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Opening Session: MSA: An Overview
Horacio Kaufmann, MD is Professor of Neurology, Medicine and Pediatrics at New York University School of Medicine where he also holds the Axelrod Chair for Dysautonomia Research and directs the Dysautonomia Center.

Dr. Kaufmann received his medical degree from the National University of Buenos Aires in Argentina. After residency training in Internal Medicine, he completed Neurology residency and fellowship at Mount Sinai School of Medicine in New York City.

His research has focused on the function and dysfunction of the autonomic nervous system and its abnormalities in neurological disorders. The US National Aeronautics and Space Administration (NASA), the National Institute of Health (NIH), the US Food and Drug Administration (FDA), the Dana Foundation and the Dysautonomia Foundation, Inc have funded Dr. Kaufmann’s research.

Dr. Kaufmann has published over 150 peer-reviewed research articles including the first complete autopsy findings in patients with pure autonomic failure, establishing this disorder as a synucleinopathy related to Parkinson disease. He described the vestibulo sympathetic reflex in humans, a feed forward mechanism that helps maintain blood pressure during movement. Recently, he defined the autonomic phenotype of the Riley Day syndrome (Hereditary Sensory and Autonomic Neuropathy type III, or Familial dysautonomia) as a developmental disorder of the afferent neurons of the baroreceptor reflex. He was the principal investigator of multinational clinical trials that led to the approval by the US FDA

of two agents for the treatment of neurogenic orthostatic hypotension.

Dr. Kaufmann serves as the Editor-in-Chief of Clinical Autonomic Research. He lives in New York City with his wife, Lucy Norcliffe-Kaufmann PhD, and two children George and Dolores.
Dr. Lucy Norcliffe-Kaufmann is an Assistant Professor in Neurology and Neuroscience at New York University School of Medicine. She gained her PhD in autonomic physiology in England. She is currently the Associate Director of the NYU Dysautonomia Center, which focuses on research and treatment of rare autonomic disorders. She has been working in MSA clinical research for the past decade. 
Dr. Norcliffe-Kaufmann trained within the Autonomic Disorder’s Consortium and is a lead investigator in the Natural History Study of MSA; a global effort to unite the MSA research community. Her research work is funded by the MSA Coalition, the Dysautonomia Foundation, the National Institutes of Health, the Food and Drug Administration and the Michael J Fox Foundation. Dr. Norcliffe-Kaufmann lives in New York City with her husband and two children.
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Lucy Norcliffe-Kaufmann
Opening Session: Update on the global MSA registry (GLOMSAR)
Potential questions related to this presentation: 
How can I register in the GLOBAL MSA Registry?
The following link will direct you to a secure website where you can enter your information: https://natural-history-synucleinopathies.com/glomsar/
Why should I join the registry?
GLOMSAR is used to collect the contact information of patients living with MSA. It is a free contact registry that is managed by investigators in the Autonomic Disorders Consortium at New York University School of Medicine in collaboration with Vanderbilt University and the National Institutes of Health (NIH). Providing your contact information will enable us to email you to let you know about future clinical studies that you may be eligible to enroll it, local community events organized by MSA support groups, and give you the opportunity to participate in surveys that help us learn more about living with MSA. It is a way of staying connected to the MSA clinical research community. 
How will my information be shared?
Your contact information will be held in a secure place and not shared with anyone outside the NIH’s Rare Disease Clinical Research Network (RDCRN) or the Autonomic Disorders Consortium. You can opt not to share your contact information if you are concerned about your privacy. 
Additional information can be found at:
https://natural-history-synucleinopathies.com/glomsar/
https://dysautonomiacenter.com/2017/06/30/msa-online-survey-take-the-survey-and-share-your-experience/
https://contactregistry.rarediseasesnetwork.org/Registration/Registration/RegStart/3573
https://www.rarediseasesnetwork.org/cms/autonomic
Contact information:
Name: Lucy Norcliffe-Kaufmann, PhD

Institution: New York University School of Medicine, Department of Neurology. 

Website address: https://dysautonomiacenter.com
Email address: norcll01@nyumc.org

Phone number (for calls or texts): 212 263 7225
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Kellie Carson and Pamela DuVall
Workshop Title & Description: Diet Consideration and Swallowing Strategies
The speakers will provide an overview of Dysphagia, a swallowing disorder inherent to progressive diseases.  The functional and physical implications of Dysphagia including nutritional compromise and potential for respiratory infection will be discussed. Different assessments and treatment strategies will be reviewed.
Potential questions related to this presentation:
Attendees will be able to answer these questions after the workshop: 
1. How will I know when it is time to seek assessment for swallowing and how do I get a referral?

2. Which swallowing assessment will be most appropriate and why?

3. What are the treatment approaches for maintaining safe, efficient swallowing?
4. At what point should one seek a referral to a Registered Dietitian?

Additional information can be found at:
The Oley Foundation: oley.org
Web address for the digital version of your presentation:
N/A 
Contact information:
Name: Kellie Carson RD LDN CNSC 

Institution: Vanderbilt University Medical Center 

Website address:

Email address: Kellie.Carson@vanderbilt.edu
Phone number (for calls or texts): No phone calls please 
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Carol Rabideau, LCSW and Lisa Hale, LMSW
Workshop Title & Description: Practical Tips and Information on Disability Benefits, Advance Care Planning and Business Planning

Guidance will be offered on:  What is the difference between Social Security Disability Insurance (SSDI) and Supplemental Security Income (SSI), and am I eligible?  When and how do I apply for these benefits and what information do I need to provide?  What is a Compassionate Allowance? What is Advance Care Planning and when do I start the conversation?  What do all these terms mean and how to debunk the top ten myths and facts about health care advance directives!
Potential Questions are within the presentation 
Additional information can be found at:
https://www.americanbar.org/publications/bifocal/vol_37/issue_1_october2015/myths_and_facts_advance_directives.html 
secure.ssa.gov/apps6z/iAppeals/ap001.jsp 

For help with applying for disability benefits:  Caring Voices Coalition http://www.caringvoice.org

 HYPERLINK "http://www.caringvoice.org/"
/ 

Contact Information for the Social Security Administration:

· Call the Social Security  toll-free telephone number 1-800-772-1213. If you are deaf or hard of hearing, you can call us at TTY 1-800-325-0778.

· Call or visit your local Social Security office – important to make appointment first.
· Disability 

 HYPERLINK "http://www.ssa.gov/disabilityonline/"
Benefit Application
· Adult 

 HYPERLINK "http://www.ssa.gov/adultdisabilityreport/"
Disability Report
· Authorization 

 HYPERLINK "http://www.ssa.gov/online/ssa-827.pdf"
to Disclose Information Form
Contact information: 
Name: Lisa Hale LMSW and/or Carol Rabideau, LCSW




Institution: Vanderbilt University Medical Center Department of Neurology


Website address: 

Email address: lisa.m.hale@vanderbilt.edu;   carol.rabideau@vanderbilt.edu


Phone number (for calls or texts): 
Lisa Hale:  615-936-1924  Carol Rabideau:  615-936-5122
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Names: Valery Hanks, OTR/L, CPAM, C/NDT and Penny Powers, MS, PT, ATP
Workshop Title & Description: How Can Physical Therapy and Occupational Therapy help with MSA

Vanderbilt Medical Center’s Pi Beta Phi Rehabilitation team will discuss strategies for MSA patients and caregivers living with MSA.  They will discuss current insurance reimbursement regulations, introduce adaptive techniques, equipment, and provide helpful tips to aid in staying as independent as possible. The therapist will address safety concerns with recommendations for home modifications, as well as identifying and utilizing resources. 
Potential questions related to this presentation: 
1. What type of equipment might be useful for MSA?

2. What will my insurance cover?

3. When should I consider asking my doctor for a referral for therapy services?
Additional information:
We plan to have a handout available at the conference with reference materials.
Web address for the digital version of your presentation: 
Contact information:
Name: Valery Hanks, Penny Powers

Institution: Vanderbilt Medical Center Pi Beta Phi Rehabilitation

Website address: https://www.vanderbilthealth.com/billwilkerson/28733
Email address: valery.hanks@vanderbilt.edu, penny.powers@vanderbilt.edu
Phone number (for calls or texts): 615-389-8573 (Valery’s cell)
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Bree Leidy, RN
Workshop Title & Description: Urology needs and treatment options in the MSA population.

Urology nurse offering insight into what to expect, and strategies for management of urinary issues in patients with neurogenic bladder, and what that means for the MSA population.
Potential questions and the responses related to this presentation: 
Q: My doctor put me on a daily antibiotic to keep my UTIs from coming back, is that safe for me?  

A: I would have a conversation with your doctor to discuss it further.  You want to make sure that your recurrent UTIs were not just baseline bladder dysfunction that could have been treated with medications, Botox, or catheterization.  Overuse of antibiotics cause resistance, which will come in to play when you need an antibiotic the most, cause other types of infections, and help grow the crisis of multi-drug resistant bacteria. 
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4378521/ 

Q:  Are there any treatment options that I can do at home?

A:  There are things you can do at home that will help your bladder symptoms, but you will eventually need medical treatment as your disease progresses.  Some things you can do at home: avoid excessive amounts of bladder stimulants (spicy foods, citrus, chocolate, caffeine), drink plenty of water to keep urinary system flushed out (but avoid large amounts before bed), work on bladder training (timed voiding, delayed urination, double-void technique), maintaining a healthy weight.  Be careful of any over-the-counter supplements, we don’t always know what is in them.
http://sufuorg.com/docs/oab/oab-pelvic-floor-muscle-training.aspx 
http://sufuorg.com/docs/oab/oab-food-and-drink.aspx 

Q:  How do I find out more about the different types of catheters to see what is right for me?

A:  There are many different brands and types of catheters.  I have found this company to make the catheters that I like the best.  You can go on their website and request samples to trial different catheters. 
https://www.coloplast.us/products/bladder-bowel/
Additional information can be found at:
http://urologyhealth.org/urologic-conditions/neurogenic-bladder
http://sufuorg.com/resources/patients.aspx 
Web address for the digital version of your presentation:
Contact information:
Name: Bree Leidy


Institution: Vanderbilt University Medical Center

Website address: 

Email address: brianne.leidy@vanderbilt.edu 
Phone number (for calls or texts): 
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Candy Welch

Candy Welch, is a current Board Member of Brain Support Network (BSN), headquartered in Menlo Park California. BSN’s first mission is to make brain donation easy for families (in the United States and Canada) that want to donate a loved one’s brain. BSN has organized the donation of 400 brains to research for treatments and cures for neurodegenerative diseases.

Candy joined Brain Support Network in 2005 because there wasn't much information and support for people dealing with MSA and became the first caregiver meeting facilitator for BSN's MSA caregiver group. Since joining BSN Candy has personally worked with more than 50 MSA caregivers and their families dealing with the struggles of this difficult disease.

Candy cared for her husband, Bob, who was diagnosed with probable MSA at Vanderbilt by Dr. Robertson and his team in December 2002. Before he died, Bob generously made the decision to donate his brain upon his death for research. The brain donation report confirmed his MSA-P and MSA-C diagnosis. Bob's hope was that by donating his brain he could contribute to the fight against MSA. She has continued to volunteer as primary support group organizer, support group MSA discussion facilitator, BSN and BSN Event Coordinator.    
Workshop Title & Description: Practical Planning


Guidance will be offered on how to file for disability insurance, plan for caregiving and financial needs, prepare for advanced directives/living wills, last wills, and brain donation arrangements. 
Potential questions and primary resource related to this presentation:
Why consider Brain Donation?

When to consider Brain Donation?

What is the Brain Donation process?
Additional information can be found at: www.brainsupportnetwork.org 
Web address for the digital version of your presentation:

Contact information:
Name: Candy Welch

Institution: Brain Support Network (BSN)

Website address: www.brainsupportnetwork.org 

Email address: candy.welch@brainsupportnetwork.org 
Phone number (for calls or texts):650-218-5858
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Sarah Martin McConnell 
Workshop Title & Description: Music: A Powerful Path for Transformation

Research as well as anecdotal evidence shows over and again that, when all else fails, music transcends. When those struggling with the debilitating effects of disease can no longer express themselves – and when caregivers and others are so frustrated by the inability to connect with their loved ones that they want to sit down and cry – shared music is a vehicle for overcoming the despair. It provides opportunity for having fun together, for participating in a mutually-enjoyable activity, for triggering memory, expressing emotions and drawing loved ones, friends and families closer together. 
Additional information can be found at:
www.brainvolts.northwestern.edu
www.nextavenue.org/music-and-the-mind/
www.nextavenue.org/when-music-becomes-your-medicine/
blog.alzheimers.org.uk/personal-stories/alex-dementia-friend/
http://www.sciencedirect.com/science/article/pii/S0149763413001930 
Contact information: 
Name:  Sarah Martin McConnell
Organization:  Music for Seniors
Website address: www.musicforseniors.org
Email address: sarah@musicforseniors.org
Phone number (for calls) 615-330-1937 
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2017 Patient Caregiver Conference

October 13 & 14

Nashville Airport Hotel
Nashville, Tennessee
Name: Sarah Whyte
Workshop Title & Description: Speech and Communication strategies for Multiple System Atrophy (MSA): A guide to Augmentative and Alternative Communication and Assistive Technology

“This presentation will discuss speech and communication changes in Multiple System Atrophy (MSA). Speech Production strategies and augmentative and alternative communication devices will be introduced and demonstrations will be provided.  These will include both low tech and high tech options for augmentative and alternative communication.  This presentation will also introduce techniques and devices for assistive technology and alternative access methods. Resource handouts will be provided.”
Potential questions related to this presentation:
1. What types of speech strategies can be used to help speech sound clearer?


a. Will be covered during oral presentation

2. What types of supports can be used to augment speech production?


a. Will be covered during oral presentation

3. What types of low tech and high tech Augmentative and Alternative Communication systems can be used to supplement speech production


a. Will be covered during oral presentation 
Additional information can be found at:
Multiple websites for DIY communication supports or purchase will be provided as well as a handout of specific communication apps for download.
Web address to which attendees can go for the digital version of your presentation:

Contact information:
Name: Sarah Whyte
Institution: Vanderbilt University: 

Website address: 

Email address: sarah.e.whyte@vanderbilt.edu
Phone number (for calls or texts): 615 936 5054
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Daniel Claassen, MD
Workshop Title & Description: Doctor, I’m Dizzy! Is This My Multiple System Atrophy?
Understanding Neurogenic Orthostatic Hypotension

This presentation is intended to provide general information on the condition of Neurogenic Orthostatic

Hypotension (nOH). The definition of nOH, causes, symptoms, diagnosis and management options will

be covered. In addition, a person living with MSA and nOH, along with their care partner, will share

their story and journey of living with this condition.
Potential questions related to this presentation:
1. What are the symptoms of nOH?

2. How does a physician diagnose nOH?

3.What are some ways the symptoms of nOH are managed?
Resources: 
www.multiplesystematrophy.org

www.mayoclinic.org
www.ninds.nih.gov
Additional information can be found at:
www.multiplesystematrophy.org

www.mayoclinic.org
www.ninds.nih.gov
Web address for the digital version of your presentation:
N/A
Contact information:
Name: Daniel Claassen

Institution:  Vanderbilt University Medical Center 

Email address: Daniel.claassen@vanderbilt.edu
Phone number (for calls or texts):  615 936 1007
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2017 Patient Caregiver Conference

October 13 & 14

Nashville Airport Hotel
Nashville, Tennessee
Name: Daniel Claassen

Workshop Title & Description: Motor symptoms of MSA: Treatment management and current research

Potential questions related to this presentation: 
How can I tell if levodopa is working?

How do I tell if falls are related to blood pressure or not?

Website address: https://ww2.mc.vanderbilt.edu/cmg/39847 

Contact Information: 
Name: Daniel Claassen

Institution:  Vanderbilt University Medical Center 

Email address: Daniel.claassen@vanderbilt.edu
Phone number (for calls or texts):  615 936 1007
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2017 Patient Caregiver Conference

October 13 & 14

Nashville Airport Hotel
Nashville, Tennessee
Name: Amanda Peltier, MD MS

Workshop Title & Description: Updates in Management of Multiple System Atrophy.

Contact information:
Name: Amanda Peltier, MD MS

Institution: Vanderbilt University Medical Center

Website address: https://ww2.mc.vanderbilt.edu/adc/4775 

Email address: Amanda.peltier@vanderbilt.edu 

Phone number (for calls or texts): 615-322-2318
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Cyndya Shibao
Workshop Title & Description: Atomoxetine Study Findings
Brief Biography: Cyndya A. Shibao, M.D., MSCI is an Assistant Professor in the Department of Medicine at Vanderbilt University Medical Center.  Dr. Shibao completed an Internal Medicine Residency, a fellowship in Clinical Pharmacology and a Masters of Science and Clinical Investigation degree at the Vanderbilt University School of Medicine.  

As a faculty member of the Division of Clinical Pharmacology, Dr. Shibao has played a pivotal role in the discovery of new treatment strategies for patients with rare diseases that affect the autonomic nervous system.  She discovered that blocking the norepinephrine transporter receptor with the selective inhibitor, atomoxetine, enhanced sympathetic activity, increased upright blood pressure and improved symptoms in neurogenic orthostatic hypotension. This is a novel therapy for this orphan disease; she was funded by the FDA, Office for Orphan Drug Development and is currently leading the national effort to repurpose atomoxetine for the treatment of neurogenic orthostatic hypotension. 
Dr. Shibao is a Board member of the American Autonomic Society and Fellow of the American Heart Association. 
INSTRUCTIONS FOR PATIENTS WITH ORTHOSTATIC HYPOTENSION


DIET 
Please drink two large glasses of water (16 oz.) as soon as you awaken each morning. Drink water additionally before you anticipate walking or standing for 15-minute intervals or longer. Eat a moderately high sodium diet. Try to avoid large meals, eat smaller amounts more often. Coffee and tea contain caffeine, which may help increase blood pressure. Try to avoid scheduling activities for one in two hours after meals. 
PHYSICAL ACTIVITY 
You may do as much as you are able to tolerate. It is harmful to you and your autonomic nervous system to remain in bed during the day. If you feel tired, it is better to rest in a chair. Exercise daily by stretching and toning exercises in a chair or in bed. 
HOT ENVIRONMENTS 
Avoid hot environments, including saunas, hot tubs, and hot baths. Plan activities around the cooler times of the day if you work outside. Heat causes your blood vessels to expand and pool blood in your legs, which decreases your blood pressure. Keep your home temperature comfortable but not too warm. 
AVOID OVER-THE-COUNTER (OTC) MEDICATIONS 
Cold and allergy medicine, appetite suppressants (like Dexatrim) and medicines for pain and arthritis frequently contain compounds that can increase your blood pressure. It is all right to take the following: Acetominaphen (Tylenol) for a fever pain or headache. Maalox, Mylanta, Tums, or any antacid is okay for indigestion. For diarrhea, Pepto-Bismol or Kaopectate are fine. You may use Metamucil or Dulcolax (bisacodyl) for constipation. 


COMPRESSION STOCKINGS 
Compression stockings (30 – 40 mmHg) may be of benefit to you when you are standing for a period of time. Do not wear them if you will be going to take a nap or when you lie down. These can be purchased in many Medical Supply shops.

ELEVATE HEAD OF BED 
You need to sleep with the head of the bed elevated 5 – 10 degrees. This will help you decrease your blood pressure when you are lying down.
URINE RETENTION
Remember to check your post-void residuals periodically. If you have 200 ml or more in your bladder after you void, you should do the in and out self-catheterizations four times a day.
SICK 
Expect to have more symptoms when you have the flu, diarrhea or a viral illness or a fever. During that time, get plenty of rest and increase your salt and fluid intake.
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee

Name: Landrew Sevel, PhD
Workshop Title & Description: Mind-body practices to modulate autonomic tone for chronic disease

Mind-body practices focus on the interaction of the brain, mind, body, and behavior with the intent to affect physical and mental functioning and promote health. A key mechanism for mind-body practices is changes in the autonomic nervous system. Mind-body practices produce changes in sympathetic and parasympathetic tone which has effects throughout the body. These changes have the potential to improve health and reduce chronic disease burden.
Potential questions related to this presentation: 

4. For what conditions may mind-body practices be considered?

5. How do individuals with physical or mental limitations practice mind-body practices?

6. Where can people learn mind-body practices?
Resources:
1. https://nccih.nih.gov/health/mindbody
2. https://www.vanderbilthealth.com/osher/
3. https://www.oshercollaborative.org/
Additional information can be found at:
Web address for the digital version of your presentation or other related work:

Contact information:
Name: Landrew Sevel

Institution: Vanderbilt University Medical Center

Website address: https://www.vanderbilthealth.com/osher/ 

Email address: Landrew.s.sevel@vanderbilt.edu 
Phone number (for calls or texts): 615-875-9964
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2017 Patient Caregiver Conference

October 13 & 14
Nashville Airport Hotel
Nashville, Tennessee
Name: Vikram Khurana, MD PhD
Workshop Title & Description: Basic Research Advances for MSA
Multiple system atrophy (MSA) is a devastating neurologic disorder, currently without preventative or disease-modifying strategies. The recognition that MSA shares key pathologies with the much more common disease, Parkinson’s disease, has tremendously galvanized basic, preclinical and clinical efforts in the MSA field. We will outline the tremendous progress in MSA research, and the opportunities and challenges ahead. Topics we will survey inclide: new insights into mechanisms of alpha-synuclein misfolding and propagation in MSA; advances in the genetics and gene-enviroment interactions that underlie MSA; stem-cell based modeling and therapeutic advances in the MSA field; novel insights into the role neuro-inflammation may play in disorders such as MSA.

Potential questions related to this presentation: http://khuranalab.bwh.harvard.edu   

Web address for digital version of presentation: http://khuranalab.bwh.harvard.edu/our-research/  

Contact information: 

Name: Vikram Khurana

Institution: Brigham and Women's Hospital and Harvard Stem Cell Institutes

Website address: http://khuranalab.bwh.harvard.edu   

Phone number (for calls): 617 525 5504

