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Executive Summary: Spasticity Summit 
Meeting Overview 
On December 2–3, 2024, the American Academy of Physical Medicine and Rehabilitation 
(AAPM&R) convened a diverse group of spasticity experts, including physical medicine and 
rehabilitation (PM&R) physicians, clinical experts, patient advocates, payers and industry 
representatives at the Hilton Hotel Rosemont/O’Hare in Rosemont, IL. The program 
featured Mr. Jamele Greenwood, an individual living with spasticity, who shared his 
perspectives through recorded interviews, discussing the challenges and opportunities he 
experienced during his treatment journey. The discussions focused on advancing care for 
individuals with spasticity by addressing key challenges facing patients with spasticity, 
including access to care, clinical expertise and reimbursement, through collaborative 
discussions and shared experiences. 
 
Building on insights from the 2022 AAPM&R Spasticity Summit, the program, facilitated by 
Doug Diefenbach and led by Summit Co-chair Dr. Christina (Tina) Kwasnica, featured 
personal storytelling, interactive breakout sessions, and group reports to develop 
actionable solutions. The Summit was Co-chaired by Dr. Atul Patel who was unable to 
attend the Summit. Through two breakout sessions and full group discussions, the summit 
highlighted practical solutions to overcome barriers and improve and enhance the quality 
of life for individuals living with spasticity. 
 
Key Themes and Takeaways 
The 2024 AAPM&R Spasticity Summit brought together diverse stakeholders to identify 
critical challenges and propose actionable solutions to improve spasticity care. 
Discussions focused on three key areas—access to care, education and expertise, and 
reimbursement and policy—each representing significant barriers that impact patients, 
caregivers, and providers. Participants emphasized the importance of well-informed, 
experienced healthcare providers and patient empowerment as pivotal elements in driving 
meaningful change. Key points from the summit are outlined below. 
 

• Access to Care: 
o Spasticity care remains underutilized due to systemic challenges in access, 

particularly in rural and underserved regions. 
o Solutions may include expanding educational and training opportunities, 

integration of technology solutions, and establishing regional centers of 
excellence modeled after stroke centers, complemented by mobile 
spasticity clinics to bring care directly to underserved communities. 
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• Education and Expertise: 
o Spasticity is an underdiagnosed condition due to the lack of expertise among 

healthcare providers. 
o The limited number of spasticity fellowships and specialized training limits 

the availability of expert care.  
o Expanding training opportunities for residents, advanced practice providers 

and interdisciplinary fellows (fellows whose training involves collaborating 
with other medical disciplines) is essential. 

▪ “With only three spasticity fellowships in the country, we need to 
invest in training programs to build a sustainable workforce.”  
– Summit Stakeholder 

 
• Reimbursement and Policy: 

o Prior authorization (PA) requirements and inadequate coding descriptions 
hinder timely and equitable access to spasticity care. Advocacy is critical to 
simplifying PA processes and ensuring coding frameworks capture the full 
scope of spasticity. 

▪ “The burden of prior authorizations on clinical practice wastes 
resources for both providers and payers, delaying treatment for 
patients.” – Tina Kwasnica, MD, FAAPMR 

o The lack of evidence-based treatment guidelines and population-based 
studies impacts clinicians’ ability to personalize treatment strategies and 
adjust neurotoxin dosage based on individual patient needs. 
 

• Patient and Caregiver Support: 
o Optimal spasticity care significantly improves quality of life, enabling 

patients to remain functional, independent, and productive. Advocacy efforts 
should amplify patient stories to influence policy and public awareness. 

▪ “The pump helped me get my bachelor’s degree and my master’s 
degree. This treatment helps people live as normal a life as possible.” 
– Jamele Greenwood, patient with spasticity 
 

• Lived Experiences and Patient Empowerment 
o Highlighting lived experiences is a critical tool to advocate for spasticity care 

at various levels to influence healthcare systems, payers and legislators. 
o Treatment of spasticity is a lifelong journey, underscoring the importance of 

continuity of care and empowering patients to achieve their treatment goals 
and enable them to reach their potential as productive members of society. 

o Physicians and patients need to be on “a path of discovery” to understand 
patients’ needs and desires and personalize treatment approaches to 
achieve their goals. 
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Breakout Group Insights and Next Steps 
Summit attendees had two breakout sessions. The first breakout session emphasized 
building awareness on the challenges with identifying and treating spasticity among 
current and future patients, caregivers, healthcare providers, payers and legislators by 
leveraging personal stories to create effective communication strategies. The second 
breakout session focused on addressing spasticity care challenges by identifying impactful 
changes related to access, clinical expertise and reimbursement while exploring strategies 
for implementation and collaboration. 
 

1. Patients and Caregivers: 
o Address barriers like transportation and co-pays to improve equitable 

access. 
o Implement peer mentorship programs to empower and inspire patients and 

caregivers. 
o Increase outreach to highlight the treatability of spasticity and encourage 

care-seeking. 
2. Providers: 

o Standardize clinical guidelines and enhance training to expand workforce 
expertise. 

o Promote PM&R as the go-to specialty for spasticity management. 
o Advocate for Regional Centers of Excellence to deliver comprehensive 

spasticity care. 
3. Payers and Legislators: 

o Simplify prior authorization (PA) requirements and highlight cost-
effectiveness of early intervention. 

o Collaborate with advocacy groups to educate legislators on patient 
challenges. 

 
 
Actionable Next Steps 

• Build workforce capacity by investing in fellowships, interdisciplinary training and 
mentorship to grow expertise. 

• Simplify PA processes, update ICD-10 codes, and align reimbursement with 
evidence-based care. 

• Amplify patient voices by using patient stories to drive advocacy and highlight the 
impact of spasticity care. 

• Leverage data and emerging AI tools to document patient-reported outcomes 
(PROs) and demonstrate treatment value. 

• Expand access by establishing regional centers of excellence and mobile clinics for 
underserved areas. 
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Attendees  
Spasticity Summit Attendees (in alphabetical order) 
 
Christina (Tina) Kwasnica, MD, FAAPMR 
Acting chair, Department of Physical Medicine and Neurorehabilitation 
Barrow Neurological Institute 
Summit Co-chair 
 
Atul Patel, MD, MHSA, FAAPMR (Was not able to attend.) 
Chief Medical Officer 
Kansas City Bone and Joint Clinic 
Summit Co-chair  
 
Linda Barbour, MD 
Consultant 
Barbour Medical Consultants 
 
Zachary Bohart, MD, FAAPMR 
Assistant Professor 
Tufts Medical Center and University Orthopedics 
 
Joe Burris, MD, FAAPMR 
Professor of PM&R, Chair University of Missouri PM&R 
University of Missouri 
 
Claudia Campos, MD, FACP 
Contractor Medical Director 
WPS Health Solutions 
 
Matt Cross, PhD 
Associate Director, HCP Marketing 
AbbVie 
 
Doug Diefenbach, Facilitator 
Diefenbach Communications Strategies  
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Attendees, continued  
Marc Duerden, MD 
Medicare Contractor Medical Director 
National Government Services 
 
Steven R. Flanagan, MD, FAAPMR 
Professor and Chair of Rehabilitation Medicine 
NYU Grossman School of Medicine 
 
Carolyn Geis, MD, FAAPMR 
Physiatrist 
Brooks Rehabilitation 
 
Jamar Haggans, MS, OTR/L, CPHQ 
Director of Quality 
American Occupational Therapy Association (AOTA) 
 
Richard L. Harvey, MD, FAAPMR 
Clinical Chair Brain Innovation Center 
Shirley Ryan AbilityLab 
 
Yasser Heakal, PhD, MBA, MS, RPh 
Medical Writer 
Nascent Medical 
 
Kimberly Heckert, MD, FAAPMR 
Director of Spasticity Management, Clinical Associate Professor, Thomas Jefferson 
University 
Thomas Jefferson University 
 
Helen Hoenig, MD, MPH 
Rehabilitation & Extended Care Lead, Durham VA Health Care System; Professor of 
Medicine (Geriatrics), Duke University School of Medicine 
American Geriatrics Society 
 
Madison Jensen 
Senior Market Development Manager 
Medtronic  
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Attendees, continued  
Reema Kaloti, PharmD 
Associate Director, TNT 
AbbVie 
 
Traci Kinunen, COC, PACs 
Key Account Reimbursement Manager 
Merz Therapeutics 
 
Randy Lott 
Area Sales Director – West 
Merz Therapeutics 
 
Sachin Mehta, MD 
Medical Director - Neurorehabilitation 
Franciscan Health Indianapolis 
 
Michelle Nelson, PhD 
Vice President 
World Stroke Association 
 
Michael Pellegrino, PhD, BCMAS 
Director EAST Area US MSL Team 
Merz Therapeutics 
 
Elham Rahbar, MBA 
Associate Director, Marketing (Botox Therapeutics) 
AbbVie 
 
Lisa Ruppert, MD, FAAPMR 
Associate Attending Physiatrist/Fellowship Program Director 
American Spine Injury Association 
 
Divya Singhal, MD, FAAN 
Service Chief, Spinal Cord Injury & Disorders Service Line 
American Academy of Neurology 
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Attendees, continued  
 
Daniel Taut, MBA 
Marketing Director, BOTOX SMD 
AbbVie 
 
Anna Taylor, MS 
National Senior Lead, Stroke 
American Stroke Association 
 
Monica Verduzco-Gutierrez, MD, FAAPMR 
Professor & Chair, Rehab Medicine 
UT Health San Antonio 
 
Chris Watters 
Vice President, Franchise Head, Neuroscience Business Unit 
Ipsen Biopharmaceuticals  
 
Mary Zeigler, MSPAS, PA-C 
Medical Science Liaison 
Pacira Biosciences, Inc. 
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Attendees, continued  
 
AAPM&R Staff 
Tracy J. Sereiko, MBA, CAE 
Chief Executive Officer & Executive Director 
 
Meredith Ablao 
Coordinator, Quality and Research Initiatives 
 
Megan Brunner, MBA 
Associate Executive Director, Marketing and Membership 
 
Melanie Dolak, MHA 
Associate Executive Director, Health Policy & Practice Services 
 
Carolyn Millett 
Director, Reimbursement and Regulatory Affairs 
 
Kavitha Neerukonda, JD, MHA 
Associate Executive Director, Quality and Research Initiatives 
 
Natalia Opoka 
Coordinator, Corporate Support  
 
Sharon Popielewski  
Associate Executive Director, Business and Resource Development  
 
Sara Rossi-Statis, CGW 
Director, Corporate Support  
 
Meghan Strubel 
Manager, Corporate Support  
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Summit Agenda 
 

Time Session Title Description 
8–8:15 am WELCOME – STATUS 

FROM CHAIR 
Dr. Kwasnica will kick off the session with a welcome 
and status update, followed by an introduction to 
Summit facilitator Doug Diefenbach. The agenda will 
be reviewed, building on insights from the 2022 
summit to address ongoing challenges.  

8:15-8:45 am 
 

SELF-
INTRODUCTIONS BY 
PARTICIPANTS 
 

Please introduce yourself by sharing your name, the 
organization you represent and whether you 
attended the previous Spasticity Summit. 
Additionally, if applicable, describe one thing your 
organization is doing to address a challenge related 
to spasticity care. Attendees, please be prepared to 
share with the larger group. 
 

8:45–9 am SPASTICITY’S 
“FLYWHEEL OF 
CHANGE” 

Summit facilitator Doug Diefenbach will revisit key 
challenges and opportunities from the 2022 Summit, 
setting the stage for collaborative discussions on 
addressing spasticity care challenges.  

9-9:45 am 
 

THROUGH THE 
LENS OF CARE: 
UNDERSTANDING 
THE POSITIVE 
IMPACT ON 
INDIVIDUALS 
 

Individuals will have the opportunity to share a 
personal story highlighting how their role in spasticity 
care has positively impacted someone's life. Whether 
you are a healthcare provider, a payor, someone with 
lived experience or part of an organization, your 
unique perspective is valuable in illustrating the 
meaningful difference we can make in the lives of 
those affected by spasticity. Attendees, please be 
prepared to contribute a positive story. 
 

9:45–10 am BREAK 
 

10-11 am 
 

BUILDING 
AWARENESS 
AMONG PATIENTS 
and CAREGIVERS, 
PROVIDERS, 
PAYERS, 
LEGISLATORS 
 

Building on the previous session, this discussion will 
focus on exploring how to effectively utilize personal 
stories to communicate the impact of spasticity care. 
We will identify key messages tailored to different 
audiences and pinpoint the most effective 
ambassadors who can champion these messages.  
By understanding the right champions for each 
audience, we can amplify our efforts and ensure that 
the voices of those affected by spasticity are heard 
and supported. Attendees will be broken up into 
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groups provided the day of the Summit. Please be 
prepared to discuss what this would look like in 
action and how to achieve this with your breakout 
group #1. 
· Group 1: Aldrin/2nd Floor 
· Group 2: Crossfield/2nd Floor 
· Group 3: Davis/Yaeger/1st Floor (Main Meeting 
Room) 
 

11–11:45 am BREAKOUT SESSION 
1 REPORT OUTS 

A member of the Spasticity Summit Planning Group 
will provide the update.  

11:45 am-12:30 pm LUNCH BREAK 
 

12:30–12:45 
pm 

CHALLENGES: 
ACCESS, 
EXPERTISE, 
REIMBURSEMENT 

Dr. Kwasnica will discuss challenges in spasticity 
care, including proposed Medicare Local Coverage 
Determination (LCD) policy changes, which could 
restrict reimbursable diagnoses and dosage access.  

12:45-1:25 
pm 
 

THROUGH YOUR 
EYES: THE 
CHALLENGE OF 
CARE 
 

During this session, individuals will have the 
opportunity to share personal stories that highlight 
the challenges they face in spasticity care. Whether 
you are a healthcare provider, a payor, someone with 
lived experience, or part of an organization, your 
unique perspective will help illuminate the obstacles 
that hinder effective care and the barriers faced by 
those affected by spasticity. Attendees, please come 
prepared to share a story that highlights a challenge 
you or someone you know has faced in spasticity 
care. 
 

1:25–1:40 pm BREAK 
 

1:40-2:40 pm 
 

IMPACTFUL 
CHANGE: 
ADDRESSING 
ACCESS, 
EXPERTISE, 
REIMBURSEMENT 
 

Building on the shared challenges in spasticity care, 
groups will focus on identifying the most impactful 
change(s), the barriers to implementation, and 
strategies to overcome them. Participants will also 
highlight key collaborators needed to drive these 
changes forward. Attendees will be broken up into 
new groups provided the day of the Summit. 
· Group 1: Aldrin/2nd Floor 
· Group 2: Crossfield/2nd Floor 
· Group 3: Davis/Yaeger/1st Floor (Main Meeting 
Room) 

http://www.aapmr.org/
mailto:info@aapmr.org


 

 
 
American Academy of Physical Medicine and Rehabilitation | www.aapmr.org | info@aapmr.org | (847) 737-6000 

13 

NOTE: We recognize that this will be a difficult 
discussion, but we encourage groups to focus on one 
key change that can drive progress in spasticity care, 
despite the challenges. 
 

2:40–3:20 pm BREAKOUT SESSION 
2 REPORT OUTS 

A member of the Spasticity Summit Planning Group 
will provide the update.  

3:20-3:45 pm 
 

DEBRIEF 
 

Summit facilitator Doug Diefenbach will summarize 
key takeaways and provide final insights. 
 

3:45 pm CLOSE and THANK 
YOU by Dr. Kwasnica 
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Summit Proceedings 

Welcome and Status Update 
The Summit began with a warm welcome and an overview of the event's objectives, 
delivered by summit co-chair Dr. Christina (Tina) Kwasnica. She set the stage by 
emphasizing the importance of addressing barriers in spasticity care, including access to 
care, patient and caregiver support, and clinical capacity. Doug Diefenbach, the Summit 
facilitator, was introduced, highlighting his role in guiding discussions, summarizing key 
themes, and ensuring actionable outcomes throughout the event. 
 
The welcome session provided context on the progress made since the inaugural spasticity 
summit in 2022, underscoring the ongoing commitment to advancing solutions for patients 
with spasticity. Additional information regarding ongoing efforts to improve spasticity care 
can be found on the AAPM&R website (www.aapmr.org/spasticity). Attendees were 
encouraged to engage collaboratively, share their insights, and contribute to identifying 
meaningful strategies for driving change. Key highlights from the welcome and status 
updates session included the following points: 
 

• Barriers Identified in the Inaugural Spasticity Summit: 
o Access to care 
o Patient and caregiver support 
o Clinical capacity and capabilities 

 
• Major Outcomes of the Inaugural Spasticity Summit: 

o Consensus guidance published in the PM&R Journal titled, "AAPM&R 
Consensus Guidance on Spasticity Assessment and Management," that 
establishes a framework for reviewing treatment options, endorsing the 
highest standards of evidence-based care, and encouraging research to 
address knowledge gaps. 

o The publication of a key manuscript addressing the role of multidisciplinary 
collaborations in overcoming barriers to care access, patient and caregiver 
support, and clinical capacity and capabilities for patients with spasticity. 
The statement emphasizes the importance of collaborative approaches to 
enhance treatment outcomes and quality of life for these patients. 
(https://onlinelibrary.wiley.com/doi/10.1002/pmrj.13106). 

o Highlighted ongoing reimbursement challenges, working closely with 
medical society and industry partners to advocate for expanded coverage of 
botulinum toxin treatments. This included submitting formal comments to 
multiple Medicare Administrative Contractors (MACs) urging revisions to 
restrictive draft Local Coverage Determinations (LCDs) and coding policies. 

http://www.aapmr.org/
mailto:info@aapmr.org
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New and ongoing educational activities in spasticity include the spasticity 
task force, STEP program, Spasticity 101, several virtual educational 
sessions, education at the Annual Assembly, “Find a Physician” online tool, 
Resident Retreat, and more. 

o Development of AAPM&R Spasticity Community. 
o Noted the enthusiasm and the importance of growing interest in spasticity 

outpatient management. 
o Emphasized the importance of maintaining a sustainable clinical spasticity 

practice. 
 

• Future Directions 
o Highlighted the need to gain funding for implementing more complex 

solutions: 
▪ Develop an innovative multi-specialty physician education 
▪ Develop and distribute awareness of patient/caregiver education 
▪ Document and address reimbursement landscape and challenges 

  
o Assessing Success: 

▪ Discussed challenges in developing metrics and communication 
strategies to measure progress and success in spasticity care. 
 

• Summary of Key Insights 
o Increased Interest: There is growing enthusiasm among providers and 

trainees for spasticity management, particularly in outpatient settings. 
o Educational Momentum: Engaging residents is key to cultivating a future 

workforce and advancing the field. 
o Funding Needs: Developing sustainable solutions for reimbursement and 

prior authorization barriers coverage remains a major challenge that needs 
attention. 

o Business Challenges: Ensuring continuity of care and effective 
communication strategies are critical to success. 
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Introduction of Summit Participants 
Overview of Summit Participants 
The summit opened with participant introductions, setting the stage for a collaborative 
discussion on advancing spasticity care. Attendees shared their names, organizations, 
roles, and the initiatives their institutions have undertaken to bridge gaps in patient access, 
provider education, and treatment delivery. This diverse group represented key sectors in 
the field—including industry, academic medical centers, community practices, and 
advocacy organizations—each contributing valuable expertise and perspectives. 
Together, these stakeholders are actively working to improve spasticity management 
through clinical innovation, policy advocacy, and educational initiatives. Industry leaders 
are leading efforts to improve patient access and streamline reimbursement processes, 
ensuring that more patients receive appropriate treatments. Academic institutions are 
spearheading training programs to educate the next generation of providers, while 
community practitioners are addressing local barriers to care. Advocacy organizations are 
focused on increasing patient and caregiver education, broadening awareness of treatment 
options, and influencing policy change. Through shared insights and collaboration, 
participants identified key challenges and explored multidisciplinary solutions to enhance 
spasticity care. 
 
Key Highlights from Participant Introductions 
Industry Representatives 

• Focused on expanding patient access, improving reimbursement processes, and 
advancing spasticity treatment options, including botulinum toxins and neurotoxin 
therapies. 

• Key Contributions: Industry leaders have taken proactive steps by developing 
educational initiatives to train providers on the latest treatment protocols, offering 
coding updates to help streamline billing practices, and working to address prior 
authorization challenges that often delay or restrict patient care. These efforts aim 
to improve the efficiency of treatment delivery and ensure that patients receive 
timely and appropriate care. 

Academic Medical Centers 
• Institutions are at the forefront of training and research, with efforts including: 

o Educating residents and fellows in spasticity management through dedicated 
training programs, ensuring that future providers are well-equipped to offer 
specialized care. 

o Developing multidisciplinary programs and educational modules to enhance 
provider knowledge and promote best practices in spasticity management. 

o Expanding awareness and care pathways for underserved populations by 
researching disparities in access to care and implementing outreach 
initiatives to ensure broader patient inclusion. 

Community Practice Leaders 

http://www.aapmr.org/
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• Representatives from private practices and local programs shared their experiences 
addressing access and reimbursement challenges. 

• Collaborations: Many community-based providers are working closely with industry 
and academic institutions to develop specialized programs aimed at closing gaps in 
spasticity care for local populations. These collaborations focus on increasing 
provider education, streamlining access to treatment, and ensuring that patients in 
community settings receive the same level of care as those in larger medical 
centers. 

Regulatory and Advocacy Organizations 
• Groups emphasized the importance of patient and caregiver education. 
• Key Efforts: Advocacy organizations are playing a crucial role by leveraging webinar-

based outreach programs to educate both patients and healthcare professionals on 
treatment options. Additionally, they are collaborating with geriatric societies and 
other key stakeholders to address spasticity-related issues from multiple 
perspectives, ensuring that older adults and caregivers have the resources they 
need to navigate treatment and care. 

 
 
Ongoing Efforts to Address Gaps in Spasticity Care 
Education and Training 

• Strengthening resident and fellow education is essential for developing a skilled 
workforce in spasticity management. 

o Example: One institution’s fellowship program emphasizes hands-on training 
in multidisciplinary care. 

o Consideration for multidisciplinary fellowships, similar to pain management 
programs, in collaboration with neurology and other specialties, to better 
equip providers with a comprehensive approach to spasticity care. 

o Industry-sponsored fellowships, such as the University of Missouri model, 
are emerging as an effective way to expand training opportunities for 
physiatrists, ensuring that more specialists are available to meet patient 
needs. 

Access and Reimbursement 
• Industry leaders and academic institutions are working to remove financial and 

administrative barriers limiting access to treatment. 
• Challenge: Spasticity treatments remain underutilized due to these obstacles. 

o “Less than 3% of eligible patients with spasticity receive neurotoxin 
treatment.” – Medical Director, Summit Attendee 

o To address this gap, industry leaders and advocacy groups are actively 
engaging with payers and policymakers to push for expanded coverage, 
revised reimbursement policies, and streamlined prior authorization 
processes, ensuring that more patients can access the care they need. 

Collaboration and Innovation 
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• Multidisciplinary partnerships between industry, academics, and community 
practitioners are actively shaping new care models, creating more seamless 
treatment pathways for patients, and improving overall awareness of spasticity 
treatment options. 

• Innovative solutions are being developed to enhance the spasticity care ecosystem, 
including new technologies to improve patient assessment and treatment planning, 
policy initiatives to address systemic access barriers, and educational content 
designed to train more providers in best practices for spasticity management. 

• Leading examples: Institutions are pioneering patient-centered approaches that 
emphasize delivering high-quality care regardless of a patient’s financial situation. 
These programs serve as models for other institutions looking to balance clinical 
excellence with equitable access to treatment. 
 

By fostering collaboration across sectors, summit participants are actively shaping the 
future of spasticity care—breaking down barriers to treatment, expanding provider training 
opportunities, advocating for policy changes, and developing innovative solutions to 
improve patient outcomes. 
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Spasticity’s “Flywheel of Change”  
The facilitator, Doug Diefenbach, introduced the “Flywheel of Change” as a comprehensive 
framework designed to address systemic challenges in spasticity care through a multi-step 
process. He emphasized the importance of creating momentum by starting with small, 
impactful actions that build toward sustainable, long-term change. Attendees were 
encouraged to reflect on how their roles and organizations could contribute to this 
framework, sparking discussions on barriers and opportunities within spasticity care. 

 
 

 
The Flywheel of Change concept served as a focal point for the summit, outlining 12 
actionable steps (noted below) ranging from increasing awareness of the urgency of the 
issue to scaling solutions to meet growing patient needs. Each step was discussed in 
detail, highlighting strategies such as documenting disparities in access, growing clinical 
expertise, defining standards of care, and fostering patient advocacy. This framework 
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provided a unifying structure to guide breakout sessions and discussions, ensuring 
alignment in efforts to drive meaningful improvements in spasticity care. 
 
Flywheel of Change Components 

1. Recognize the Urgency of the Problem: 
o Create a sense of urgency around the unmet need for spasticity care. 

2. Document the Inequality of Access: 
o Highlight uneven and heterogeneous access to care to policymakers. 
o Justify the need for more resources and care in underserved areas. 

3. Grow Available Expertise: 
o Expand the pool of skilled clinicians and incentivize advanced practice 

providers to provide spasticity services. 
4. Articulate Standards of Care: 

o Define target care standards without overly stipulating practices. 
o Focus on outlining the best practices for delivering effective spasticity care. 

5. Research to Justify Change: 
o Gather comprehensive and authoritative data to identify gaps and justify the 

need for change. 
o Avoid reliance on anecdotal evidence. 

6. Educate Patients on Care Impact: 
o Share data with patients to demonstrate the benefits of care and increase 

demand. 
7. Provide Educational Resources: 

o Equip patients with knowledge and tools to become active partners in their 
care. 

o This engagement helps demonstrate the efficacy of spasticity treatments. 
8. Spark Patient Advocacy: 

o Inspire patients to advocate for better access to spasticity care. 
9. Awaken Payers’ Awareness: 

o Educate payers about the importance and impact of spasticity care. 
o Demonstrate the cost of not treating or treating late 

10. Reimburse to Incentivize Clinicians: 
o Develop a business model that ensures clinicians are fairly reimbursed, 

encouraging commitment to the field. 
11. Solve Practice Challenges: 

o Raise awareness across medical specialties and create layered, 
multidisciplinary care teams. 

o Build ecosystems that support effective and efficient spasticity care delivery. 
12. Ramp Up to Meet the Need: 

o Scale efforts to address growing patient needs. 
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Participants’ Impression of the “Flywheel Change” Concept 
Participants expressed strong enthusiasm for the “Flywheel of Change” concept, 
particularly its focus on addressing reimbursement models and solving practice 
challenges. Attendees highlighted the value of training clinicians to build sustainable 
practices and equipping them with skills to navigate industry partnerships, ultimately 
empowering young physicians to address systemic barriers. The framework was recognized 
as a comprehensive approach to driving meaningful improvements in spasticity care, with 
several participants recommending its inclusion in breakout discussions to guide 
actionable solutions.  
 
As one stakeholder noted, “I love this, I like the focus on training clinicians to build 
successful practices and learn how to negotiate with pharma, empowering young 
physicians to solve practice challenges and create sustainable business models that allow 
us to take care of our patients.” 
 
 
Key Takeaways from the “Flywheel of Change” Framework Discussions 

• Comprehensive Framework: The flywheel captures a multi-pronged approach to 
addressing systemic challenges in spasticity care, from awareness and advocacy to 
education and reimbursement. 

• Reimbursement and Business Models: Reimbursement incentives and practice 
support were highlighted as crucial for clinician commitment and long-term growth 
in spasticity care. 

• Empowering Clinicians: There is a strong need for training and tools to help 
physicians build sustainable and successful spasticity practices. 

• Patient Empowerment and Engagement: Educating and empowering patients is 
critical for increasing demand, demonstrating efficacy and driving advocacy efforts. 
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Through the Lens of Care: Understanding the Positive 
Impact on Individuals 
This session began with a compelling account from Jamele Greenwood, an individual living 
with spasticity associated with cerebral palsy, who shared his personal experiences 
navigating the challenges of spasticity management. His story highlighted the physical, 
emotional, and logistical hurdles faced by patients, emphasizing the lifelong nature of care 
required to maintain independence and quality of life. This patient perspective set the tone 
for the session, grounding the discussion in real-world challenges and opportunities for 
improvement in spasticity care. 
 
Patient Perspectives (Mr. Jamele Greenwood) 
Jamele Greenwood described his journey managing spasticity as a lifelong effort involving 
surgeries, therapies and injections aimed at preserving functionality and independence. He 
underscored the importance of continuity of care and shared how comprehensive 
spasticity management allowed him to live a more normal and productive life. “As a patient 
with spasticity, I want to have a normal life… learn how to pivot and climb the ladder, even if 
I can’t climb the whole ladder,” he explained. 
 
The discussion also highlighted the psychological impact of spasticity, with Jamele 
emphasizing that care must address both physical and emotional well-being. He called for 
a holistic approach, noting, “We should not think about physical opportunities only but 
also psychological aspects.” 
 
Providers echoed the need for continuity of care, particularly during transitions such as 
moving from pediatric to adult care. Healthcare systems often fail to foster collaboration 
between primary and specialty care, leaving patients without the ongoing support they 
need.  
 
 
 “Continuity of care… someone caring for him long enough, not just checking the boxes,” 
noted one healthcare provider. 

 
Empowering patients and caregivers was another key theme. Jamele emphasized the value 
of being treated as an equal contributor to his care, stating,  
 
“Doctors listen to me and let me lead the way. (The) patient is in charge of living after 
treatment.”  
 
This perspective underscored the importance of fostering partnerships between patients 
and physicians to achieve optimal outcomes. 
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The impact of comprehensive spasticity care was evident in Jamele’s account of how 
effective management allowed him to remain functional, independent, and productive in 
society. He explained, 
 
 “Care helped him remain functional and productive in society… think about the cost of 
providing care versus not providing it.” 
 
Finally, the session highlighted the mutual empathy required between patients and 
providers, the ongoing barriers to access, and the need for advocacy to address issues 
such as reimbursement challenges and limited access to care. Jamele’s story served as a 
powerful reminder of the transformative potential of spasticity care when it is accessible, 
comprehensive, and patient-centered. 
 
Discussion of Memorable Patient Cases 
In response to the patient story shared earlier, attendees reflected on their own 
experiences with spasticity care, underscoring both challenges and opportunities for 
improvement. These discussions highlighted the importance of continuity of care, 
particularly during key transitions, such as moving from pediatric to adult care.  
 
Dr. Christina Kwasnica noted, “I see my patients from age 5 to 25… pediatric care is 
comprehensive, but navigating adult care can be challenging for patients.”  
 
Dr. Sachin Mehta illustrated this issue by sharing a story of an adult patient whose access 
to a physiatrist allowed them to remain productive, despite statistics showing that less 
than 10% of adult spasticity patients have such access. 
 
Empowering rehabilitation was another focal point, as Dr. Kimberly Heckert shared a story 
of a 70-year-old patient whose pump treatment transformed their functionality and 
independence for eight years. This led to a broader discussion on geriatric spasticity care, 
with providers sharing success stories of older patients who benefited from pumps and 
neurotoxins, regardless of age. 
 
Dr. Heckert remarked, “We don’t look at age anymore for surgery… it’s about functionality 
and comorbidities.” 
 
Attendees also emphasized the critical need to mentor the next generation of clinicians. Dr. 
Kwasnica highlighted the value of mentoring residents and young providers, sharing, “I get 
texts from residents asking for advice… they’re willing to treat spasticity and continue the 
care.” This focus on education ensures that expertise in spasticity care is sustained and 
expanded to meet future needs. 
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Through these discussions, the session highlighted the transformative impact of 
comprehensive spasticity care across all age groups, emphasizing the need for continuity, 
patient empowerment, and clinician education. 
 
Key Themes for Driving Change 
Facilitator Doug Diefenbach summarized the session by highlighting the essential themes 
that emerged from the discussion, emphasizing their importance in driving meaningful 
change in spasticity care. He underscored the power of patient stories as advocacy tools, 
noting that these narratives not only illustrate the tangible benefits of care but also build a 
compelling case for improved access and reimbursement policies. 
 
 As one participant questioned, “How can we use these stories to induce change?” 
 
Doug also stressed the need for a holistic approach to care that address both the 
psychological and physical needs of patients. He highlighted the importance of fostering 
continuity of care, ensuring systems are equipped to support patients during transitions 
and provide long-term resources. 
 
Empowering patients as active partners in their care was another critical theme, as it 
enhances outcomes and satisfaction. Finally, Doug emphasized the need for educating 
providers and policymakers through targeted training programs and advocacy efforts to 
close existing gaps in spasticity care and encourage empathy among caregivers. These 
themes provided a roadmap for actionable steps to improve the spasticity care ecosystem. 
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Building Awareness Among Patients, Caregivers, 
Providers, Payers and Legislators  
This section of the Summit focused on identifying strategies to improve awareness of 
spasticity care among key stakeholders, including patients, caregivers, healthcare 
providers, payers and legislators. Participants discussed the critical need to bridge gaps in 
access to care, particularly in underserved rural and urban areas, and emphasized the role 
of advocacy in influencing policy and public perception. The session explored how 
personal stories could serve as powerful tools to communicate the impact of spasticity 
care and drive change. 
 
Key topics included addressing the shortage of trained providers, the challenges posed by 
reimbursement and policy restrictions, and the limitations of current educational 
approaches for primary care providers (PCPs) and therapists. Participants also highlighted 
the long-term costs of failing to treat spasticity early and the need for robust data 
collection to support evidence-based care. This discussion underscored the collective 
responsibility of all stakeholders to promote awareness and advocate for equitable, 
effective spasticity care. 
 
Key Themes and Insights 

• Need for Additional Providers and Access to Care 
o Rural areas and smaller towns often lack physiatry-trained providers, 

creating significant gaps in spasticity care. 
o  “How do we give patients in rural areas this high level of care? In some 

communities, there isn’t even a physiatrist.”– Tina Kwasnica, MD, FAAPMR 
▪ The solution may include training other specialties or using advanced 

practice providers to deliver spasticity care, particularly in 
underserved areas. 

▪ Urban centers face similar challenges due to high patient volumes 
and limited resources. 

• Telehealth and Accessibility Challenges 
o Upcoming policy changes may restrict telehealth options, complicating 

access for patients who travel long distances for care. 
▪  “Some patients travel 200 miles to come to my office—it was better 

when telehealth was available.”– Tina Kwasnica, MD, FAAPMR 
• Educating PCPs and Therapists to Expand Access to Care 

o Primary care providers (PCPs) are key to improving spasticity care but require 
tailored educational approaches due to time constraints. 

▪ Healthcare Provider Summit Stakeholder highlighted the challenges 
of educating PCP on spasticity management. Dr. Kwasnica noted, 
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“PCPs don’t have time to listen to a 30-minute webinar. How do we 
target education for rural communities?” 

▪ Therapists also need specialized training to understand the nuances 
of spasticity care. A healthcare provider Summit Stakeholder noted 
that assuming all neuro PTs understand spasticity is a flawed 
assumption. 

• Policy Challenges and Neurotoxin Use 
o Reimbursement restrictions (e.g., dose caps for neurotoxins) hinder optimal 

patient care, leading to substandard treatment. 
o “You wouldn’t ask someone to lower a chemotherapy dose, so why cap 

neurotoxin dosing?”– Healthcare Provider Summit Stakeholder 
o A lack of consistent guidelines and uneven FDA approvals for different 

neurotoxins creates confusion and inequity. 
• Long-Term Cost of Not Treating Spasticity 

o Participants emphasized the opportunity cost of not treating spasticity early, 
both in terms of patient outcomes and healthcare system expenses. 

▪ “We have to consider the cost of treating spasticity versus the cost of 
not treating it—it’s both an ethical and financial responsibility.” 
– Healthcare Provider Summit Stakeholder 

• Role of Advocacy 
o Patients and caregivers are critical advocates for spasticity care, and their 

stories can influence policy and public awareness. 
o “Legislators need to hear patient stories—equitable access to spasticity 

treatment is essential.”– Healthcare Provider Summit Stakeholder 
o Famous figures like Celine Dion and others affected by spasticity could play 

a role in reducing stigma and increasing awareness of this condition. 
• Measurement and Data Collection 

o The lack of effective measurement tools for spasticity hampers clinical 
guidelines and policy development. 

o  “Our tools don’t reflect why patients return for injections or pumps. We need 
to implement novel approaches that take advantage of emerging AI tools and 
registries to measure outcomes effectively.”– Healthcare Provider Summit 
Stakeholder 
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Breakout Session 1 Highlights 
The first breakout session focused on exploring strategies to effectively utilize personal 
stories to communicate the impact of spasticity care. Participants were tasked with 
identifying key messages tailored to specific audiences, such as patients, caregivers, 
providers, payers and legislators, and selecting the most effective ambassadors to 
champion these messages. By aligning the right champions with each audience, the 
session aimed to amplify advocacy efforts and ensure the voices of those affected by 
spasticity are heard and supported. 
 
Groups were expected to share their findings and insights using a provided template. Key 
tasks included crafting impactful, audience-specific messaging and determining which 
ambassadors could most effectively advocate for the identified messages. 
 
This structured format facilitated productive discussions and actionable outcomes, 
emphasizing the importance of using personal stories to raise awareness and advocate for 
spasticity care. By identifying key messages and ambassadors, participants worked to 
develop a cohesive approach to addressing gaps in spasticity care and fostering greater 
understanding among stakeholders. 
 

• Key Messages: 
o Patients and Caregivers 

▪ Spasticity is treatable, and early treatment can significantly improve 
outcomes. 

▪ Ambassadors (e.g., patients, providers) could play a major role in 
spreading awareness. 

o Providers 
▪ Only 3% of patients with spasticity receive recommended 

treatments—this is an opportunity to create urgency for change. 
▪ Training PCPs and other specialists to recognize and manage 

spasticity is essential. 
▪ Use champions (e.g., department chairs, AAPM&R members) to 

advocate for spasticity care. 
o Payers and Legislators 

▪ Use data to demonstrate cost-effectiveness to payers by highlighting 
the cost of not treating spasticity to payers and policymakers. 

▪ Barriers like prior authorization and dosing restrictions hinder care 
and may not align with ADA principles. 

▪ Legislation should focus on equitable access and reducing 
bureaucratic barriers. 

▪  
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Actionable Insights for Building Awareness and Advocacy in Spasticity Care 
This section highlights key strategies identified by breakout groups to advance spasticity 
care. Participants stressed the need for targeted educational resources for PCPs and 
therapists, modeled on interventional PM&R, to attract more providers to spasticity 
management. 
 
Advocacy efforts focused on promoting telehealth-friendly policies, improving 
reimbursement models and leveraging AI-driven tools and patient registries to support 
systemic change. Multidisciplinary collaboration between PM&R, movement disorder 
specialists and other providers was emphasized as critical to delivering comprehensive 
care. 
 
Participants also highlighted the power of patient and caregiver storytelling to drive 
awareness and influence policy, alongside the importance of standardizing spasticity 
measurement tools to enhance research and clinical decision-making. 
 
These actionable insights aim to improve care delivery, foster equitable access and 
catalyze meaningful change in spasticity care. Key actionable insights are listed below. 
 

• Expand Training and Education: 
o Develop targeted, concise educational resources for PCPs and therapists. 
o Use interventional PM&R as a model to attract more providers into spasticity 

management. 
• Advocate for Policy Change: 

o Push for telehealth-friendly policies and reimbursement models that reflect 
real-world dosing and treatment needs. 

o Use patient registries and AI-driven tools to provide robust data supporting 
policy changes. 

• Foster Multidisciplinary Collaboration: 
o Build partnerships between PM&R, movement disorder specialists and other 

providers to deliver comprehensive spasticity care. 
• Leverage Advocacy and Storytelling: 

o Engage patients, caregivers and famous advocates to share their experiences 
and create urgency for systemic change. 

• Enhance Measurement Tools: 
o Develop and standardize spasticity measurement tools to improve data 

quality for research, registries and clinical decision-making. 
 
By addressing these areas, the stakeholders agreed the U.S. can improve spasticity care 
delivery, foster equitable access and drive systemic change. 
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Challenges: Access, Expertise and Reimbursement Key 
Challenges and Insights  
This section of the summit began with a presentation by Dr. Tina Kwasnica, who outlined 
the critical challenges in spasticity care related to access, expertise and reimbursement. 
She provided key data and shared examples that highlighted significant gaps in care, such 
as the limited number of providers offering chemodenervation and the barriers faced by 
patients in underserved areas. Facilitator Doug Diefenbach then guided a group discussion 
to explore these challenges further, encouraging participants to share their experiences 
and identify potential solutions. 
 
Key discussions centered on socioeconomic barriers, the need for increased provider 
training and advocacy to challenge restrictive Medicare policies. AAPM&R’s efforts, 
including opposition to unfavorable draft LCDs and calls for updated reimbursement 
guidelines, were recognized as critical steps toward aligning policies with evidence-based 
care. 
 

• Access Issues: 
o Socioeconomic Barriers: Socioeconomic factors continue to hinder access 

to spasticity treatment 
▪ Dr. Kwasnica noted, “It is counterintuitive that even in the Northeast, 

healthcare deserts exist not only in rural areas, but in urban centers 
where large populations still lack adequate access to spasticity care.” 

o Limited Provider Participation: 
▪ Data highlights that out of 1,032,912 Medicare providers, only 566 

submitted more than 11 claims for chemodenervation in 2017, 
demonstrating a stark underutilization of this essential treatment. 

▪ Dr. Kwasnica noted,  
 
 “Fewer than 600 Medicare providers performed more than 11 
chemodenervation procedures in 2017, out of over a million eligible 
providers. This reflects an alarming lack of engagement in spasticity 
management.” 
 

• Challenges with Diagnosis: 
o Spasticity is often underdiagnosed due to lack of awareness, especially 

among primary care physicians (PCPs), who are often the first to encounter 
these patients. 

▪ “One of the most significant barriers in spasticity care is that PCPs, 
who are usually the first to see these patients, often miss the 
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diagnosis. Without the right training, these subtle signs are 
overlooked, delaying critical care.”– Dr. Kwasnica 

• Patient and Caregiver Support: 
o Caring for stroke survivors with spasticity can place enormous emotional 

and financial burdens on caregivers. 
▪ “Caring for stroke survivors with spasticity is not only physically 

demanding but also financially taxing, which leaves caregivers 
overwhelmed and under-supported in the long term.”– Dr. Kwasnica 

• Expertise Gaps: 
o PCP Knowledge and Collaboration: 

▪ Many PCPs are not equipped to diagnose or manage spasticity 
effectively, nor do they collaborate with specialists for guidance. 

▪ “PCPs need to recognize that collaboration with specialists is not a 
sign of weakness but a way to enhance patient care through 
knowledge exchange.”– Dr. Kwasnica 

• Reimbursement Challenges: 
o Provider Education on Medicare: 

▪ Physicians often lack training in navigating Medicare’s complex 
system, limiting their ability to process and receive appropriate 
reimbursements for spasticity care. 

▪  “Physicians are not trained in how Medicare works, from coding with 
specificity to ensuring benefits are paid appropriately. This knowledge 
gap is a significant barrier to providing care.” – Summit Stakeholder 

o MAC Jurisdiction and Draft LCDs: 
▪ New proposed Local Coverage Determinations (LCDs) threaten 

access to care by imposing stricter documentation requirements and 
removing critical ICD-10 diagnostic codes. 

▪ “Draft LCDs are removing over 80 ICD-10 diagnostic codes and 
introducing strict documentation criteria that exceed current 
standards. These policies create access barriers that patients 
and providers cannot overcome.”– Healthcare Provider 
Summit Stakeholder 

▪ Proposed Dose Guidelines: 
▪ Draft LCDs propose dosing guidelines for neurotoxins that fall 

well below accepted and emerging standards. 
▪ Example: For onabotulinumtoxinA, the proposed maximum 

dose of 360 units is far lower than the 600-unit standard. 
▪ “Proposed dosing limits for onabotulinumtoxinA at 360 units 

ignore the accepted standard of 600 units, creating a 
significant gap between evidence-based care and what is 
reimbursable.”– Industry Representative 

o Ultrasound Guidance Exclusion: 
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▪ Draft policies fail to include ultrasound guidance as a valid tool for 
botulinum toxin injections, further limiting providers’ ability to deliver 
quality care. 

▪  “Excluding ultrasound guidance from reimbursement criteria for 
botulinum toxin injection is not only outdated but actively inhibits the 
adoption of safer and more effective practices.”– Healthcare Provider 
Summit Stakeholder 

• Advocacy Efforts by AAPM&R: 
o The AAPM&R has taken significant steps to oppose restrictive policies by: 

▪ Writing letters to Medicare Administrative Contractors (MACs) 
advocating against the removal of ICD-10 codes. 

▪ Challenging overly strict documentation standards that impede 
access. 

▪ Calling for updated, evidence-based dosing guidelines and the 
inclusion of ultrasound guidance in botulinum toxin injection 
protocols. 
“AAPM&R’s advocacy highlights the importance of aligning 
reimbursement policies with clinical realities, pushing back against 
arbitrary restrictions that undermine patient care.”– Healthcare 
Provider Summit Stakeholder 

 
Key Takeaways on Addressing Gaps in Spasticity Care Delivery and Policy 

• Healthcare deserts in urban areas are an unexpected but critical issue, leaving 
densely populated regions underserved in spasticity care. 

• Without adequate training, PCPs miss early signs of spasticity, delaying critical 
interventions that could prevent complications and improve outcomes. 

• Restrictive LCDs and outdated dose caps undermine providers’ ability to deliver 
evidence-based care, setting a dangerous precedent for substandard treatment. 

• There is a need to bridge the gap between clinical expertise and policy, ensuring that 
reimbursement standards reflect the actual needs of patients and providers. 
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Through Your Eyes: The Challenge of Care Key Insights and 
Challenges 
This section of the summit focused on the personal and systemic challenges faced by 
patients with spasticity and the providers who care for them. The session opened with 
Jamele Greenwood, an individual with lived experience, sharing his experiences, 
highlighting the barriers he encountered in accessing spasticity care, from navigating 
insurance coverage to overcoming geographic and systemic obstacles. These stories 
provided a foundation for a broader discussion about the gaps in care and the urgent need 
for actionable solutions. 
 
Participants explored several key themes, including the difficulties patients face during 
transitions from pediatric to adult care and the geographic barriers that limit access in rural 
and underserved areas. Providers described how these challenges often result in delays in 
care or prevent patients from receiving necessary treatments, such as pump management. 
 
The discussion also emphasized the transformative impact of spasticity treatments, which 
enable patients to pursue education, maintain independence, and improve their quality of 
life. However, the lack of trained specialists and limited spasticity fellowships contribute to 
a fragmented system that fails to provide comprehensive care. Participants noted missed 
opportunities for early intervention, particularly by primary care providers and therapists, 
who are often the first to encounter these patients but lack the training to recognize 
spasticity. 
 
The session concluded with a call to action to address fragmentation of care, improve 
education and outreach, and advocate for insurance policies that support broader access 
to specialists and treatments. The patient stories shared during this discussion served as a 
poignant reminder of the challenges faced and the transformative potential of effective 
spasticity care. 
 

• Access Challenges 
o Transition from Pediatric to Adult Care: 

▪ Many patients struggle with continuity of care during transitions, such 
as moving from pediatric to adult systems, particularly when 
insurance coverage or provider networks change. 

▪ “The transition from childhood to the adult system was a challenge. I 
had my doctor from 16-18 who saw my progress, and I trusted him 
when he recommended my new doctor. Switching wasn’t easy, but I 
didn’t give up the fight.”– Jamele Greenwood, Individual living with 
spasticity 

o Insurance and Coverage Barriers: 
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▪ Jamele Greenwood highlighted difficulties in obtaining insurance that 
covers necessary treatments or changing doctors when coverage is 
denied. 

▪  “My insurance didn’t cover my doctor. Switching insurance was 
horrible, but I got it done because I didn’t give up the fight.”– Individual 
living with spasticity 

• Geographic Barriers in Rural and Large States 
o Provider Shortages in Rural Areas: 

▪ Many patients must travel long distances for care, particularly in large 
states like Texas. 

▪  “In Houston, I had patients coming from El Paso (to San Antonio) 
because no one in their area accepts Medicaid or treats spasticity. 
Patients move with me because they trust their care.”– Dr. Monica 
Verduzco-Gutierrez 

o Pump Management Challenges in Rural Areas: 
▪ Providers avoid placing pumps in patients who live far from care 

facilities, as smaller hospitals may lack the expertise to manage 
complications. 

▪ “I don’t put pumps in patients living three hours away because if they 
end up in a hospital in their smaller community, no one will know what 
to do with it.”– HCP provider 

• Impact of Spasticity Care on Quality of Life 
o Spasticity treatments, like pumps and neurotoxins, have a transformative 

impact on patients’ lives, enabling education, work, and independence. 
▪ “The pump helped me get my bachelor’s degree and my master’s 

degree. This treatment helps people live as normal a life as possible.” 
–  Jamele Greenwood, Individual living with spasticity 

▪ “If I had a relative with spasticity, I’d fight to help them be seen as a 
normal human being, because they are fighting that battle every day.” 
–  Jamele Greenwood, Individual living with spasticity 
 

• Lack of Expertise and Educational Opportunities  
o Limited Training Opportunities: 

▪ The lack of spasticity fellowships and trained specialists leads to 
fragmented care and insufficient expertise. 

▪ “We only have three spasticity fellowships in the country, which leads 
to a critical lack of expertise.”– HCP Summit Stakeholder 

o Missed Opportunities for Early Identification: 
▪ PCPs, occupational therapists (OTs), and physical therapists (PTs) 

often encounter these patients first but lack the training to identify 
spasticity. 
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▪ “OTs and PTs are a great source for case finding, but we need to 
educate them to recognize spasticity and help find these patients.” 
– HCP Summit Stakeholder 

• Fragmentation of Care 
o Patients often experience disjointed care with missing pieces in their 

treatment plans, even when multiple resources are in place. 
o “When we get all the pieces together, there are still missing pieces. The 

fragmentation of care leaves patients without comprehensive solutions.” 
– HCP Summit Stakeholder 

• Outreach and Awareness 
o Lack of education and outreach prevents many patients from receiving 

available treatments, even in resource-rich areas. 
o “I’m in Boston, surrounded by great resources, but many patients don’t get 

the treatment they need because of a lack of education about their options.” 
– HCP Summit Stakeholder 

• Insurance Challenges 
o Patients face difficulties accessing out-of-network providers, especially 

when local specialists are unavailable. 
o “When spasticity is a niche, patients sometimes have to travel miles to get 

care. Insurers should cover out-of-network care as if it were in-network to 
ensure access.”– HCP Summit Stakeholder 

 
Suggestions for System Improvements 
This section highlighted actionable strategies to enhance spasticity care by addressing 
gaps in expertise, access, and care coordination. Participants emphasized the importance 
of patient empowerment through role models and advocacy, with Jamele Greenwood 
noting that seeing others overcome similar challenges inspires hope and demonstrates 
what is possible. 
 
Expanding spasticity fellowships and training non-physiatrist specialists were proposed to 
address provider shortages, especially in underserved areas. Participants also stressed 
educating PCPs, occupational therapists (OTs), and physical therapists (PTs) to improve 
early identification and referrals. 
 
Improving insurance policies to reduce barriers in accessing care and switching providers 
was another priority, with Greenwood advocating for reforms to make the process easier for 
patients. Finally, participants called for integrated care models to ensure patients receive 
comprehensive, coordinated treatment, addressing the gaps often created by fragmented 
care systems. 
  

• Role Models and Patient Advocacy: 
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o Patients emphasized the importance of seeing role models who have 
succeeded despite challenges with spasticity care. 

o “We need forums like this where patients see role models who overcame 
similar issues and led successful lives—it shows them it’s possible.” 
–  Jamele Greenwood, Individual living with spasticity 

• Addressing Provider Shortages: 
o Expand spasticity fellowships and train non-physiatrist specialists in 

spasticity care to address gaps in expertise. 
o “We need to be open to training other specialists to provide spasticity 

management, especially in underserved areas.”– HCP Provider 
• Educating Stakeholders: 

o Increase awareness among PCPs, OTs, and PTs to improve early 
identification of spasticity and streamline referrals. 

o “Educating PCPs and therapists is critical. They see more patients with 
spasticity than we do, but they often don’t know what to look for.” 
– HCP Summit Stakeholder 

• Improving Access and Insurance Policies: 
o Advocate for better insurance policies that reduce barriers to switching 

providers and accessing out-of-network care. 
o “Patients shouldn’t have to fight so hard to get the care they need. Policies 

should make switching doctors or accessing out-of-network providers 
easier.”– Jamele Greenwood, Individual living with spasticity 

• Reducing Fragmentation: 
o Create integrated care models to connect all elements of spasticity 

management, ensuring no patient falls through the cracks. 
o “Fragmented care creates gaps for patients. We need comprehensive, 

integrated care systems to address this issue.”– Tina Kwasnica, MD, FAAPMR 
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Impactful Change: Addressing Access, Expertise and 
Reimbursement (Breakout Session 2) 
Breakout Session 2 focused on identifying impactful changes to improve spasticity care by 
addressing barriers, implementing strategies, and fostering collaboration. Discussions 
emphasized the need for regional centers of excellence and mobile units to overcome 
geographic and socioeconomic barriers, ensuring comprehensive care in underserved 
areas. 
 
Reimbursement challenges, including prior authorization delays and inadequate ICD-10 
codes, were highlighted as obstacles to effective care. Simplifying PA processes and 
updating codes were proposed to improve access. Participants also stressed the 
importance of expanding interdisciplinary training and mentorship programs to address 
workforce shortages and enhance expertise. 
 
The session underscored the cost-effectiveness of proper spasticity management in 
reducing reliance on costly interventions like ER visits. Developing patient-reported 
outcomes and leveraging registries were recommended to demonstrate care impact and 
inform policy. Advocacy efforts, such as educating legislators and collaborating with 
organizations, were recognized as vital to elevating spasticity care. 
 
Key Insights and Recommendations 

• Access to Care 
o Transportation and Regional Access: 

▪ Patients face significant barriers to accessing care, particularly in 
rural or underserved areas. 

▪  “For patients in rural areas or those facing traffic challenges in big 
cities, mobile spasticity clinics could be game-changers, bringing care 
directly to their communities.”– Zachary Bohart, MD, FAAPMR 

o Social Determinants of Health: 
▪ Transportation, co-pays, and local resources are critical barriers that 

disproportionately affect patients from lower socioeconomic 
backgrounds. 

o Fragmentation of Care: 
▪ Patients often face disjointed care models with missing pieces, 

creating inefficiencies. 
• Regional Centers of Excellence 

o Regional centers or mobile units can serve as hubs for comprehensive 
spasticity management. 
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▪  “Centers of Excellence for Spasticity, modeled after stroke centers, 
can ensure comprehensive care, whether academic or community-
based.”– Zachary Bohart, MD, FAAPMR 

o Mobile spasticity units can improve access for isolated communities. 
• Reimbursement Challenges 

o Prior Authorization (PA) Barriers: 
▪ PAs for chronic conditions like spasticity delay care unnecessarily. 
▪  “The burden of prior authorizations on clinical practice wastes 

resources for both providers and payers, creating frustration and 
delaying treatment for patients.” – Tina Kwasnica, MD, FAAPMR 

o Coding Challenges: 
▪ Spasticity lacks adequate ICD-10 codes, and some conditions (e.g., 

spina bifida) are not well-represented. 
▪ “The lack of specific ICD-10 codes for spasticity undermines accurate 

billing and fails to capture the scope of the condition.”– HCP Summit 
Stakeholder 

o Medicare Policy Shifts: 
▪ Medicare is shifting toward continuity of care and value-based care, 

which may support long-term spasticity management. 
▪ “As Medicare moves from reimbursing procedures to focusing on 

continuity of care, there’s an opportunity to align spasticity 
management with these goals.”– HCP Summit Stakeholder 

• Expertise and Training 
o Workforce Gaps: 

▪ A shortage of physiatry-trained providers and fellowship programs 
limits the availability of expert care. 

▪ “With only three spasticity fellowships in the country, we need to 
invest in training programs to build a sustainable workforce.” 
– HCP Summit Stakeholder 

o Interdisciplinary Training: 
▪ Expanding spasticity management into interdisciplinary fellowship 

programs, similar to pain management, could increase expertise and 
expand the workforce. 

o Mentorship and Collaboration: 
▪ Building mentorship programs and collaborating across disciplines 

can accelerate expertise development. 
• Cost-Effectiveness of Spasticity Care 

o Proper management of spasticity reduces reliance on costly interventions 
like ER visits or ambulance services. 

▪  “The cost-effectiveness of spasticity management is undeniable—
preventing ER visits and hospitalizations saves money while improving 
patient outcomes.”– HCP Summit Stakeholder 
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o Value-based care implementation can further emphasize long-term cost 
savings and improved outcomes. 

• Patient Outcomes and Registry Data 
o Developing patient-reported outcomes (PROs) and using registries to track 

data can improve accountability and care standards. 
o Quote: “Patient-reported outcomes for spasticity, such as functional 

improvements or gait analysis, can demonstrate the real-world impact of 
care and guide better treatment.” 

• Advocacy and Legislative Efforts 
o Simplifying PA Requirements: 

▪ Reducing or eliminating PAs for chronic conditions like spasticity 
would streamline care delivery. 

o Educating Legislators: 
▪ Patient stories and data on the burden of PAs can influence legislative 

changes. 
o Building Advocacy Organizations: 

▪ Collaboration among societies like the American Stroke Association 
and MS organizations can amplify the voice for spasticity care. 

▪ “Spasticity isn’t always a priority, but by connecting with advocacy 
groups and showing functional benefits, we can elevate its 
importance.”– HCP Summit Stakeholder 
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Breakout Session 2 Highlights 
During Breakout Session 2, each group summarized their discussions on addressing key 
barriers and implementing impactful changes in spasticity care. Participants provided 
insights on how to improve outcomes for patients and caregivers, enhance provider 
training, and advocate for payer and legislative support. 
 
For patients and caregivers, discussions centered on addressing social determinants of 
health, fostering peer mentorship, and building trust through personalized care. Providers 
emphasized the need for standardized guidelines across care settings and innovative 
educational initiatives like podcasts to disseminate knowledge. 
 
Payers were urged to simplify prior authorization processes and update coding frameworks 
to include underdiagnosed conditions like spina bifida. Legislative priorities included 
expanding Medicare and Medicaid coverage to ensure equitable access to spasticity care, 
addressing gaps in insurance policies, and reducing systemic barriers to treatment. 
These discussions reinforced the importance of collaboration across stakeholders to drive 
meaningful improvements in spasticity care delivery. 
 

• Patients and Caregivers: 
o Focus on social determinants, peer mentorship, and building relationships. 

▪ “Getting to know the person you’re serving—listening, connecting, 
empowering—is critical to building trust and improving outcomes.” 
–HCP Summit Stakeholder 

• Providers: 
o Train across the continuum of care, from acute settings to post-acute rehab. 

▪  “We need standardized guidelines for early spasticity management 
and physiatric care across all settings.”– HCP Provider 

o Collaboration with podcasts and early education initiatives can disseminate 
knowledge. 

• Payers: 
o Simplify prior authorization (PA) processes and support coding updates to 

include underdiagnosed conditions like spasticity from spina bifida. 
▪  “We need seamless PA processes and better coding frameworks to 

ensure patients aren’t excluded due to technicalities.”– HCP Provider 
• Legislators: 

o Expand Medicare and Medicaid coverage and focus on equitable access. 
▪ “Expanding Medicare and Medicaid coverage and addressing 

inequities in insurance policies are essential for ensuring access to 
care.”– HCP Provider 
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Most Impactful Solutions  
During this session, each breakout group identified their most impactful solution for 
transforming spasticity care, focusing on initiatives that, if implemented, could significantly 
enhance patient outcomes and care delivery.  

• Define and Disseminate Clinical Practice Guidelines: 
o Develop more comprehensive and standardized guidelines to ensure 

consistency and quality of care. 
o Key Goals: 

▪ Communicate with payers and legislators about best practices using 
evidence-based guidance. 

▪ Create a white paper to support advocacy efforts and influence policy 
changes. 

▪ Address gaps in the existing data while focusing on actionable, 
impactful solutions. 

• Promote Early Referrals and Awareness of PM&R for Spasticity: 
o Elevate the profile of Physical Medicine and Rehabilitation (PM&R) as the 

leading specialty for spasticity management. 
o Key Strategies: 

▪ Advocate for early referrals to PM&R specialists across all healthcare 
settings. 

▪ Ensure widespread dissemination of guidelines and resources to 
educate providers and patients about PM&R’s role. 

▪ Focus on integrating spasticity care into the continuum of 
rehabilitation services. 

• Establish Regional Centers of Excellence for Spasticity Care: 
o Modeled after stroke centers, these centers would provide tiered, 

comprehensive care, accessible through both academic and non-academic 
settings. 

o Key Features: 
▪ Regional accessibility for underserved populations. 
▪ Inclusion of post-operative care for surgical corrections and 

rehabilitation for older adults. 
▪ Training residents and advanced practice providers under supervision 

for tasks like toxin injections to expand expertise and capacity. 
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Conclusions: From Insight to Action  
Doug Diefenbach closed the meeting with a powerful call to action, emphasizing that 
access, expertise, and reimbursement challenges in spasticity care are deeply 
interconnected. He introduced the “Flywheel of Change” framework, illustrating how 
coordinated and sustained efforts across these areas can create meaningful, systemic 
improvements. More than just a discussion, this Summit marked the beginning of a 
movement—one rooted in a shared moral and ethical obligation to build a healthcare 
system founded on trust, where access, quality, and outcomes are prioritized for every 
patient in need. 
 
Jamele Greenwood’s heartfelt closing remarks reinforced the momentum built throughout 
the Summit. He reflected on the tangible strategies identified by this multidisciplinary 
group, highlighting the importance of collaborative action. The group acknowledged that 
real change requires industry leaders, academic institutions, advocacy groups, and 
frontline providers to work together in new and innovative ways. By aligning efforts, the 
solutions discussed at the Summit can evolve from ideas into actionable programs that 
directly impact patients and providers. 
 
Key Action Areas for Spasticity Care Advancement: 

• Harness the “Flywheel of Change” framework to address access, expertise, and 
reimbursement challenges holistically. 

o “We must aspire to a system rooted in trust, with a moral and ethical 
obligation to improve care access, quality, and outcomes.”  
– Doug Diefenbach 

• Advance tangible solutions for spasticity care through collective action: 
o Building mentorship, collaboration, and advocacy networks that unite 

academic, clinical, and industry leaders to drive sustained, impactful 
change. 

o Leveraging data and patient-reported outcomes to define cost-effectiveness, 
advocate for expanded reimbursement, and guide the evolution of value-
based care models. 

o Establishing Regional Centers of Excellence and mobile treatment units to 
expand access to specialized care, particularly for underserved populations. 

o Simplifying prior authorization processes and expanding ICD-10 codes to 
eliminate administrative barriers and ensure that more patients can receive 
the treatments they need. 
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If these initiatives are pursued collectively by all stakeholders represented at the Summit—
including industry partners, researchers, physicians, policymakers and patient advocacy 
groups—they have the potential to reshape the landscape of spasticity care. This is a call to 
action for everyone in the field to leverage their unique strengths, break down silos, and 
collaborate across disciplines to accelerate progress. 
 
This Summit was not just about identifying challenges—it was about mobilizing solutions. 
The collective expertise, dedication and passion of the attendees have laid the groundwork 
for transformative change. Now, it’s time to turn these strategies into reality, ensuring that 
every patient in need receives the care they deserve. 
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Notable Quotes 
 
As one stakeholder noted, “I love this, I like the focus on training clinicians to build 
successful practices and learn how to negotiate with pharma, empowering young 
physicians to solve practice challenges and create sustainable business models that allow 
us to take care of our patients.” 
 
 
 
Dr. Christina Kwasnica noted, “I see my patients from age 5 to 25… pediatric care is 
comprehensive, but navigating adult care can be challenging for patients.”  
 
 
 
Dr. Heckert remarked, “We don’t look at age anymore for surgery… it’s about functionality 
and comorbidities.” 
 
 
 
As one participant questioned, “How can we use these stories to induce change?” 
 
 
 
“Fewer than 600 Medicare providers performed more than 11 chemodenervation 
procedures in 2017, out of over a million eligible providers. This reflects an alarming lack of 
engagement in spasticity management.” 
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Photos of the Day’s Engagement 

  

 

http://www.aapmr.org/
mailto:info@aapmr.org

