2002 Spastic Paraplegia community events - for PLS and HSP patients and loved ones

One of the focuses of the spastic paraplegia community (a community serving primary upper motor neuron disorders PLS and HSP) is to organize opportunities for patients and loved ones to gather to learn and help one another as well as hear from experts.  There are a variety of formats, including large conferences featuring top experts, smaller conferences with local experts, support lunch or dinner gatherings for patients and loved ones and social outings.  We are also involved in two monthly support groups that are open to people with other neurodegenerative conditions as well as PLS and HSP.

Here’s a chronicle of 2002 completed and pending events:

February, Tampa, FL. Patient Connections Lunch

Twelve people gathered for a delightful luncheon at a Ramada Inn.  Illness unfortunately kept another three people away.  The event started with a round-table allowing everyone to share PLS or HSP stories as well as answer a get-to-know-you question for fun: “what is the one secret that most people don’t know”.  Packets of educational and informational materials were distributed and everyone filled out a card indicating his/her “burning question”.  Cards were read and individuals shared their experiences and recommendations.  Most of the discussion revolved treatment modalities and understanding the similarities and differences between PLS and HSP.  It was the first opportunity for many to meet others, and hopes were high for a future meeting. (A meeting is scheduled in Ft. Lauderdale, Feb/03)

March, Ann Arbor, MI. Dinner with the Experts, Research Laboratory Tour

A dinner gathering featuring Joan Mathay, R.N. and John Fink, M.D. of the University of Michigan PLS and HSP clinic and research laboratory brought twenty people from five states together at the Weber’s Inn.  Everyone enjoyed sharing stories and getting input from others as well as the experts.  One of the round table questions – “What is the #1 best thing you do for yourself?” - provided a great opportunity to get motivated and set some personal goals.  Packets of educational and informational materials were distributed.  The next morning featured a tour of Dr. Fink’s research laboratory where individuals could witness cutting edge research in action to help find the cure for PLS and HSP. 
March, Indianapolis, IN.  Patient Connections Dinner

Twenty people joined for dinner and an evening of sharing at the Adam’s Mark hotel.  There was a terrific introductory round robbin where everyone shared information about their diagnosis, symptoms, and treatment.  The round robbin question, “What is the #1 best thing you do for yourself” was presented, with everyone enjoying listening to the various responses.  Packets of educational and informational materials were distributed.  Those in the immediate Indianapolis area plan to meet regularly. 

March, Ladner, BC, Canada.  Patient Connections Dinner

Five people gathered for the first Canadian Patient Connections for a low-key, friendly dinner.  Lots of sharing took place, with a major discussion around difficulties getting a diagnosis and various treatment methods.  The small but mighty group hopes to have regular meetings and do outreach to other Canadians.  The group feels that it is difficult to find experts knowledgeable about primary upper motor neuron disorders in Canada. 

April, Seattle, WA.  Lunch with the Experts 

Twelve individuals from several states and Canada enjoyed a luncheon at the Sante Fe restaurant featuring Thomas Bird, M.D., Department of Neurology, University of Washington.  Attendees enjoyed swapping stories and getting real-life experience input from others.  Dr. Bird answered numerous questions about treatment and cutting edge research in finding the cure.  He conducts research on finding the cure for upper motor neuron degeneration.

April, Long Island, NY, Spastic Paraplegia Conference for HSP and PLS

Fifty people from nine states attended an informative national conference with non-stop presentations.  The event featured keynote speaker John K. Fink, M.D., U. of Michigan, leading investigator and clinician for PLS and HSP.  Local presenters were Mark Gudesblatt, M.D., a neurologist with extensive experience with PLS and HSP from South Shore Neurologic Associates; Joe Vlavka, P.T., Brookhaven Memorial Hospital; and Linda Bollinger, P.T., United Cerebral Palsy.  Topics were symptoms, diagnosis criterion, physiology, treatment, and research as well as assistive technology.  A Medtronic representative was available to discuss the Baclofen pump.  The weekend also offered a Friday night arrival dinner and Saturday night Farewell Dinner for people to have plenty of time to chat with others.  More than twenty people attended each dinner.

May, Chelmsford, MA: Luncheon Conference

Twenty people gathered on a beautiful spring day at Skip’s Restaurant for a luncheon conference featuring Jo Ann Moriarity-Baron, P.T., expert on physical therapy for movement disorders.  The afternoon began with a sharing roundtable and updates on community initiatives.  Educational and information materials were available and the SPF Awareness Quilt was exhibited.  Jo Ann presented a comprehensive program, stressing how individual the treatment modalities must be developed to meet very individual needs.  Everyone is different, as much as they share spasticity, weakness, and balance difficulties.  She demonstrated a number of great stretch routines and movement tips and helped the group try them out on their own.  The big hit was a technique to get up out of a chair easier – just hold your arms straight out in from of you and raise them as you raise your body. 

June, Cleveland, OH, Patient Connections Dinner

Seven people gathered at the Cleveland Holiday Inn restaurant for a low-key dinner featuring lots of sharing and instant bonding.  For some, it was the first time meeting somebody else who had a similar disorder.     

July, Salt Lake City, UT, Lunch with the Experts, Research Laboratory Tour

Twelve people, including one from NV and one from MA, swapped stories over a delicious Italian lunch at Tucci's restaurant featuring Kevin Flanigan, M.D., expert on motor neuron disorders, and lab technician Emily Malouf, both from the University of UT research laboratories.  Most of the discussion was sharing individual stories of symptoms and diagnosis.  Emily's undergraduate thesis research under Dr. Flanigan resulted in the discovery of a new HSP gene locus.  She and Dr. Flanigan talked about how making animal models of genes that cause neurodegeneration would hopefully lead to development of drugs to fix the biochemical process that has gone awry.  After lunch, the group drove over to the laboratory for a fascinating tour of a research lab.  

July, Memphis, TN, Quest for the Cure Conference Weekend

The national conference featured John K. Fink, M.D., U. of MI, leading investigator and clinician for PLS and HSP, who spoke at length about primary upper motor neuron disorders – their symptoms, classification, what’s happening in the body, and research for a cure.  Other presenters included Mark LeDoux, M.D., U. of TN, who spoke about treatment (primarily drugs for spasticity), and Audrey Zucker-Levin, PT, U. of TN, and Ann Lindberg, OT, Germantown Rehabilitation Hospital, who spoke about physical therapy modalities and daily living aids.  Additionally, Christy Hamilton from Handicap Unlimited set up a huge display of assistive devices including as assortment of various wheelchairs that people could try out.  

More than 80 people traveled from seventeen states and Canada for the conference as well as weekend social weekend events that provided plenty of time to meet others and share stories.  About half the attendees arrived Friday night to enjoy dinner and chat and a good crowd headed out Saturday evening on a delightful dinner cruise on the Mississippi River.  There was also an outing to Graceland on Sunday morning, which four people enjoyed. 

September, Austin, TX, Dinner with the Experts

Seventeen attendees gathered at the Brick Oven restaurant for a Patient Connections dinner and physical therapy presentation and demonstration provided by Shawn Goodman, PT.  A lively round table discussion to share stories and treatments was enjoyed by all.  Educational and information materials were available.  Additionally, an award was presented to the Austin Windsurf Club for running the first local fundraiser for the SPF (raised $700).  

September, Pasadena, CA: Patient Connections Lunch

Three people gathered for a lovely chatty lunch in Beale’s Cafeteria.  There was instant bonding and extensive sharing of stories and experiences.  The group is anxious to attend a conference in San Francisco to be scheduled for spring 2003. 

September, Boise, ID, Lunch with the Experts

Ten people joined at the Elks Rehab Hospital to share and learn from one another and hear from Robert Friedman, M.D., Physical Medicine.  Dr. Friedman is also the medical director of Elks Hospital. It was a very lively and information afternoon and plans were made to meet annually. 

September, Chesapeake, VA, TeamWalk Conference
The 2002 TeamWalk weekend featured a Saturday conference with several expert presentations as well as plenty of social time.  Thirty people from numerous states attended.  The morning provided plenty of time to meet and talk to others, as well as featured a representative from Medtronics who talked about the Baclofen pump.  The afternoon held the formal presentations with Jan Henderson, PT, providing a discussion and demonstration on the full range of orthotic devices; Attorney Eric Bauman giving an overview on tips for applying for disability and Peter Gaskell, PA-C, Duke University, presenting a comprehensive program on HSP and PLS. Additionally, 

The SPF Awareness Quilts were displayed and there were plenty of educational and informational materials available.  The local ABC news affiliate arrived and ran a feature on the conference and TeamWalk that evening on the news.  There was a lot of excitement to watch it on television!  A good group of people went out for a seafood dinner on the coast while others gathered for dinner at the hotel and yet others went their own ways.  The conference day was a great prelude to the fabulous TeamWalk held the next day. 

September, Boston, MA, Patient Connections Lunch and outing to the Abilities Expo 

Six people met for a low-key lunch gathering and outing to the Boston Abilities Expo.  The Abilities Expo is an annual exhibit of products and services for people with disabilities.  The event also features a large number of free workshops, with the group enjoying one on Chair Exercises.  Other workshops included presentations on claiming disability, parenting, car hand controls, speech aids, lifts, maneuvering the health care system, and others.  

October, Baltimore, MD

On October 16, 2002, the first Baltimore Patient Connections Dinner was held.  Fifteen people attended including Dr. Fink. Individuals shared their personal stories of diagnosis and symptoms.  Dr. Fink highlighted how many different types of HSP and PLS there are.  He also updated the group on current research efforts. 

November, Chelmsford, MA, Luncheon Conference

Thirty people attended a luncheon conference featuring Beverly Wedda, M.D. and Susan Sullivan, R.P. on “Reflexology and other Alternative Healing Methods”.  There was also a terrific roundtable with individuals sharing their various treatment programs including medications, PT, exercise, alternative therapies, stress reduction, and other techniques.  Everyone went away with lots of things to consider in treatment for HSP/PLS. 

Upcoming:

November 23, San Mateo, CA, Patient Connections Lunch and outing to the Abilities Expo

December, Statham, GA, Patient Connections Lunch

Lunch gathering for patients and family members. 

Monthly Support Groups:

Bi-monthly support group, Ann Arbor, IN

There is a bi-monthly support group meeting for PLSers, HSPers, and others with rare disorders (most attendees are PLSers and HSPers) every second Friday of the month from 6:30 pm - 8:30 pm at the Cancer Center Geriatrics Center, University of Michigan.  Drop-ins are welcome.  Call Joan Mathay, R.N., for information: 734-936-3087

Monthly support group, Norristown, PA

There is a monthly support group meeting for people with various neurodegenerative disorders on the second Saturday of each month from 10:00 a.m. - 12:30 p.m. at the Mercy Suburban General Hospital.  Drop-ins are welcome. Contact Liz for more information:  Lizout@aol.com

