

\ J

FOR SALE: Custom Wheel Chair by “Invacare” with tilt
and recline, elevating leg rests, curved adjustable head rest
and pressure relief seat cushion and back cushion. Best
offer. Call Linda Bullard, Baltimore, MD. (410) 744-3968
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OUR PSP STORY

Thisisthe story of our mother, a healthy, happy and active person before PSP. She had three children, seven grandchildren, and eleven
great-grandchildren. We wanted to send you the story of her illness. Our father devoted hislife to take care of her. He strived to make her life
as normal as possible. During mother’s illness, we met many kind and compassionate people. We pray for a cure for PSP. Enclosed isa
donation in the memory of Mary Ann Wilson generously contributed by her neighbors.

Sncerely,
Judy Raberts, Louise Cargo, John D. Wilson, and John L. Wilson (husband)

Our mother’s journey with PSP began in the summer of 1993. The family all met together for an outing at an amusement park in Ohio.
Everyone was enjoying the day until Mom started to complain about a pain in her foot and that she did not feel well. Thiswas unusual for her
to complain. Starting that day, the life of our mother and family would never be the same.

Our mother then began to fall. She began to withdraw, quit driving the car, stopped doing her crossword puzzles and crewel work aswell
as other activities. Our long succession of doctor’ svisits began. Unfortunately, all attempts to diagnose were unsuccessful including surgeries,
medications, and physical therapy. One physician recommended that we meet with a neurosurgeon. His diagnosis was Parkinson’s disease.
Now, we all felt somewhat relieved. We knew what we were dealing with and could begin to help Mom cope.

After six months of treatment for Parkinson’s disease, our mother’s eyes did not move normally. An appointment was made in Pittsburg
at the Falk Clinic and it was at this time that the diagnosis of PSP was made.

For the next few years, our father cared for our mother. Dad took care of al her needs while always praying for amiracle. Hetried to
help mom live everyday to the fullest. Their life was centered around church rarely missing adaily Mass. Dad would take her on shopping
trips, to favorite restaurants, read to her and pick up the books on tape that she so enjoyed. The Council on Aging provided an aide to bathe our
mother.

Mother’'s decline gradually continued. She developed lung problems and great difficulties eating and speaking. A feeding tube was even-
tually inserted. Our father had to make the difficult decision of admitting his wife to a nursing home. Dad now visited the nursing home twice
aday and would take her for walks in the wheelchair. He continued to read to her and they attended Mass together at the nursing home. The
setting had changed but the love and devotion remained steadfast.

On November 28, 1998, our mother passed away at 8:30 am. Her life had come to an end in the way that she had lived-peacefully.

Our mother will always be honored and cherished by us for the love she showered upon her family, She fought a courageous struggle that
she endured without complaint showing tremendous inner strength. Our family will never forget the example of sacrifice and dedication that
our father unselfishly displayed as he lovingly took care of our mother. We miss our mother but rest in the knowledge that sheisnow at peace.

THE STORIES OF PEOPLE WITH PSP

Dear Friends,
| am hoping to compile a broad cross section of personal stories that encompass the family of progressive supranuclear palsy. There will
be similarities throughout all the stories, yet each story will also be unique. What may help one with the disease process may also help anoth -
er. Please take this opportunity to share and care. Each of our storieswill befilled with courage, creativity, and perseverance.
Please send your “ stories’ to mevia: email:103301.640@compuserve.com OR 6 Bramston Drive, Hampton, VA 23666
Praying for a cure,
Nancy Brittingham, Editor, The Society for PSP

\ : i

SPSP/NIH Conference
Micheal Koe (Director of PSP Europe), Dr. John Seele, Ellen Katz, George Jankiwicz (Chairman, SPSP), Dr. Irene Litven, Dr.
Lawrence Golbe, Congressman Harold Rogers, Kentucky.
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Coming East??
Please Plan A Visit to the SPSP Office.

The SPSP Board and staff will roll out the red carpet
for Society friends who have the opportunity to include the
SPSP office on their visiting itineraries. The Society officeis
located only 15 minutes from Johns Hopkins School of
Medicine and is only 45 minutes from the NIH. If you are on
vacation-please let us know. Wewill give you a special tour of
the office and update you on the Society’s activities. We will
even feed you!!!

A special thanks to Debby Rodriguez and her family
for spending two dayswith us. 1t was wonderful spending time
together and we appreciate your great effortsin traveling from
Californiato Baltimore- just to visit us and share in the activi-
ties of the Society for PSP. Looking forward to our next visit
together! God bless all of you.

Disclaimer ) ) )

Information, reference material concerning research being Debby Rodriguez with her family and Lynda Blute (SPSP
donein thefield of PSP and answersto reader’ squestionsare Volunteer), Adrienne Bantum (SPSP Bookkeeper), and
solely for the reader. It should not be used for treatment Marcia Tepper (Administrative Assistant)

purposes but only for discussion with the patient’s physician.

Yes! I wish to be included on the Society for PSP’s mailing list.

Name
Address

City State Zip Country

Phone

Fax

E-mail

Person with PSP Family Physician Other

Name of Family member with PSP

Enclosed, please find my contribution to help support the mission of the Society.

$25 Supporter $50 Sponsor $100 Patron $250 Silver Patron

$500 Gold Patron $500-$1000 Gold Benefactor

Charge to VISA Mastercard American Express

Account No. Expiration Date
Signature

Mail to The Society for PSP, Woodholme Medical Building, Suite 515, 1838 Greene Tree Road, Baltimore, MD 21208

Thank you for your TAX-DEDUCTIBLE contribution!
A copy of the Society’s financial statement is available upon request.

PSP Advocate Page 20 Second Quarterly, 1999



The APDA Challenge
“Long Term Care Insurance”

Those individuals and families who face the challenge of living with Parkinson’s disease are alwavs concerned about the prob-
lem of making suitable arrangements for adequate and affordable long term care, both in the home environment and in an institution.
That iswhy APDA has followed with great interest developmentsin the field of Long Term Care Insurance. For the benefit of our
members, APDA presents here an impartial overview on the availability, effectiveness and problems of Long Term Care insurance prod-
ucts that are available in the marketplace today. This presentation is based upon three sources: a discussion held in April of thisvear
between APDA leaders and executives of the New Y ork Long-Term Care Brokers, Ltd.; a White Paper by the Long Term Care
Campaign, a Washington. DC - based organization; and a news release by Ailsup, Inc., acompany that specializes in qualifying indi-
viduals for Social Securitv disability benefits.

THE NEED:

It is estimated that 40% of all people who reach the age of 65 will need to spend some time in a nursing home. Furthermore, there are
five times as many people receiving some type of regular care at home than there are residents in nursing homes. Finally, there are a
growing number of individuals who are now in “assisted living facilities,” an intermediate solution that is essentially a private residence
environment with the built-in availability of certain special care and health-related services and facilities. Each of these three types of
careis expensive. One year care in an American nursing home may cost anywhere from $40,000 to $80,000. The cost of an assisted liv-
ing facility, depending on the level of assistance provided, may cost up to $50,000 a year. The average cost of in-home care is $20,000
ayear.

Paying for such care arrangements for an extended period of time. and often for the rest of a person~slife, is one of the major challenges
that confronts any family that must deal with a progressive condition such as Parkinson’s disease.

THE OPTIONS:
A. GOVERNMENT ASSI STANCE

There are three government-funded programs that can provide significant funds for individuals facing major long-term care costs:

MEDICARE:

Medicareis not currently designed to cover the costs of most long-term care situafions. The only type of long-term care that it will pay
for iswhat is known as “skilled” care, that isthe more intensive and specialized care usually provided in a hospital-type environment
by licensed nurses and other trained health care professionals. However, 95% of all those in long term care environments are receiving
what is classified as “ custodia” care, which is not covered by Medicare. Unfortunately, most Health Maintenance Organizations
(HMO), indemnity insurance plans and “Medicare Supplement” policies similarly refuse to cover “custodial” care.

MEDICAID:

Medicaid is a program that is jointly funded by the Federal government and state governments. The types of coverage offered by
Medicaid will vary significanfly by state, but many will pay for various forms of custodial care. However, all statesrequire that Medicaid
recipients first pass a means test, meaning that they must have exhausted most of their personal funds and resources, effectively impov-
erishing themselves, before qualifying for Medicaid assistance.

SOCIAL SECURITY DISABILITY:

The Social Security system will provide disability benefits to all individuals in the system who can prove that they have been disabled.
The Social Security Administration follows a five-step process to decide whether or not applicants for these benefits are qualified. They
must prove that:

1. They are not currently working full time

2. Their ahility to work has been significantly impaired for an extended period

3. Their impairment meets certain medical definitions

4. Their impairment prevents them from continuing in their previous job

5. Their impairment or age prevents them from performing any other similar type of job

According to Ailsup, those individuals with Parkinson’s disease who suffer significantly from rigidity, slowed movements and/or tremor
meet the medical definitions for disability, particularly if they disrupt a person’s ability to use their hands and arms for delicate manipu-
lations, or if they impede their ability to walk or stand.
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B. LONG TERM CARE INSURANCE

Long term care insurance is specifically designed to help people to pay for the costs of living in a nursing home, assisted living envi-
ronments and in-home care. However, it is not sold to individuals who are currently suffering from Parkinson’s disease. Such insurance
may be available to other family members, in which case the following considerations should be weighed:

1. ELIGIBILITY - Most long term care insurance policies are not sold to those individuals who are judged to be most likely to need it.
That includes those who are currently disabled in one form or another, those who are diagnosed with a chronic disease, or those whose
health histories indicate that they are more likely to need long term care, such as those who have suffered a heart attack, asthma, aco-
holism, epilepsy, etc. Furthermore, many insurance companies will refuse to sell long term care insurance to anyone over the age of 80,
at any pnce.

2. AFFORDABILITY - Long term care insurance is so expensive that only an estimated 10-20% of the elderly can afford to buy it.
Furthermore, the cost of the insurance rises rapidly with advancing age. According to insurance industry statistics, the cost of atypical
policy was: S1252 per year at age 50; $2525 per year at age 65; and $7,675 per year at age 79. (Note again that once you reach the age
of 80, most companies will refuse to sell you the coverage.) For that price, in 1991, those who passed the insurance company’ s medical
standards could buy a policy which would pay $80 a day for nursing home care and $40 avisit for home care for up to 4 years. includ-
ing inflation protection. Furthermore, the income of the elderly typically declines with the passage of time, at the same time that their
premiums for long term insurance are climbing quickly. Thisleads to the problem of:

3. LAPSED COVERAGE - According to the US government’s General Accounting Office, at least 60% of those who purchase long
term care insurance allow their coverage to lapse within 10 years, leaving them totally unprotected against long term care costs. That is
the highest 1apse rate for any type of insurance sold. Thus, even though about 2.4 million long term care insurance policies have been
sold, most are no longer in force, and their purchasers are now left unprotected.

4. INADEQUACY OF COVERAGE - According to the Long Term Care Campaign, most policies now on the market do not include
inflation protection, meaning that as health care costsrise, the financia protection value of these policies decreases. This can be partic-
ularly troubling in the many cases when thereis alapse of 10 or 20 years between the time when the policies are first purchased and the
time when they begin to pay out benefits. According to arecent study conducted by the Alzheimer’s Association of 11 leading policies
now on the market. someone faced with the need for lono term care for much as $4000 per year. Also, because long term care insurance
isareatively new product, it is still not known for certain whether the premiums being charged are adequate to meet the claims that will
eventually be made against these policies. In other words, when the time comes, it is possible that some of the smaller insurance com-
panies selling these policies now may not have the money to pay the claims.

CONCLUSION

Thereis currently no way that Parkinson’s disease sufferers can protect themselves against the costs of long term care. They may be able
to qualify for Social Security Disability benefitsif they can meet the other stringent qualifications, but private insurance is simply not
available to them and Medicare will only pay for “skilled” care. Medicaid will not cover the cost of their custodial care unless they can
prove that they are impoverished. For those under age 80 who are not yet diagnosed with Parkinson’s disease, and who arein relatively
good health, long term care insurance may be available, but only at an extremely high price. Furthermore, it, too, will often fail to pro-
vide the necessary financia protection. A recent study found that 38% of married people aged 65-79 are willing to spend as much as 25%
of their discretionary income for long term care coverage. But many of these people will not be able to find a policy that they can buy or
afford to pay for, and even if thev do find one, it may not be adequate to their eventual needs.

RECOMMENDATIONS

The challenge of providing long term care affects alarge and growing percentage of the American public, and is apparently beyond the
ability of the private insurance industry and current government programs to solve. APDA believes that private insurance policies for

long term care now on the market are not adequate to meet the needs of America s elderly. Many people, including Parkinson’s disease
sufferers who need this coverage the most, cannot buy it at any price. For most of the rest, it is unaffordable, or rapidly will become so.
APDA encourages the insurance companies to try to improve their offeringsin this field, by making them more affordable and more
widely available, and we will continue to report to our members on any progress in this direction. APDA a so encourages the efforts of

those who are urging the United States government to address this problem in the larger context of the revisionsin the Social Security,

Medicare and Medicaid systems now being considered. In cooperation with these efforts, we ask all APDA membersto raise the issue
with their elected representatives. If all of us can work together: individuas, the private sector and the government, APDA hopes that a
broader and more effective solution will eventually be found to the national challenge of long term care.

REPRINTED WITH PERMISSION FROM
The American Parkinson Disease Association, Inc.
1250 Hylan Boulevard, Suite 4B « Staten Island, NY 10305 « (718) 981-8001 « (800) 223-2732 « Fax (718) 981-4399
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INFORMATION ON PSP
AVAILABLE FROM SPSP

Learn more about PSP, its symptoms and strategies for
managing them. An informative booklet and severa brief
folders on PSP symptoms, written in nonmedical language, are
available on request. Thereis no charge for booklets or folders.

Video tapes of symposiafor people with PSP family
members and caregivers. Provide scientific information as well
as suggestions for day-to-day care-giving.

The booklets, folders and video tapes represent SPSP’s
effort to inform patients, family members, family-caregivers,
and professionals about PSP and its management. ORDER BY
NUMBER at 1-800-457-4777.

Video Tapes

“The Diagnosis of PSP” (#2) Made for and sold only to
neurol ogists, neuroscience
nurses and similar profes-
sionals. The tape depicts
presentations on diagnosi s of
PSP at the international
scientific conferencein
Barcelona. Recommended for
clinicians and faculty. VHS
format, U.S. $30, prepaid.

Captures the presentations at
SPSP/Johns Hopkins 1997
symposium for patients, fam-
ily members and caregivers.
See and hear Steele, Golbe,
Reich, Zee, Litvan, Growdon
and severa other expertsdis-
Cuss various aspects of PSP.
3 tapes of complete program.
VHSformat, U.S. $75 plus
$7 shipping outside U.S. $10

shipping.

1997 Symposium (#10)

4 )

ON LINE SERVICES

Website: www.psp.org
List serve: requests@hydra.welch.jhu.edu
Subscribe psp your name
Questions: Parkinson’s Web http:/pdweb.mgh.harvard.edu
e-mail: SPSP@erols.com

Please e-mail the addresses of any sites relating
to PSP or other neurological disorders, cargiving issues, etc.
to SPSP@erols.com and we will list them in the next
ADVOCATE.

- J

J

Pamphlets

“PSP: Some Answers’
(#1)

“The PSP Advocate”
(Newsdletter) (#4)

“PSP: Swallowing
Problems’ (#6)

“ Per sonality Changes
in PSP” (#7)

“Helping The Helpers
Who Care For People
With PSP” (#8)

Eye Movement
Problemsin PSP (#9)

PSP Fact Sheet (#11)

“Baltimore Sun”
Article (#12)

Brain Bank | nformation

(#14)

Thisisahighly regarded, widely
circulated discussion of PSP by Dr.
Lawrence |. Golbe that is easy to read,
and easy to understand. Recently
revised, updated, and printed in book-
let form. Specify English or Spanish.
PSP Advocate, the popular quarterly
published by SPSP to chronicleits
activities, keep you up-to-date on PSP
research, provide a support forum,
inform readers on participation in
research studies, and tell you about
self-help mutual help opportunities
through advocacy.

This pamphlet deals with one of PSP's
most critical problems. It offers recom-
mendations for managing the symp-
toms and suggestions for avoiding its
dangers.Written by Laura Purcell
Verdun, M.A., CCC (Research Speech
Pathologist).

Some PSP patients undergo changes
in personalty and behavior that bewil-
der family members and caregivers.
This pamphlet discusses the problem
and offers suggestions.

Dr. Stephen Reich discusses the
vital role of the caregiver in PSP.
He offersimportant advice for self
care in the interests of the patient.

Dr. David Solomon explains how PSP
affects the eye motor system and
suggests some treatments.

8 1/2 x 11 easy guide to PSP can be
copied and distributed.

Reprints of feature PSP articlein
Baltimore Sun written by Diana Sugg.

Packet of information about the PSP
Brain Bank. Details how to make
preparations to make brain donations
and help in the search for the cure for
PSP.

Physcian Referral Cards (#15)

Michael Koe

The Outbuildings, The Old Rectory
Wappenham, Nr Towcester, Northamptonshire

PSP EUROPE \
We are pleased to have a cooperative relation-
ship with our sister organization PSP Europe Association.
For information on what is happening in the United
Kingdom and throughout Europe contact:

NN12 8SQ
Telephone 00 44 (0)1327 860342
E-Mail 10072, 30@compuserve.
\Website Http//pspeur.org.uk /
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ADVOCATE MAILING LIST UPDATE
PLEASE RETURN TO OUR OFFICE BY JULY 1, 1999
Society for PSP, Woodholme Medical Building, Suite 515, 1838 Greene Tree Road, Baltimore, MD 21208

I no longer wish to receive the PSP newsletter - The Advocate. Please remove my name from the mailing list.

Name
Address
Phone Email FAX
The Society for Progressive Supranuclear Palsy, Inc. ol
Woodholme M edical Building PAID

H HAMPTON, VA
SUIte 515 PERMITNO. 799
1838 Greene Tree Road

Baltimore, MD 21208

Address Service Requested

Mark the Datel
Baltimore PSP Symposium
November 13, 1999



