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The Meredith C. Teel Regional Symposium

Southern Hospitality Meets Clinical Expertise in the Lone Star State

Jessica Quintilian
Director of Outreach and Education

Here in Maryland, the leaves [
are changing and the air is cool.
But temperatures remained balmy |
in Houston, Texas, where the [8"
Society for PSP proudly sponsored
the Meredith C. Teel Regional PSP
Symposium on October 11, 2003.
Dedicated to the memory of
Meredith Teel by the Teel family,
this full-day conference was
attended by over 80 family mem-
bers and caregivers from the
southwestern United States.
Houston is home to the Baylor

Dr. Rod Foroozan was

one of several speakers

ranked among the nation’s top
academic health science centers
and medical schools. The Society felt fortunate to have sever-
al speakers who have affiliations with this leading medical
facility present at Saturday’s symposium. The outstanding and
diverse program brought together experts from the fields of
neurology, ophthalmology, speech pathology, psychology,
nutrition, hospice care and music education. Speakers includ-
ed Dr. Ron Tintner, Assistant Professor of Neurology, and Dr.
Rod Foroozan from Baylor College of Medicine in Houston;
Dr. Sunita Kavrie, a speech-language pathologist based in
Houston; Dr. Naomi Nelson, Co-Associate Director of
Education, and Dr. Michele York, Neuropsychologist, from the
Department of Veteran’s Affairs Medical Center, Parkinson’s
Disease Research, Education & Clinical Center; Terry Dildy,
Clinical Nutrition Manager at St. Luke’s Episcopal Hospital; Jan
Parks, Patient Care Manager
based in Houston; Susan Imke,
Gerontological Nurse Practitioner
from the Fort Worth area and
Ellen Katz, Executive Director at
1 the Society for PSP. The wide
range of topics presented includ-
ed Understanding PSP, Common
Misdiagnoses and Current Research,
Eye Movement Problems, Swallowing
Problems, Family Dynamics and
Impaired Thinking in PSP, End
f Stage Nutrition and Hospice Care

Molly Dean poses beside and Music and Joy for Persons
the news article “Someone With PSP. Two special highlights
to Lean On” a feature  of the program were the 45-
about her husband Joe’s minute “Ask the Doctor” panel
experience with PSP that and a lunch time presentation
was published in the — oniieq “visions and Opportunities”
Houston Chronicle on S
June 8, 2003. by El!en .Katz, the Somety's
Executive Director. Gerald Teel did

Medicine.
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a superb job as master of ceremonies and kept the day’s
program running smoothly.

This event was the first symposium on progressive supranu-
clear palsy to be held in the southwest region. Not only were
symposium participants able to glean knowledge from a large
panel of experts, they were able to meet other PSP families
and members from the PSP Network of Houston, a large and
active PSP support group in the region chaired by Karen
Kennemer. This connection and sharing time with other fam-
ilies continues to be the most valuable aspect of each event
the Society sponsors.

As always, the Society’s visit to Houston was chocked full
of activity during the few days that Ellen Katz, Executive
Director, and Jessica Quintilian, Director of Outreach &
Education, were able to spend in the Lone Star state. On
Friday evening, the Society sponsored a thank you dinner in
honor of Houston area families who have generously con-
tributed to the Society for PSP. Ellen Katz gave an outstand-
ing presentation about the Society, particularly the need for
more research and research funding, which prompted many
questions and stimulated conversation among the Texas
families in attendance.

Several corporate sponsors supported the Meredith C. Teel
Regional Symposium. Symposium participants were able to
receive information and materials about many companies that
serve the PSP community, including BIOTENE, Calmoseptine,
Honey Luveen Long Term Care Insurance, LiftVest USA, No
Rinse Laboratories, U-Step Walking Stabilizer, Advanced
Respiratory, Simply Thick, and MedCare Central.

The Society for PSP gratefully acknowledges the Meredith
C. Teel family, the Edward H. Andrews Foundation, the
Memorial Hermann Healthcare System, Douglas and Barbara
Bloom (in memory of Sophia Shapiro), Jack Hetrick (in honor
of Doris Hetrick and in memory of Albert Katz), family and
friends in honor of Kathryn Daniels, Marion “Buddy” Podraza
and Joe Dean, and family and friends in memory of Frank
Branisa, Mary McNicoll Cheslak, Harold Lipp, Artie McMahan
and Jimmie S. Veale for their sup-
port of the Houston symposium.
The Society wishes to thank our
speakers, Karen Kennemer, Nancy =
McMahan, Gerald Teel and all of §
the wonderful volunteers from the
PSP network of Houston who gen-
erously gave of their time to make
this event such a success.
Everyone who assisted with this
symposium truly went the extra
mile to make PSP families, l
caregivers and professionals feel [%
welcome, proving that old- Karen Kennemer, Chair,
fashioned Southern hospitality is PSP Network of Houston

alive and well in the bustling city ~ and contact person for
of Houston! New Mexico
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Society for PSP Collaborates with Struthers Parkinson’s Center
to Offer a Wonderful Learning Opportunity

Autumn has been a busy
season here at the Society.
September brought Executive
DMieotapalien KattaeamaotDirector
of Outreach & Education,
Jessica Quintilian, to the Twin
Cities of Minneapolis, Minnesota
for The Minnesota Regional
Conference for Persons Diagnosed
with PSP, Caregivers, Families
and Allied Health Professionals.
Held on September 20, 2003 at
the

Wichmann, Physical Therapist
and Center Manager at
Struthers Parkinson’s Center;
and Marjorie Johnson, Senior
Speech Pathologist at Struthers
Parkinson’s Center. Topics pre-
sented included Update on
Recent Developments in PSP,
Eye Movement Problems in PSP,
Physical Therapy & PSP and
Swallowing Issues in PSP, as
well as a presentation by Ellen
Katz, Executive Director of The

Southwest in Minnetonka, this
wonderful PSP learning oppor-
tunity was attended by 75 families from all over the Upper
Midwest. This conference was particularly special, because
the Society was able to collaborate with the Struthers
Parkinson’s Center, who held their annual Parkinson’s Disease
conference on the same date at the Marriott. Although the
two conferences were separate from one another, this col-
laboration enabled the Society to gain much more exposure
than if we had held our conference alone. Between 300-400
families attended the Parkinson’s conference, and many
stopped to ask questions about PSP. Several of our PSP fami-
lies attended a free carepartner session offered by Struthers
prior to the PSP conference. Our conference participants were
also able to visit a variety of vendors who were on site for the
Parkinson’s conference and collect materials from sponsors
such as Advanced Respiratory, Calmoseptine and LiftVest
USA.

By collaborating with a prominent local movement disor-
ders center, the Society was able to bring an excellent panel
of speakers to our conference participants. Experts in both
progressive supranuclear palsy and Parkinson’s disease, the
speakers for the day included Dr. Sotirios Parashos, Adjunct
Assistant Professor of Neurology at the University of
Minnesota and Clinical Research Chair at Struthers
Parkinson’s Center; Dr. John Anderson, Associate Professor at
the Balance & Eye Movement Laboratory and Department of
Otolaryngology at the University of Minnesota; Rosemary

Speakers Marjorie Johnson, MA, SLP-CCC, and Rosemary
Wichmann, PT, pose with volunteers Pearl Jackson and
Ginny Smith at the Minnesota Conference.
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Participants enjoyed the variety of topics presented.

Society for PSP, about the
Society and its services.

While the activities may have culminated with Saturday’s
conference, the trip to Minnesota provided Ellen and Jessica
with several unique opportunities. First was a one-day confer-
ence held on September 19, 2003 at Struthers Parkinson’s
Center for support group facilitators from five states. Ellen
had the great pleasure of presenting to more than 50 facilita-
tors and educating them about progressive supranuclear palsy
and the Society for PSP. Many families living with PSP attend
Parkinson’s disease support groups, particularly early on in the
disease, so it is important to educate these group leaders
about the differences between the two diseases. While
attending this support group conference, Ellen and Jessica
were able to tour Struthers Parkinson’s Center and experience
firsthand this incredible facility and the wide variety of
activities offered to Parkinson’s patients and their families.
The center also receives visits from PSP families. It is inspiring
to think that an inclusive center like Struthers could one day
be established for PSP families. Until that happens, the Society
is excited about continuing to collaborate with movement
disorder centers across the country to help our families find
the best resources available.

A second opportunity to touch PSP families in Minnesota
took place on the evening before the conference. A thank-you
dinner was held in honor of eight families who have
generously given to the Society for PSP. Ellen Katz gave a pre-
sentation entitled “Visions and Opportunities” which gave
these families a clear picture
of how the Society operates
and specific ways that their
gifts are used to provide sup-
paitingeddbation and, most
importantly, research into
finding the cure for PSP.

The Society wishes to thank
Charlotte Tripet, the wonderful
volunteers from the Golden
Valley support group, Struthers
Parkinson’s Center and Karen . .
Kennemer for their invaluable Society Executive Director,
assistance in Ellen Katz, presents
Weekend a success. Charlotte Tl’lpet W|th a
special thank you gift at

the conference.




PSP Forum

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

I care for my mother who has PSP and is 76 years old. My
father just passed away from Parkinson’s two months ago at the
age of 78. We had to move my parents to Wisconsin from their
home in Florida almost two years ago to live with us. That was
when my mother was having symptoms she couldn’t hide any-
more and we didn’t know what was going on with her. We have
remodeled the house and added on to make room and to make it
all wheelchair ready!

We have had unbelievable experiences having both “dis-
abled” parents here. These stories could go on and on. Things
not funny at the time have become a source of humor now.

| have the most wonderful hushand in the whole world to
allow such dramatic changes in our lives. When we moved my
parents up here they were to move into a retirement communi-
ty. That was put to a fast halt when the neurologist saw what
shape Mom was in, who was the caregiver for my father. Then
we began the dilemma of what to do. We ended up all surviving
a major remodeling and addition. If anyone has done that, you
have sympathy I’m sure. The home was finally totally complete
only for 3 months when we lost my Dad. It still breaks my heart
to think of him not here and finally enjoying the outcome.
During all of this, we were doing major testings on Mom to find
out what was going on with her. Well, since I’'m on this site, we
all know what she has.

She is a sweet thing to everyone BUT me. At least | am the
only one that she is taking her frustration out on. It is hard and
I know will get worse.

My mother is 66 and has had PSP for about 6 years, she
too is lovely to everyone but me, but she also tells me | am the
one she trusts, so maybe it is the same for your Mother, she
knows you’ll always forgive her and love her, | bet you did the
same to her as a child! Never the less, it is not the easiest
thing to deal with, PSP comes with all sorts of things that the
doctors don’t seem to have a grip on. We are the people liv-
ing with PSP and so we are the people that understand. As for
funny stories, I’'m sure we could all use some of those.

Although this is a family none of us want to be a part
of...welcome. | thank God every day that He led me to this
forum. It has been a tremendous source of love, caring and
support. Being able to express your multitude of feelings and
experiences will hopefully be as therapeutic for you as it has
been for me. Feel free to vent ... it helps to get things off your
chest.

| completely understand the aspect of having both parents
disabled at the same time. My mom had a lift chair delivered
11/12/02 for my dad. He was standing behind the chair and
she came up to him to give him a kiss and wish him an early
Merry Christmas. He started to fall and she “tried” to catch
him. In the process, they both went down. Daddy (as in most
of his falls) was not hurt ... however, my mom was not so
lucky. The bone in her right arm (between the elbow and
shoulder) was crushed in five places. As well as this, she
suffered severe nerve damage ... and she’s right handed.

From the time of her fall until my father began his new life
at a nursing home in June 2003, there was someone with my
parents 24/7. My mom had surgery in May to replace tendons
and repair nerves and to this day is still trying to recuperate.
She still does not have full use of her hand/arm and is still in
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pain daily. The pain in her arm is minimal though compared
to the pain in her heart. It was a very tough decision to make
to place Daddy into the nursing home, but it was the best
thing for everyone involved, especially my parents. We are
very blessed, and the home that Daddy is in is absolutely won-
derful. They have taken the best care of him...better than we
were able to provide at home. When Daddy entered the
home, he was still able to walk without assistance, although
he would still fall sometimes. He was not able to feed himself,
but he could still take himself to the bathroom. Today, he is
totally dependent on others for his care. He can walk as long
as we are by his side holding on, but he must be helped get-
ting into and out of his wheelchair and bed and he must be
fed and diapered.

This dreadful disease has taken the wind out of the sails of
a truly wonderful, loving, caring man ... one that never met a
stranger. It has torn my heart out to see him go from a man
that was strong, outgoing and talkative to a man that is frail
and non-communicative. It breaks my heart to see him strug-
gle to speak.

| am sad that we have met this way, but I'm glad that you
are here. Most definitely, the angels on this site are here with
listening ears and open hearts. Please lean on us!!!

My dad is 68 years old and was diagnosed about 2-1/2
years ago with PSP. Believe me when | say that | and all of the
others here know what you are going through. Just in the last
6 days, we’ve had a couple of set backs with Dad. He is chok-
ing more and more when he eats. It use to be only when he
drank liquids, now solids are also choking him. The nursing
home is trying to chop/smash his foods into soft or VERY
small pieces. Dad is refusing to have his food pureed. Can't
say | blame him, it doesn’t sound to appealing to me either.
I'm not sure if it is because of the swallowing/choking, the
smashed foods, or decrease in appetite, but Dad has hardly
eaten anything in the last week.

Dad has also started to get up frequently in the middle of
the night. He cannot stand or walk anymore, not even assist-
ed. So, when he gets up, he immediately falls. We cannot
convince him to not do this; his mind tells him he can. The
nursing home moved him to a room right across from the
nurse’s station. They think that they can keep a better eye on
him at night. I’'m frustrated - don’t know how to keep dad
safe anymore.

My father was also Mom’s caregiver until he died of a
stroke almost two years ago, which is when | took over. He
was 91 at the time, and Mom is now 92. It’s not easy to
watch a parent fail, and you’ve indeed had your share with
both. Mom has pretty much decided not to try to get up by
herself and for that I'm thankful. As for the food, we too are
having more and more trouble. The one advantage | have is
that by having her at home | can fix things | know she likes.
At this point she requests creamed chicken on toast a lot! |
cut the toast in tiny pieces and the chicken is also cut fine and
she gets it down. | often mix a can of peas with it. The
hospice nurse rolls her eyes as it’s not too appealing to her,
but agrees that it is good, nourishing food. Years ago |
wouldn’t have dreamed of serving the same thing two days
in a row, but things have changed and | think now whatever
she wants goes.

PRIVACY POLICY/DISCLAIMER

The information provided on the Society website is intended
to foster the communication of progressive supranuclear
palsy, both for health care professionals and the public. It is
not intended to take the place of professional medical advice.



Support - Our PSP Stories
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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.

Life of a PSP Patient
and the Caregiver

Regarding John Gawlik’s PSP
Dear Nancy,

from a cane to a walker and then we decided on a wheel-
chair to prevent more accidents. We had the wheelchair cus-
tomized for him with a special back and cushions.

John’s bladder started acting up and he had frequent blad-
der infections. He would lose control. We struggled with that
problem until we were advised to get a supra-pubic catheter.
We did and that made our lives much easier. It has enabled
us to go out and not worry about leakage.

Also in 1997, John’s speech started getting softer and
he shortened his sentences. Then, slowly, it kept getting more
difficult to understand. By, 2000, he would have to repeat
and repeat. Now, it is very hard to know what he is
saying—muffled, not clear. This is very stressful.

In December, 2002, | was told to have him evaluated for a
hospice program. They determined that he

| want to give you our story. We have had
a complete turn-around in our lives. As I
wrote, thoughts just kept coming to me. John
was in the printing trade for 40 years. He was
president of his company and a very active
person. We had a very full life doing every-
thing together, even contracting our own
homes. | am very glad he is still with me even
with the 24/7 care he needs. Many couples do
not have that chance.
Forever grateful, Pat

In 1992-93, we noticed his left foot drag;
he was slower, couldn’t walk as fast and
tired easily. We were taking country western
dance lessons and the instructor would tell
him to move that foot. We noticed slower
walking and then he often fell. We had a
lake home; he fell off the dock, fell down
stairs, fell in the living room and bathroom.

In 1994-95, he still got around but with a much slower
pace. We decided to see a neurologist as his family physician
said it was old age. We would not buy that opinion.

In 1996, the problems greatly increased. His driving was
getting scary—so | did most of it. His foot did not react and
then he would hit the brake hard. He had difficulty staying in
his lane, drove too fast in heavy traffic and too slow at other
times. We finally decided between the two of us that it was
best if | drove all the time.

In 1997-98, we had several appointments with our neurol-
ogist. Our physician prescribed Sinemet and told us to return
in 6 months for a return visit. He then told us he was not sure
of the diagnosis and to go to Mayo. Our HMO would not
send us there and we were referred to another facility that
told us he had peripheral neuropathy in his leg—which also
proved not to be correct.

John wanted another opinion and we went down to Mayo
on our own and he took all the tests. Their answer—some
parkinsonism. An increase in the dosage of Sinemet was pre-
scribed, which did not help. We went back to the hospital for
him to undergo more tests—eye movement, cognitive, sleep,
etc. Finally, they came up with the diagnosis of progressive
supranuclear palsy. They tried John on Miraplex, Requip and
Permax and there still was no improvement. Finally, we
relaxed and went with their opinion. Meanwhile, he went
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was eligible. This has been a great help
because a nurse comes in once a week and
checks his lungs, heart and blood pressure.
She also keeps us in good supply of thicken-
ers, leg and bed bags.

As of Sept., he is not on any medica-
tions. He takes Vitamin E and C, Fish oil, and
calcium. He does have a lot of heartburn,
which | suspect he gets from putting too
much in his mouth at one time, and he gets
relief from “Tums.” His appetite is good but
everything seems to taste sweet. He is get-
ting weaker while eating. He breathes heav-
ily while eating and makes a noise. He also
makes this noise when he moves and tries to

|

John & Pat Gawlik, August 10, 2003
on their 57th Anniversary

do things. His drooling is worse-almost all
the time.

Helping him is a 24/7 job. He needs help
getting in bed, in the shower, dressing, any movement or lift-
ing. He also now is having trouble at night-sometimes he
takes the catheter tube off the night bag on his leg. He does
not know he is doing this and sees it first thing when he
wakes up in the morning. But, all in all, we have been trying
to keep our lives as normal as possible. | take him with me
shopping. | have a transport chair always in the trunk. | get
him in it and go to the malls, movies, and friends. We play
card games which don’t require holding too many cards in the
hand-like cribbage. He also works jigsaw puzzles with 100-125
pieces to keep his hands and mind busy. We are using bibs,
magnifying glasses, Dr. Scholl’s velcro shoes, elastic waist
trousers, small spoons, large-mouth cups and bed rails.

John likes watching movies on cable as well as baseball and
football games. We are looking into a Dynavox System to the
help him better communicate with me and others. We enjoy
our days together and hope to keep our spirits going great.
We have had 57 years of a very wonderful marriage. We get
up every morning and give thanks as we count our blessings.
We have three wonderful children who take us on day trips
and care for us when we need help. So, we thank them some
more.

Patricia Gawlik
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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
O #10 1999 National Symposium Video Tapes - 3 Pack $75, plus $7 shipping in US and $10 outside the US.
O #11 PSP Fact Sheet (1 page summary can be duplicated and distributed)
O #12 Aids for Daily Living Catalogs Listing
O #13 Publications Resulting from Society Funded PSP Research
O #14 Brain Bank Information Packet
O #15 Physician Referral Cards
O #16 Giving Envelopes
O #17 The Society for PSP/National Institutes of Health PSP Brainstorming Conference/Dr. John Steele meeting with the Maryland
Support Group $25, plus $3 shipping in US and $5 outside the US.
O #18 Beautiful Acknowledgment Card to someone special for any occasion and will personalize your message. By donation only.
O #19 Planned Giving Information
O #20 Information About PSP translated in Spanish
O #21 | Have Been Diagnosed with PSP
O #22 Challenges in the Management of PSP
O #23 Support Group List

Mail to:

Oooooooood

Fax to : Email to:

FOR PHYSICIANS ONLY:

0 CD “The Diagnosis of PSP” by Lawrence Golbe, MD (Recommended for clinicians and faculty)

D Medical Professional Packet (Grant Award Information/PSP Rating Scale/copies of all other info.)

D I no longer wish to receive the The PSP Advocate and by sending this will save expenses for the Society.
O My new address is:

O Yes, | wish to be included on The Society for PSP’s mailing list:

Name

Address

City State Zip Country
Fax Email

O Person w/PSP [ Family O Physician O Other

Enclosed please find my gift to help support The Society for PSP and those impacted by PSP.
0%$25 0O$50 0O$100 0O$250 [O$500 O $500-$1000

Name
Address
Phone/Fax/email

Check/Charge to: 00 Visa O Mastercard [0 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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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:

O Budget/Fiscal O Fundraising: O Board of Directors

O Legal O Special Events O Computer Technology

O Accounting O Foundations O Web site/Internet

O Investing O Corporations O Newsletter

O Government Affairs O Writing O Lead a Support Group

O Personnel O Media O Social Services

O Research/Marketing O Graphic Arts O Allied Health Professional
O Non-Profit Mgmt. O Meeting Planning O Counseling/Social Work
O Public Speaking O Other (specify)

THE SOCIETY FOR

Woodholme NON-PROFIT ORG.
: Medical Building U.S. POSTAGE
* Suite 515 PAID

: - 1838 Greene Tree Rd. HAMPTON, VA
Progressive Supranuclear Palsy : o . "\ b 91208 PERMIT NO. 799

2000-2010

The Decade of Hope

Address Service Requested
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