PSPA Masterclass – Communication and Swallowing in PSP & CBD
[bookmark: _Toc1]Overview
This webinar, hosted by the PSP Association (PSPA), focused on the impact of Progressive Supranuclear Palsy (PSP) and Corticobasal Syndrome (CBS) on communication, swallowing, and nutrition. Presented by Gillian McKinley, a speech and language therapist with 11 years of experience in community services and progressive neurological conditions, the session provided healthcare professionals with practical strategies and intervention approaches for supporting patients with these conditions.
[bookmark: _Toc2]Key Concepts or Theories
· Dysarthria and Apraxia: Mixed or hyperkinetic spastic dysarthria and apraxia as primary speech changes in PSP and CBS
· Echolalia and Palilalia: Repetition of words or phrases that can cause significant communication breakdowns
· Bradyphrenia: Slowness of thought and delayed response formulation, common in PSP
· Augmentative and Alternative Communication (AAC): Both low-tech and high-tech approaches to support communication
· Dysphagia Management: Strategies for managing swallowing difficulties, including food/fluid texture modification and adaptive equipment
· Eating and Drinking with Acknowledged Risk (EDAR): A person-centred framework for discussing assisted nutrition and hydration
· Voice Banking: Use of platforms such as SpeakUnique to preserve a patient's voice for future AAC use
[bookmark: _Toc3]Important Questions Raised
· When is the best time to introduce discussions about non-oral feeding with patients?
· Is Expiratory Muscle Strength Training (EMST) effective for cough strength and secretion management in PSP patients?
· Has Lee Silverman Voice Treatment (LSVT) been successfully applied to people with PSP, and what challenges exist with generalisation of skills?
· How can clinicians distinguish between a patient's genuine response and echolalic repetition when offering choices?
· How can capacity assessments be conducted most effectively given cognitive fluctuations in PSP?

[bookmark: _Toc4]Key Takeaways and Summary of Learning Objectives
· PSP and CBS share overlapping symptoms but differ in onset, symmetry, and degree of cognitive involvement
· Communication difficulties in PSP and CBS extend beyond speech changes to affect relationships, identity, and advanced care planning
· Echolalia, binary reversal of yes/no responses, and bradyphrenia are key communication challenges requiring tailored strategies
· Both low-tech and high-tech AAC options should be considered, with visual and physical access needs carefully assessed
· Voice banking through SpeakUnique is funded by the PSPA and should be introduced early, before significant speech deterioration
· Swallowing difficulties are common in both PSP and CBS, with PSP typically showing earlier onset of dysphagia
· Impulsivity, retrocollis, fatigue, and visual difficulties are PSP-specific risk factors that exacerbate dysphagia
· Non-oral feeding discussions should begin early, particularly when cognitive or communication changes are first noted
· A multidisciplinary team (MDT) approach is essential for holistic, person-centred care
· There is limited research specific to PSP and CBS; evidence is often drawn from related conditions such as Parkinson's disease and primary progressive aphasia

[bookmark: _Toc5]Topic 1: PSP and CBS — Key Symptoms Relevant to Speech and Language Therapy
PSP presents with several distinct symptom clusters that directly affect communication and swallowing. Supranuclear palsy impairs vertical eye movement, making reading and visual scanning difficult. Impulsivity, particularly in Richardson syndrome, can affect eating behaviours. Executive dysfunction, bradyphrenia, and slowed initiation are hallmark cognitive features. CBS tends to present more asymmetrically, with a later median onset of speech and swallow changes, and is more associated with language impairment, apraxia, cortical sensory deficits, and alien limb phenomenon. Overlap between PSP and CBS presentations is common and clinicians are encouraged to focus on the individual's current presentation rather than diagnosis alone.
[bookmark: _Toc6]Relevant Q&A
No specific Q&A was recorded for this topic during the session.

[bookmark: _Toc7]Topic 2: Communication — Impact and Intervention Strategies
Speech changes in PSP and CBS include mixed dysarthria, apraxia, mono-pitch, reduced volume control, dysfluency, echolalia, and binary reversal of yes/no responses. Language changes include reduced verbal fluency, word-finding difficulties, and reduced spontaneity of speech. These difficulties affect not only immediate communication needs but also social relationships, identity, and the ability to participate in advanced care planning discussions.
Intervention approaches include:
· SLOP strategy: Slow, Loud, Over-articulate, Pause
· Conversation partner training and total communication approaches
· Personalised communication guidelines and passports for patients with care packages
· AAC assessment considering cognition, literacy, physical access, visual needs, and fatigue
· Low-tech options: alphabet charts (including high-contrast formats), communication books with photographs, yes/no cards, and auditory scanning charts
· High-tech options: communication apps (referenced via the AAIC Scotland app wheels), voice amplifiers, and accessibility setting adjustments on tablets/phones
· Voice banking via SpeakUnique, funded by the PSPA, with three options: Voice Build, Voice Repair, and Voice Design
A real-world case example was shared of a patient with PSP and corticobasal traits who experienced significant echolalia, bradyphrenia, yes/no reversals, and anxiety around change. A low-tech, paper-based communication chart was implemented alongside total communication strategies, carer education, and MDT advocacy, ultimately resulting in a change in her care package to better meet her communication and social needs.
[bookmark: _Toc8]Relevant Q&A
Question: Is there any positive experience of using EMST for cough strength and pharyngeal secretion management in PSP patients?
Answer (Gillian McKinley): EMST is not currently used within Gillian McKinley's service, but outreach to other services to gather their experience has taken place. A community of practice for EMST exists through Parkinson's UK, where some therapists are using it with progressive neurological groups including PSP. More evidence may be emerging in this area.

Question: Do you offer LSVT to people with PSP, and has it been successful? Are there challenges with generalisation of skills?
Answer (Gillian McKinley): LSVT is not currently offered regularly within Gillian McKinley's service, though the pathway is under review and this includes upskilling clinicians. Clinicians using LSVT with PSP patients are encouraged to share their experiences, particularly regarding constraints and outcomes.
In relation to the above questions, a recent scoping review into rehab in strategies for atypical parkinsonian syndromes (Kamo et al 2026) identifies a recent study using EMST in MSA diagnosis eight-week expiratory muscle strength training program for 15 MSA patients, resulting in a significant increase in maximal expiratory pressure (class III).65 Park et al. also  implemented a four-week LSVT program in patients with MSA-C, reporting significant improvements in voice intensity and swallowing function as measured by the videofluoroscopic dysphagia scale and pharyngeal phase indices.

[bookmark: _Toc9]Topic 3: Swallowing — Assessment, Risk, and Management
Swallowing difficulties are common in both PSP and CBS, with PSP typically showing earlier onset. The oral phase becomes slower, with disorganised tongue movements affecting bolus transfer. The pharyngeal phase may show delayed swallow initiation, incomplete airway closure, and reduced cough strength. Saliva management can also become problematic. A shorter interval between PSP symptom onset and dysphagia development has been associated with worse overall outcomes.
PSP-specific risk factors for dysphagia include impulsivity (large mouthfuls, rapid eating), retrocollis (hyperextended neck posture), fatigue, visual difficulties affecting food identification, and poor oral hygiene access.
Management strategies include:
· Adjusting the level and type of eating assistance (hand-over-hand, full assistance, supervised self-feeding), strategies to support management of impulsivity such as direct prompts or smaller cutlery
· Timing meals to align with periods of least fatigue
· Reducing distractions during mealtimes
· Optimising posture (upright, midline) during and after meals
· Adaptive equipment: nosy cups, handy cups, one-way valve straws, angled cutlery, plate guards, and flow-limiting cup lids. It is important to consider the needs of the person. 
· Food and fluid texture modification using IDDSI (International Dysphagia Diet Standardisation Initiative) descriptors
· Modified meal delivery services offering IDDSI-compliant options
· Secretion management strategies including regular fluid flushes, swallowing prompt apps, and MDT liaison regarding medication or Botox though options may not always be appropriate. 
· Mouth care adaptations including low-foaming toothpaste, adapted toothbrushes or straps such as 360-degree toothbrushes, and referral to special care dentistry where needed
[bookmark: _Toc10]Relevant Q&A
No specific Q&A was recorded for this topic during the session.

[bookmark: _Toc11]Topic 4: Assisted Nutrition, Hydration, and Eating and Drinking with Acknowledged Risk
Non-oral feeding or gastrostomy is not something that all patients may choose but may offer benefits including improved nutrition and hydration, reduced choking risk, and reduced mealtime stress. However, it carries its own risks including infection at the insertion site, digestive intolerance, and potential negative impact on quality of life. Aspiration risk is not fully eliminated, as secretions and reflux material may still be aspirated.
Key principles for these discussions include:
· Early conversation: Particularly when cognitive or communication changes are first noted
· Ongoing dialogue: Not a one-off discussion; revisit as the patient's condition evolves
· Person-centred approach: Decisions should reflect the individual's values, quality of life priorities, and comfort
· Capacity considerations: Presuming capacity unless there is specific concern; ensuring discussions occur at the optimal time of day for the individual and supporting communication needs e.g. by giving them time to think and respond, checking responses / asking clarifying questions
· Flexibility: Some patients choose combined non-oral feeding alongside some oral intake for pleasure or supplementation. Quality of life and comfort important, discussions should be patient centered. 
· End-of-life considerations: Discussing when a patient may wish to stop non-oral feeding is equally important
The three strongest risk factors identified in recent research for considering non-oral feeding discussions are axial rigidity, retrocollis, and cognitive changes.
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Question: Can you advise when would be best practice to discuss views on non-oral feeding?
Answer (Gillian McKinley): Earlier is better. There is no fixed session or session number, but the presence of cognitive or communication changes is a good trigger. In my own experience patients tend to be more receptive when they are beginning to notice swallowing difficulties themselves, but some may come to an initial appointment already having questions. If a patient does not feel ready initially, the conversation should be revisited as their condition progresses, using open questions to explore their evolving views and MDT liaison.

[bookmark: _Toc13]Actionable Next Steps / Assignments
· Attendees are encouraged to complete the post-event feedback form to be distributed by the PSPA following the session
· The session recording will be uploaded to the PSPA website for future reference
· Gillian McKinley will endeavor to share a link to a recently published research paper on PSP and CBS rehab strategies alongside the presentation materials though note it both areas do still have somewhat limited base re: swallow and communication
Rehabilitation strategies for atypical parkinsonian syndromes: A scoping review of progressive supranuclear palsy, multiple system atrophy, corticobasal syndrome, and dementia with Lewy bodies - Hikaru Kamo, Satoru Amano, Isabelle K Gerzenshtein, Dinesh K Vuddandam, Koichi Nagaki, Mai Shimizu, My-Vy Tran, Arunmozhimaran Elavarasi, Nikolaus R McFarland, Aparna Wagle Shukla, 2026 

[bookmark: _Toc14]Supplemental Resources
· SpeakUnique (Voice Banking Platform): Funded by the PSPA for eligible patients; offers Voice Build, Voice Repair, and Voice Design options. Further information available on the PSPA website
· ACE Centre Website: Provides free, personalisable paper-based AAC templates including alphabet charts and communication book pages
· AAC Scotland App Wheels: Two app wheels (Android and Apple) categorising communication apps by purpose; a useful reference for AAC app selection – remember to consider patient needs
· IDDSI Website (International Dysphagia Diet Standardisation Initiative): Provides information on food and fluid texture descriptors, audit tools, testing methods, and a supplier catalogue; resources available in multiple languages
· eatingwithdignity.org: Offers modified texture recipes (note: website was under maintenance at the time of the webinar)
· Meal Provider Companies: Links to providers offering IDDSI-compliant modified texture meals (soft and bite-sized, minced and moist, purée) were referenced in the presentation
· Parkinson's UK EMST Community of Practice: A resource for clinicians interested in Expiratory Muscle Strength Training for progressive neurological conditions
· Better Conversations with UCL: A conversation partner training resource referenced as a strategy to support communication
· Eleven Labs: An alternative voice cloning platform mentioned alongside SpeakUnique for voice banking options
