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Neurological 

Centre 

DISCLOSURES  Member of the PSPA services committee

AIMS OF 
SESSION

 Improve Clinical Understanding of Mobility Challenges in PSP & 
CBD – Participants will develop a deeper understanding of the 
unique patterns of motor impairment, postural instability, gait 
disturbances, and fall risk associated with PSP & CBD

 Practical Skills to Create Individualized Mobility Interventions –
Attendees will gain knowledge about best practice & strategies to 
optimize mobility and independence in people with PSP & CBD.

 Recognition of Disease Progression and its Impact on Mobility –
Participants will learn to anticipate how mobility needs change 

over the course of PSP & CBD, from early balance and gait issues 
to late-stage immobility, enabling them to plan proactively and 
adjust interventions over time.

WHAT IS PROGRESSIVE SUPRANUCLEAR
PALSY (PSP)?

 Previously known as Steele-
Richardson-Olszewski syndrome

 Neurodegenerative tauopathy 
involving brain stem, basal 
ganglia, cerebral cortex and 
dentate nucleus of cerebellum

 Progressive- it steadily gets worse 
over time

 Supranuclear- it damages the 
nuclei that control the eye 
movements

 Palsy- it causes weakness

 Cause unknown 

 40-80y, mean age 63y (Litvan
1996)

 Ratio men: women 1.5:1

 Incidence 6 per 100,000 (Boxer AL, Yu JT, 
Golbe LI, Litvan I, Lang AE, Höglinger GU. Advances in progressive 
supranuclear palsy: new diagnostic criteria, biomarkers, and 
therapeutic approaches. Lancet Neurol. 2017 Jul;16(7):552-563) 

 Median survival 6 yrs (Litvan 1996)

 Mean interval from symptom 
onset to diagnosis is 3.6 to 4.9 
years

TAUOPATHY

• Tau proteins stabilize microtubules 
and are normally found in low levels 
in a healthy brain.

• Microtubules are part of the 
cytoskeleton and are involved in 
maintaining cell structure.

• In tauopathy, tau builds up and 
forms tangles and clumps, causing 
microtubule disintegration.
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PSP : MEDIAN TIME TO SYMPTOMS
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Dysphagia 4.4 years

Wheelchair /be
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EVIDENCE

 There is limited evidence to suggest 
physiotherapy is helpful in PSP & 
CBS (Slade et al, 2019)

 “Although exercises may have the 
potential to benefit people living  
with PSP, currently there are few 
studies that adequately report all 
key elements of exercise therapy 
design, implementation and 
assessment.” (Slade et al, 2019)

 However, there are numerous papers 
supporting physiotherapy for PD and the 
aging population. (Radder et al, 2020, also European PD 
Guidelines) 

 Benefits of remaining active  both 
physically and mentally. 

• 3 cases of patients with PSP
• motor and non-motor symptoms 

outlined
• clinical progression described
• physiotherapy intervention detailed
• Reduced number of falls was 

achieved
• improvements in gait and balance.

Exercise and physiotherapy appear to be beneficial for patients with 
PSP by enhancing their functionality and quality of life.

• boxing
• stepping tasks
• treadmill training
• each with eye movement challenges
• total 15 hours of physical therapy 
• 1 hour, 2 times a week.

• improvements in eye-body coordination
• And  limits of stability
• foot clearance
• task performance (squats, timed stepping).

• Follow-up demonstrated some decline from 
post-test results (reduced  patient-reported 
adherence )

A multifactorial rehabilitation program 
can improve balance, eye-body 
coordination and strength in a high 
functioning patient with atypical PSP.

 People with PSP are keen to participate in exercise, especially early in the condition.

 People with PSP were rarely ref for therapy and had to seek it independently.

 People with PSP were uncertain about what activity and exercise would be helpful and 
at what dose.

 Carer burden , challenge of navigating the system.
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 Nursing and AHP believed that exercise, physical activities, movement rehabilitation are 
important in enabling those with PSP to live well.

 Uncertainty over how to deliver this.

 Lack of evidence-based recourses was seen as a barrier by health professionals.

 The paper highlighted the need for clinical guidelines. The paper highlighted that physiotherapy had been beneficial to patients  but also 
highlighted the need for better communication between HCP,  and also their education 
needs in relation to managing these conditions.

MOBILITY 
CHALLENGES IN PSP

THINGS TO CONSIDER

 Movement and mobility- postural instability,  motor recklessness. 

 Behavioural changes- apathy, impulsivity, compulsive,   bradyphrenia, 
emotional lability

 Bladder and bowel-constipation, frequency and urgency.

 Vision- blepharospasm, photophobia, reduced blinking, double, tunnel, 
blurred, slow eye movements and compete loss of movement. 

 Fatigue and sleep

 Pain- cramps and spasms
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WHAT IS CORTICOBASAL SYNDROME (CBS)?

Corticobasal degeneration (CBD)is a rare, 
progressive neurological disease.

The term Corticobasal Syndrome  (CBS) is also 
used.
 5 per 100,000 in the UK
 Slightly more women than men
 Age onset is 60-70, but people may be affected 

from their 40’s to 90’s.
 Life expectancy is variable. Typically, it is in a 

range between 5-10 years, but individual health 
factors mean it can be shorter or longer. 

 No curative treatment
 Clinical diagnosis

 The principal areas of the brain affected      are:

 The basal ganglia

 The cerebral cortex

 The ‘cortical’ in corticobasal degeneration refers 
to changes in language (aphasia), speech, 
memory, cognition, vision, clumsiness (apraxia) 
and alien limb

 The ‘basal’ in corticobasal degeneration refers to 
changes in movement, which can be slow and stiff 
(parkinsonism) and jerky (myoclonus), with 
contractions/dystonia and a risk of falls

THINGS TO CONSIDER

 Movement and mobility- asymmetrical, UL &/or LL becoming clumsy, 
awkward or stiff. Alien limb phenomenon. Apraxia and dystonia.

 Behavioural changes- apathy, anxiety, emotional lability

 Bladder and bowel-constipation, frequency and urgency.

 Vision-gaze palsy , visuospatial difficulty 

 Fatigue 

 Pain- cramps and spasms

PRACTICAL SKILLS

OBSERVATION SKILLS

“A chilled, slow, earthy, fixed old man. A 
Cadaverous man of measured speech. An old man 
who seemed as unable to wink, as if his eyelids 
had been nailed to his forehead. An old man 
whose eyes- two spots of fire- had no more 
motion that (sic) if they had been connected with 
the back of his skull by screws driven through it, 
and rivetted and bolted outside, among his grey 
hairs.”

“ He had come in and shut the door, and he now 
sat down. He did not bend himself to sit, as other 
people do, but seemed to sink bolt upright, as if in 
water, until the chair stopped him.”

The Lazy Tour of two idle apprentices by Charles Dickens(Charles Dickens Describes PSP in 1857? 
Movement Disorders, Vol 17, No.4, 2002)
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FALLS

 Falls in PSP result from multiple factors 
including axial rigidity, bradykinesia, freezing 
of gait, reduced or absent postural reflexes, 
visual-vestibular deficits, impulsivity

 Brown et al 2020, highlighted that frequent 
fallers have been found to have 
disproportionately poor performance on 
turning and pivoting. 

 In PD en bloc turning, in PSP pivot 
carelessly

Consider :-

 Backward chaining

 Turning  in a wide arc

STAIRS, STAIR LIFTS OR 
SINGLE LEVEL LIVING

Deficits in gaze control may influence stepping behaviours and 
increase the risk of trips or falls during stair climbing.

Stairs

Vision: 
Vertical Gaze 
Palsy

These preliminary findings 
support the use of balance and 
eye movement exercises to 
improve gaze control in PSP.

 Gait, turning & mobility aids

 Sit to stand/ hip hinge, build up momentum

 Balance 

 Step standing stance/ power stance

 Bed mobility

 Postural management *eating /drinking/retrocollis

 TASK SPECIFIC EXERCISES

From data collected to September 2024
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Block of 
8 once a 

week 
sessions

Block of 
8 once a 

week 
sessions

Fully 
funded 
by PSPA

Fully 
funded 
by PSPA

Support 
with 

booking 
and set 

up

Support 
with 

booking 
and set 

up

www.neuroheroes.co.uk
hello@neuroheroes.co.uk

From 
home on 
Zoom -
No kit 

needed

From 
home on 
Zoom -
No kit 

needed

I feel more 
capable using my 

arms and legs

I wish these sessions 
had been available 

when I was first 
diagnosed

I get a great sense of 
achievement at the 

end of the class when I 
have managed to do 
some of the exercises

The classes have 
given me 

confidence in 
moving.

These PSP specific 
sessions feel so different 
to other sessions - I can't 
put my finger on exactly 
why that is but please 

keep them going

 I am able to 
participate more in 
everyday life and I 
have more energy

Loved the facial 
expressions and 

enthusiasm

These PSP specific sessions 
are invaluable. They go at 
the right pace and seem to 

include everything and 
leaves one feeling positive

I feel really good at 
the end of the course 
and that I'm part of a 
community of people 
in the same situation.

I haven’t used this 
technology for anything 

like this before and I 
found it very stimulating 

and rewarding as the 
environment wasn’t 

threatening or stressful

We would definitely 
recommend the program 
but for us it was too late 

in the progress of the 
illness. It would have 
been ideal eighteen 

months ago before she 
lost so much mobility 

and confidence

DISEASE 
PROGRESSION

What happens if patients 
receive little or no  therapy 

or experience periods of 
inactivity?

HAD (HOSPITAL ACQUIRED DECONDITIONING)
 Up to 65 per cent of older patients experience decline in function during hospitalisation. 

Many of these patients could prematurely end up in a care home because of 
‘deconditioning’ and  the loss of functional abilities in hospital. (British Geriatric society)

 There are many factors which can impact on HAD,

The meta-analysis by Smith et al , 2020,

highlights the many challenges, and multi factorial

problems HCP face when manging these patients in 

the acute setting.
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ACCELERATED DECONDITIONING FROM PROLONGED BEDREST 
WITHOUT MOBILISATION IN ATYPICAL PARKINSONIAN SYNDROME 
PATIENTS: IMPORTANCE OF EARLY MOBILISATION IN DETERIORATING 
CONDITIONS

 For PSP, most notable was the change in 
mobility (mobile on admission/hoist on 
discharge)

 PSPRS, the score increased by 19 points in a 14-
month period. (On average literature suggests  a 
1 point increase each month, we anticipate a 
10-point change in a year).

 This is a small-scale study, but it highlights the 
vulnerability of these patients to deconditioning 
when in hospital.

Figure 1| APS patients’ walking profile assessments score the deterioration of

ambulation ability over 3 years. The y-axis scale shows increasing numbers, reflecting

the difficulty of mobilising independently.

Maintains 
independence

0

Early therapy

W/O therapy 

Delayed therapy

2o

Admission

1o

Extremely delayed
therapy

3o

Independence

Late therapy 

Never achieves
independence

Figure 1| Timing of intervention on admission

Time (years)

Time is function

BEDS

Low beds +/- additional floor mattress

Sensor mats 

SpasticityDystonia

An overactive stretch reflex that causes muscles 
to stiffen and resist sudden, passive movement.

Mechanism: A condition involving 
involuntary, sustained muscle contractions 
that cause abnormal, often repetitive, 
movements and postures.

Often arises from damage to the cerebral 
cortex or spinal cord pathways that control 
muscle movement.

Brain Involvement: Typically involves 
dysfunction in the basal ganglia, a part of the 
brain that helps regulate muscle signals.

Characterized by muscle stiffness and spasms 
that worsen with increased speed of passive 
movement.

Presentation: Involves continuous, awkward 
postures or movements that can fluctuate, 
improve with certain tasks, or be present even 
at rest.

Charlotte Campbell-Hill Neurology OT
Dawn Swatton Neurology Specialist Practitioner/OT

• BoNT injections *not for functional improvement 
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Breslow DB, Cianci H, Roxberry CR, Verdun LP. What Every…social worker, physical therapist, occupational therapist, speech-language pathologist should 
know about Progressive Supranuclear Palsy (PSP), Corticobasal Degeneration (CBD ), Multiple System Atrophy (MSA). Cure PSP Foundation for PSPCBD and 
Related Brain Diseases. USA2012

1. Early stages
balance/strengthening/ backward 
chaining/task specific / future 
proofing / education &advice

2. Mid Stages 
managing impulsivity and safety. 
Consider carer strain, future 
proofing/ education, advice & 
support 
3. Later Stages                             
postural management, QOL.

Ghosh et al (2013)(edited by Jade Donnelly)

BLUE BADGE APPLICATION

Consider : 

• Gait and risk of 
falls, level of 
independence

• Vision

• Impulsivity

NHS CONTINUING HEALTHCARE (CHC)

 Keep a diary – family members 
underestimate the complexity of 
care they provide

 Highlight the hidden symptoms 
and complexities e.g. risk taking

 Evidence is key- be descriptive 
and explicit

 Well managed needs are still 
needs

IN SUMMARY

 There is no cure for these conditions, but there is plenty 
which we can do or offer to try and improve the quality of life 
for those under our care. 

 Physiotherapy has an important role to play in the 
management of these conditions.

 Early intervention
 Proactive management
 More research is needed

THANK YOU FOR 
LISTENING –
ANY QUESTIONS?

apscoordinator@uhs.nhs.uk
Jade.donnelly@uhs.nhs.uk

Mobile 07824124626
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