
www.apdaparkinson.org/greaterstlouis    1Volume 34, Issue 3

SEPTEMBER/OCTOBER 2020

REGISTER TODAY
at www.apdaparkinson.org/greaterstlouis or call 636.778.3377

Join Us October 17th for the 2020 Greater St. Louis VIRTUAL Optimism Walk!

Meet Mark Kodner - 2020 Optimism Walk Honorary Chair
Mark Kodner was only 40 years old when he received life changing news - he had 
Parkinson’s disease (PD). Most people associate PD with an older generation, but Mark  
had Young Onset Parkinson’s disease.

Twenty years later, Mark is still going strong. He credits a lot of his success to his  
Deep Brain Stimulation surgery. “The impact of research on my life is unreal, because 
the medicines and the procedures and the possibilities are endless if research can 
continue to go on.” Mark is grateful to the research that led to this life-changing 
surgery and is passionate about the need to continue funding research.  
He wants what we all want — a cure.

This year, Mark continues to fight for the future as the Honorary Chair of the 2020 APDA 
Greater St. Louis Optimism Walk. As Honorary Chair, Mark hopes to continue to raise awareness about PD, and 
to offer hope to the Parkinson’s community. You aren’t in this alone! Join Mark and the APDA Greater St. Louis 
Chapter for the Virtual Optimism Walk on October 17th and be a hero for people with Parkinson’s!

NEW
THIS YEAR!

Show your team spirit!
Awards for best sign or poster
and best outfit or team shirt.

Send your pics to
apdastl@apdaparkinson.org

for a chance to win!

We are only a couple weeks away from the 2020 APDA Virtual Optimism Walk and we 
thought it was time to answer the big question on everyone’s mind:  
WHAT EXACTLY IS A VIRTUAL WALK? 
Different Walk, Same Reason. The world may look a little different right now, but 
one thing hasn’t changed: our commitment to helping everyone impacted by 
Parkinson’s disease live life to the fullest. This year, the APDA Optimism Walk is 
everywhere — on every sidewalk, track, treadmill, and trail. We won’t have a large 
in-person gathering — instead, we invite you to walk with your family or friends 
while others in our community do the same. Because we are all still walking and 
fundraising for the same thing: a world without Parkinson’s disease.

Each year, the Greater St. Louis Chapter serves more than 12,000 people impacted by Parkinson’s disease through support 
groups, exercise classes, wellness programming, educational events, and more. Your support of the Optimism Walk helps 

ensure these programs and services are there for people when they need them the most.
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Most people have the same routine every morning: 
they wake up, open their eyes, and get out of bed. Now 
imagine waking up and opening your eyes, but not being 
able to get out of bed. Your arms and legs won’t move. 

This was the morning routine for Mike, who has 
Parkinson’s. When he woke up, he couldn’t move his 
arms and legs. It felt like they were tied or wrapped up. 
Without assistance from his wife Gail, Mike couldn’t get 
out of bed or perform the basic tasks of putting on his 
pants and buttoning his shirt. Gail also had to help Mike 
into the living room, where he would sit and take his 
Parkinson’s medication. Mike sat there, sometimes for up 
to an hour, waiting for the pill to take effect.

Mike was diagnosed with Parkinson’s in 2007 and 
began taking oral Parkinson’s medication 2 – 3 times a 
day to manage his symptoms. After a while, he began 
experiencing symptoms more frequently, and his dosage 
was increased to every 3 hours. But sometimes he still 
experienced symptoms before his next pill was due. 

About 40% of the nearly 1 million people in the United 
States living with Parkinson’s report that within 5 years 
of starting oral Parkinson’s medication, it starts wearing 
off before the next scheduled dose. This means the 
time when the medication controls their symptoms 
gets shorter, causing their symptoms to recur sooner 
than expected. 

This is known as “return of symptoms,” and 
approximately 350,000 people with Parkinson’s 
experience return of symptoms (sometimes referred 
to as “off” periods). This can take the form of motor 
(movement-related) symptoms, such as tremor, rigid 
muscles, and slowness of movement (bradykinesia), as 
well as non-motor symptoms, such as anxiety, fatigue, 
and irritability. 

In an on-line survey of more than 3,000 people with 
Parkinson’s conducted by the Michael J. Fox Foundation, 
nearly 70% said they experienced return of symptoms 
at least two times each day. 

WHEN PARKINSON’S 
SYMPTOMS RETURN
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When people first start taking Parkinson’s medication, 
they may still have some of their own dopamine from 
dopamine-producing cells. Because of this, their 
response to medication is much more predictable. 
However, they still may experience some return of 
symptoms, and they might simply adjust their plans 
around them. But as the disease progresses, more 
dopamine-producing cells die off. After five or more 
years on PD medication, return of symptoms becomes 
harder to predict, and people may cancel activities 
for fear of being in a public place or unfamiliar setting 
during these periods.

Mike was still working when he was diagnosed with PD, 
and initially just tweaked his schedule to coincide with 
periods of symptom return. He made sure he had time 
to get to his next appointment, take his next dose, and 
have it take effect before he met with customers. But as 
the periods became less predictable, Mike developed 
anxiety, as he spent more and more time planning for 
return of symptoms. 

Gail describes how Mike’s anxiety became a real 
problem, as he grew more concerned about the 
medication wearing off too early. He lost interest 
in visiting friends or attending events, and felt less 
comfortable going out and more comfortable staying at 
home. Mike’s world started to shrink.  

As Mike grew more dependent on Gail and she spent 
more time at home, her world also started to shrink. As 
people with Parkinson’s become more reliant on their 
care partners, it’s not uncommon for the care partners to 
experience feelings of depression, frustration, and being 
overwhelmed, similar to those experienced by people 
with Parkinson’s. 

If you think you may be experiencing return of 
symptoms, talk to your doctor. Keep track of the 
symptoms you experience and when you experience 
them. Think about your daily activities – work, hobbies, 
etc. – and make a note if you experience return of 
symptoms during any of them. It can also be helpful 
to enlist the help of friends and family members and 
ask them what they observe during your return of 
symptoms. Mike said Gail often noticed things he didn’t 
realize were happening.

 

If you’re not sure what to ask your doctor, here are some 
questions to help you frame the conversation:

1. ��What medications are available for return 
of symptoms?

2. What benefits were shown in clinical trials?

3. What were the side effects of the medications?

4. �Can I take the medication by itself, or will I have  
to take multiple medications?

5. �Are there pre-existing conditions that might 
prevent me from taking the medications?

6. �Can I take the medications in conjunction with 
current medication(s) for other conditions?

7. Will my dose(s) have to be scaled up over time?

There are medications to help manage return of 
symptoms. The more information you share, the more 
your doctor can help you find the treatment option 
that’s right for you. 

This article was contributed by Acorda Therapeutics.
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TRIBUTES AND DONATIONS
06.01.2020 to 08.31.2020

IN CELEBRATION OF
Roz Gad’s 90th Birthday
Terri & Billy Taylor

Bob Kalish’s 80th Birthday
Sheila Siegel

Phyllis & Bud Ross’ 50th 
Wedding Anniversary
Norma & Dale Plank

Sue & Phil Schreiber’s 50th 
Anniversary
Barbara & David Furman

Elaine Varnadore’s Birthday
Sharon Holt 
Beverly Lee

IN HONOR OF 
Jim Clark
Mary Pitcher

Roger Decker
Brenda & David Andrews

Dennis Frey
Barbara & David Furman   

Raymond Gallina
Christine Livingston

Joanie & Mark Goldstein
Judy Lipsitz

Debbie Guyer
Gail & Charlie Eisenkramer

Jeff Lash
Gloria Lash

Neil Lazaroff
Gail & Larry Glenn

Perry Sparks 
Mayer Levy, Jr.

Roy Mullinax
Dorene & Larry Medlin

Dr. Joel Perlmutter
Pam Brown

Shirley Waller
Mary & Bob Frierdich

Mary Wigginton
Carol Henke

IN APPRECIATION OF
Barbara & Harlan Floom’s 
Friendship
Donell Gaertner

IN MEMORY OF
Helga Alexander
Gary Alexander 
Carol & Robert Weber

Ted Baumgarten
Sheila Siegel

Wally Bentrup
Lois Kermans

Rick Biegel
Nancy & Rick Biegel 
Karla & Randy Britt 
Carla & R.B. Cagle 
John Harlan 
Patricia Harvey 
Brenda & Bobby Lockard 
Karen & Dickie Long 
Teresa & Philip Milburn 
Debra & Gary Nagel 
Dawn & Harry Porter 
Candace & James Reynolds 
Georgia Smith 
Vickie & Stephen Wasson

Jackie Binder
Joan Grawe 
Karen Grawe 
Carol Leonard & Family 
Norma & Dale Plank

Joyce Boyle
Susan Ciccolini 
Mary Dwivedy 
Jill & Jeff Garlich 
Dorothy & Robert Hill 
Jennifer & Stephen Iervolino 
Vincent Matteucci 
Traci Smith

Al Brouk
Barb Lindhorst

Jerry Brown
Shirlene Baris 
Mark Braverman 
Sandy & Sanford Brickman 
Bobbie & Bob Brown 
Melanie & Jerry Bruder 
Amy Gallant 
Arlene Goodman 
Marsha Grazman 
Rachel & Maurice Guller 

Jeanine Heller 
Judy & Gary Holland 
Rita & George Heymann 
Delores Kling 
Etele Kohn 
Joyce Kornbluh 
Barb & Rich Kramer 
Eve & Herm Leibovich 
Eleanor Levy 
Christine & Gregory Luzecky 
Joan Marion 
Marshall Myers 
Flora & Phillip Paster 
Eunice & John Reichman 
Aralyn & Neal Rosenberg 
Rosalie Rotenberg & Wally Mayer 
Adele & Ivan Schenberg 
Alan Sherman 
Renee & Sam Silverstein 
Ruth Sobel 
Gloria & Sanford Spitzer 
Sue & Jerry Tessler 
Murray Vittert 
Judy & Jerry Zafft

Charles Carlson
Michael Dumm  
Donna Honaker 
Bruce Jaffee 
Mary & Ray Joseph 
Martin McKeone 
Joan Moore

Jimmie Coleman
Krisha Coleman

John Comerio
Gloria & Bob Schwarz

Roger Currie
John Scheper

Pete Dean
Gail & Larry Glenn

Michelle Denbow
Bonnie & Daniel Johnson

Dorothy Delores Dorey
Bob Fink 
Ellen Ryan

Sonny Fischer
Pilgrims Baptist Church 
Public Works Department  
of the City of Creve Coeur

Joseph Fitch
Edith & Ralph Laufer

Alfred Gooding
Sherry Rokey

Sandi Gordon
Ike Bibas 
Edward Dentino 
Elaine Dentino 
Valia Dentino 
Carl Frederick 
Andrew Gordon 
Hawk Family Fund 
Shirley Joiner 
Gilbert Lehn 
Mary McIntyre 
Patsy McIntyre

Howard Grunewald
Tricia Thompson

Jumbo Guilliams
Bill Graef

Leo Hawkins
Pamela Hawkins

Patricia Hayden
Norma & Dale Plank

Lynn Heidinger-Brown
Susan Logue 
Irene Pendleton

Ronald Heier
Alice & Earl Vuagniaux  
Mary Lou & Robert Wilson

Harvey Hieken
Rita Eiseman

James Hughes
Thomas Stanfield 
Sue & John Young

Pat Hughes
Gail & Larry Glenn

J. Thomas Hurley
Jeanne & Phil McDermott

Florence Jaques
Rochelle Sherman

Rosemary Kenny
Fran Axelbaum & Family

Alex Kettler
Luann Haberberger

Charles Kloepfer
Bernadette & Paul Travers

Molly Lamers
Barb & Dave Huhn
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Donald Leonard
Roger Cammon 
Christine & Tom Frichtel 
Diane & Volker Gruss 
Kuehner-Guercia Family 
Laborers International Union 
of North America 
Arlene & Whitey Leonard 
Missouri & Kansas Laborers’ 
District Council 
Pam & Greg Paulus 
Lori & Kirk Prothman 
Carole & Michael Prothman 
Mimma & Douglas Shelley 
Teri & Frank Zimmerman

Anthony Lepski
MaryAnn & Gene Collier 
Laurie & John Fahey 
Fischer Family 
Chris Goodman 
Joan Hallemeier 
Sherry Hayes 
Joan & Mark Koenig 
June Lepski 
Jacque Payne 
Joe Plassmeyer 
Char & Penn Pritchett 
Fran Schaefer 
George Usher 
Alan Vozel

Robert Ludwig
Baldetti Family 
The John & Rosemary Brown 
Family Foundation  
Randy Burkemper 
Vickie & Larry Dodge 
Barb Emmorey 
Mr. & Mrs. Matthew Graneto 
Judy Griffin 
Mickie Holder 
Holtkamp, Liese, Schultz & Kafoury 
Michael Kafoury 
Stacey Klein 
Beth Mijat 
Christie & Dan Schulte 
Sue & Mike Sweeney 
Keith Widmer

Eleanor Markow
Adams Family 
Randee Fendelman 
Terri & Bill Taylor

Grace & Rich Maskell
Irene Fischer 
Tom Gher 
Cheri & Allen Holtmeyer 
Linda Ross 
Leslie Shenberg 
Lorraine Studt 
Michelle Swatske 
Ann & Mark Weber

Elizabeth Mathes
Marilyn Beste 
Joyce Heller 
Cathy Hoffmann 
Margaret Masterson 
Nancy Mathes 

Shelby Mathes 
George Obernagel 
Ken Valentine 
Waterloo Park District 
Bonnie & John Wirth

Stephen Meyer
Darla Meyer

Billie Max Miller
Julie Chorice 
Shanna & Kevin Kelly 
Karen & Michael Ruder

Timothy Morgan
Kim Kitson

Marvin Muchnick
Sandra Bronson 
Audrey Cohen 
Sharon Fivel 
Frances & Jerrold Goldberg 
Phyllis Loiterstein 
Nancy Matusofsky 
Myra Ozersky 
Nancy Rodger 
Shari Schuver 
Avery Seidel 
Diane Susman 
Jeanette Zemsky

Mike Nava
Debbie & Louie Fischer 
Cheryl & Michael Genovese 
J.R. Management 
Joyce & Jim Kesting 
Patricia LaBoube 
Randy Mayer 
Shari & Ken Mock 
Martha Nava 
Nancy Nava 
Shelley Petro 
Danielle & Dave Reynolds 
Bridget & Tim Rutledge 
Jodie & Tony Ryndak 
Safety National 
Maureen & Terry Scheve 
Laura Scobee 
Pam & Leo Stremlau 
Sue Swaller

Bruce Nethinton
Joyce & Jim Kesting

Jay Parr
Sara & Dick Rathgeber

Ron Rebore
Judy Presberg 
Bernadette & Paul Travers

Patricia Reed
First Community Credit Union 
Accounting Department 
Michelle & Tim Holschen 
Mary Ann & Joe Mayer 
Susan Mayer

Larry Rose
Vi & Edward Stinker

Norman Roth
Rita Eiseman

Marjorie Rudd
Joe Marchbein

Fred Schweppe
Marchie & Andrew Bram

Patrick Scott
Calvary United Church of Christ 
Lois Kermans

Melvin Searles
Marie Dealey

Aileen Shapiro
Rita Eiseman

Ely Shrauner
Barbara Shrauner

David Smith
Nancy & George Marble

Kenneth Stamme
Stephanie Kardasz 
Marilyn LeDoux

Arthur Sternfels
Betty Roehrs

Vincent Stevison
Lisa Hilton

Norma Stockhorst
Carol & Bob Weber

Cindy Stouffer
Judith & Larry Hayes

Gary Strieker
Robert Albers 
Michelle & Michael Beer 
Marilyn & Michael Buscher 
Deborah Hermes 
Nancy & Dale Huelsmann 
Carol & William Hummert 
Carol & Daniel Imming 
Linda & Ronald Luessenheide 
Melissa & Robert Netemeyer 
Michael Strieker

Jack Strosnider
Debbie & Karl Guyer 
Judy & Eldon Winker

Doris Jean Sutton
Connie Lape

Robert Ullman
Kim Smith

Shirley Waller
Mary & Bob Frierdich

Vernon Wein
Sharon Wein

Bill Wiggs, Sr.
Mr. & Mrs. Paul Brock & Family 
Lee Wilson

Stanley Joseph Williams
Marc Goldfine 
Marilyn & Jim Panter 
Margaret & Max Rensberger

Allen Wright
Jo Ann Wright

Isabel Ziegemeier
Betty Kolb 
Sharon Mueller

GENERAL GIFTS
Up to $99
Denise Billo 
Barbara & Al Buck 
Mary & Raymond DeVasto 
Richard Distler 
Charles Harris 
Edith Kapfensteiner 
Rod Kniepmann 
Lynda & Franklin Lewis 
Freda Lohr 
Joseph Price 
B.L. Reinwart 
Dora & Sherman Rotskoff       
Donna & Donald Sartor  
Jim Schroff 
Becky & Paul Shaw 
Nancy & Thomas Sims 
Carmella Swann 
Pauline Warrick

$100-$499
Peggy & Pat Callahan
Lenora Copenhaver
Barbara & Robert Disse
Ruth Edmond
Roberta Fitzpatrick
Nancy & Tom Freeman
Margaret & William Jamison
Linda & Steve Kilgore
Nancy O’Brien
Norma & Dale Plank
Peggy Raymond
James Schmid
Diane & Karl Schoenefeld
Rosemary Shadwick
Cynthia Smalley
Douglas Smith
Jan & Al Tarka
Linda & Richard Wizeman

$500-$1,999
Jean Cody
Sally & Alan Serfas
Ridgeley & Michael Weinberg

ANNUAL GIVING
$100-$499
Phyllis & John Evans

$500-$1,999
Rotunda Foundation 
Shirley & Robert Waggoner

$2,000-$4,999
Chris & Ralph Burgess

$5,000-$9,999
George Von Hoffman 
Foundation, Inc.
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Erin Foster, PhD, OTD, OTR/L

Erin Foster, PhD, OTD, OTR/L has been involved with 
APDA in various capacities for more than ten years. Her 
first associations were through her work and research at 
Washington University in St. Louis. “When I was a practicing 
clinician, I met APDA and learned about the great work they 
were doing for the Parkinson’s community. When I had a 
client with Parkinson disease (PD), it was important for me 
to connect them to the resources and programs that were 
available through APDA.”  

Erin’s work eventually became more research based and she found another connection with APDA. “I had students 
in my lab who were interested in PD. I began reaching out to APDA to work together. We offered classes, attended 
events, and even gave talks to support groups or at Parkinson Education Programs. I even had a short stint leading 
an exercise group! I wanted to be involved because I thought APDA was a great organization and I wanted to help 
contribute my knowledge.” She also found collaboration with APDA to be beneficial to her students.  

Eventually, Erin’s continued involvement led to her becoming a member of APDA Greater St. Louis Chapter’s Board 
of Directors. “I was honored and happy to serve on the board. It is a great opportunity for me and I also feel like it is 
a good fit for me to come in with a health professional background. I am able to help offer services that help people 
with PD in their daily lives.” Erin has big goals for APDA Greater St. Louis Chapter and has brought a new level of 
expertise to the programs and services we offer. “I think APDA is a really valuable organization and I want to see it 
grow. I want to see us develop and administer programs that are effective for people with PD. By generating the 
evidence and developing programs, we can help people with PD have a better quality of life.”  

Historically, PD has been thought of as a movement disorder. However, we’re increasingly realizing that there a lot 
of non-motor symptoms that are associated with PD that actually might affect quality of life more than the motor-
symptoms. But the tools to address those issues are limited. Erin’s primary research focus is on cognitive function—
like memory, planning, processing information, etc.—and how changes in cognitive function can impact people’s 
ability to perform and participate in their meaningful daily activities. “I want to identify and develop interventions 
to mitigate the effects of cognitive dysfunction on daily life. Anything from individualized Occupational Therapy 
interventions to come up with specific strategies for an individual to group-based Cognitive Stimulation Therapy for 
people with more severe cognitive function. These interventions may help improve cognitive function, psycho social 
interactions, and daily life.”  

Erin and her students continue to bring innovative programming to APDA to help people with PD live their best lives. 
“It’s a great opportunity for the students. They aren’t just sitting in the classroom learning about these conditions. 
They are actually out there being exposed to people with PD and their families and communities.” By working with 
APDA, Erin wants her students to have the opportunity to interact and learn from people living with PD directly—
learning what their lived experiences are and what is important to them. The students also get the chance to give 
back to the community and share their skills, providing a positive and empowering educational experience for 
students. Erin believes it is important for her and her students to be a part of the PD community. “I want people to 
understand OT in general and my work is about helping people live their lives and do what they want to do in spite  
of having PD.” 



The 2020 version of Pedaling 4 Parkinson’s 
looked a little different this year. 
 
When the pandemic prevented large groups from 
gathering, Lynn Huegen and her committee had to 
make a decision – do we cancel the event or do we go 
virtual? Always up for a challenge, they decided raising 
money for the APDA – Greater St. Louis and Parkinson’s 
disease awareness was too important, and they made 
the transition.

This is the third year Lynn and her committee have 
organized this event in honor of Lynn’s father, Don 
Lampe. Thanks to amazing community support, the 
virtual event was a huge success and they were able 
to raise $10,109.80! Lynn and her committee were 
motivated to fund raise in honor of her dad and family 
and friends of committee members who are battling 
Parkinson’s disease. Raising awareness resulted in 
many others in the community sharing and revealing 
their own Parkinson connections.

Do-It-Yourself Optimism Event 
VIRTUAL PEDALING 4 PARKINSON’S 

Aviston,  I l l inois
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DAY TIME CLASS LEVEL INSTRUCTION

MONDAY 10:00am Strength & Cardio Level 2 Marina Clements

MONDAY 1:00pm Interval Training Level 2 Jen Berger

TUESDAY 1:00pm Seated Exercise Level 1 Michelle Kinnett

TUESDAY
(not live streamed) posted weekly Yoga and Meditation All Levels Ulrikke Malik

WEDNESDAY 1:00pm Interval Training Level 2 Michelle Kinnett

THURSDAY 1:00pm Seated Exercise Level 1 Jen Berger

FRIDAY 10:00am Tai Chi Level 1 Craig Miller

FRIDAY 11:00am Tai Chi Level 2 Craig Miller

LIVE STREAM EXERCISE CLASS SCHEDULE
apdaparkinson.org/greaterstlouis
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EXCEEDS EXPECTATIONS!
Midwest Parkinson Congress

V I R T U A L

Thank you to everyone who made the 2020 Midwest Parkinson Congress a success. Over 1,300 people registered for the 
event, making it the largest Midwest Parkinson Congress ever – thank you to everyone who logged-on! We would like to 
thank our panel of esteemed speakers – Dr. Joel Perlmutter, Dr. Aesef Shaikh, Dr. Rebecca Gilbert, Dr. Jennifer Goldman 

and Dr. Tao Xie  -  for sharing their PD expertise with our audience, we are so grateful for their commitment to the PD 
community. Much appreciation goes to our loyal sponsors, without whom this event would not be possible:

APDA Community Resource Center
1415 Elbridge Payne Rd, Ste 150 | Chesterfield, MO 63017

Hours: 8:00 a.m. - 4:00 p.m. M-F
636.778.3377

www.apdaparkinson.org/greaterstlouis
www.facebook.com/

APDAGreaterStLouisChapter @ADPAStLouis YouTube.com/
APDAGreaterStLouisChapter

The printing and distribution of this newsletter was sponsored in part by Acorda Therapeutics

Help us
manage our expenses 

by letting us know when 
you move, if you want 

to be removed from 
the mailing list or if 

you’d rather receive an 
electronic version.

Just call 636.778.3377 
or email

apdastlouis@apdaparkinson.org
to keep us updated.

Thank you in advance 
for helping us spend our 

resources wisely!

CHAMPIONS

COLLABORATORS

PARTNERS

ADVOCATES

James and Alison Bates Foundation | JCA Charitable Foundation

Acadia Pharmaceuticals | Amneal | Yowa Kirin

Abbvie | Acorda Therapeutics | Adamas | Assistance Home Care 
Boston Scientific | Senior Helpers | US WorldMeds

Abbott | Bethesda | Continuum | Friendship Village | Health Alliance Medicare 
Lundbeck | Medtronic | Seniors Home Care | St. Louis Care Alliance 
Washington University in St. Louis School of Medicine Physical Therapy


