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* Improve Clinical L ing of Mobility C 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

AIMS OF - Practical Skills to Create Individualized Mobility Interventions —
Attendees will gain knowledge about best practice & strategies to
SESSION 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
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DISCLOSURES

* Member of the PSPA services committee

WHAT IS PROGRESSIVE SUPRANUCLEAR

PALSY (PSP)?

* Previously known as Steele-
Richardson-Olszewski syndrome

+ Neurodegenerative tauopathy
involvingbrain stem, basal
anglia, cerebral cortex and
entate nucleus of cerebellum

- Progressive- it steadily gets worse
over time

* Supranuclear- it damages tl
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 (

* Median survival 6 yrs (Litvan 1996)

* Mean interval from symptom

onset to diagnosis is 3.6 t0 4.9
years

Table 1 Progressive Supranuclear Paly diagnostc eiteia
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PSP : MEDIAN TIMETO SYMPTOMS

RED FLAGS FOR A DIAGNOSIS OF PSP
Falls Often backwards and without warning
Postural instability Axial rigidity
Slowness of movement  Bradykinesia i i )
Motor recklessness Impulsivity Walking aid required 3.1years

Eye problems Restricted eye movement. May describe finding Dysphagia 4.4 years
it difficult to walk downstairs due to problems ;
with down gaze, reduced blink, double vision Wheelchair /bed bound

Speecﬁ Slurring of speech, soft voice

Swallowing difficulties  Liquids and solids, excessive salivia Lo Buo B Aty af ptogreshe bog o Nanirsiogy
Cognitive changes Change in personality, irritability, apathy
Emotional lability More easily brought to tears or laughter Median survival 5.5 to 10 years
10 No presenting tremor

?frontiers 3 cases of patients with PSP
in Aging Neuroscience motor and non-motor symptoms

EVIDENCE

» Front. doi: 10.3389/fnag].2023.1294293 2 OUtllned
©SAGE clinical progression described
- There is limited evidence to suggest journals ::v:::hcel::y :sse reports on three people with progressive physiotherapy intervention detailed
d i Reduced number of falls was

physiotherapy is helpful in PSP & Evalitie studes
CBS tss0e eto12019 Exercise and physical activity for people with

e B Mariana Mateus -, Alexandre Castro Caldas 2
Progressive Supranuclear Palsy: a systematic review

achieved

» Author information » Article notes » Copyright and License information improvements in gait and balance
PMCID: PMCL0739485 PMID: 38145067

Susan € Stade (3 " Jennifer L McGinley, and

- However, there are numerous papers
supporting physiotherapy for PD and the
aging population. o D
Gudsiines)
(slade etal, 2019) - Benefits of remaining active both
physically and mentally.

Patient and care partner views on exercise and structured
* Physiother Theory Pract. Author manuscrpt;avilablein PMC: 2024 May 1. - ph?(sical activity for people with Progressive Supranuclear
siother Theory Pract 2022 : P, Palsy
treadmill training Susan C. Slado @, Christophor Bruco, Jonnifer L, McGinloy, Bastaan R. Bloom, Mg E. Moris

o . N each with eye movement challenges Pubished: Juno 5, 2020 + hips:dol orgH0.137 tjournal
Training high level balance and stepping responses in atypical el e dmery

Progressive Supranuclear Palsy: A case report 1 hour, 2 times a week

10.1080/09593985.2022.2032509 &

Earllaine Croarkin ', Krystle Robinson ', Christopher J Stanley ', Cris Zampieri
- People with PSP are keen to participate in exercise, especially early in the condition.

» Authorinformation » Article notes » Copyright and License information

FHCID: PCa344sE NIFNSID: MKNSITa4GA PHID: 3500086 improvements in eye-body coordination * People with PSP were rarely ref for therapy and had to seek it independently.

And limits of stability
foot clearance
task performance (squats, timed stepping).

- People with PSP were uncertain about what activity and exercise would be helpful and
atwhat dose.

+ Carer burden , challenge of navigating the system.

Follow-up demonstrated some decline from
post-test results (reduced patient-reported
adherence )
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Enablers to Exercise Participation in
Progressive Supranuclear Palsy: Health
Professional Perspectives

Neurol Ther (2023) 12:229-247
butps:/doi.org/10.1007/540120-022-00420-1

@ 1ok Mo | SusanC Stadet Christopher Bruce?
ennifer L. MeGintey* Bastiaan R. Bloem" 7

The Lived Experiences of People with Progressive

Supranuclear Palsy and Their Caregivers

* Nursing and AHP believed that exercise, physical activities, movement rehabilitation are

important in enabling those with PSP to live well. Gesine Respondek @ + Diane Breslow - Carol Amirghiasvand -
Boyd Ghosh @ - Bruno Bergmans © - Leigh van Wyk -

+ Uncertainty over how to deliver this. Tim Irfan - Robert Dossin - Cecile Vanderavero

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

* The paper highlighted the need for clinical guidelines.
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MOBILITY

CHALLENGES IN PSP

THINGS TO CONSIDER
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WHAT IS CORTICOBASAL SYNDROME (CBS)?

RED FLAGS FOR A DIAGNOSIS OF CBD

Corticobasal degeneration (CBD)is a rare, * The principal areas of the brain affected ~ are: Highly asymmetric One side affected much earlier and
progressive neurological disease. progressive presentation  worse than the other

+ The basal ganglia

The term Corticobasal Syndrome (CBS) is also Apraxia Clumsy, awkward hands

* The cerebral cortex Dystonia Odd posture of hand, foot, arm or leg

* 5per 100,000 in the UK Myoclonus Quick involuntary jerks

* Slightly more women than men + The ‘cortical in corticobasal degeneration refers ien li

A . . ; b affected to changes in language (aphas\g), speech, Alien limb Reaching or grasping automatically
ﬁgﬁ“ﬂs&e‘ﬁ Eo'sot-éoéo’gt people may be affecte memory, cognition, vision, clumsiness (apraxia) Speech Slurring or distortion of speech,

. . and alien lim halting, stuttering
+ Life expectancy \svanable,Ty?lcaHy,J sin a
Fan e between 5-1obyea|55, but individual health Cognitive and Change in personality, irritability, apathy, low
actors n?ean itTan be shorter or longer. * The 'basal in corticobasal degeneration refers to behavioural changes mood, difficulties with organisation and planning
- No curative treatment ghank es in movenbent,kw)(w\ch caln be)s\ovy ;snd stiff
o @i A parkinsonism) and jerky (myoclonus), with
Clinical diagnosis contractions/dystonia and a risk of falls

Table 2. C D. i i ic criteria

[rrobae oo | romsmieooo | ross- N areoA THINGS TO CONSIDER

Cxecutive
aystunction

iricws

b it
e o

2 nge

@ Lim rigiaity or akinosia el [
©) Limb dystonia i AP
© Limb myocionus Broducton peoninen
[zor — Tion (@praxia of Shanges
d) Orobuccal or limb apraxia Slow or palsy
‘©) Cortical sensory deficit z
£ Aller limb phonemena

rinary
incontinence

Presentation neads to be insidious with a minimum duration of one year.
* Permitted phenotypes for Probable CBD is Probable CBD or FBSS or NAV WITH one CBD
feature (a-f)

* Permitted phenotypes for Possible CBD is bl CBD, FBSS or NAV. or PSPS WITH one
CBD feature (b-f). Exclusion criteria is evidence of other diseases eg MSA, Amyotrophic
Lateral Sclerosis, Lewy Body Disease, structural losion, genetic cause or alternative primary,
progressive aphasia.

FBSS - frontal bohavioural-spatial syndrome; NAV of PPA — Non fluent or agrammatic
variant of primary progressive aphasia; PSPS — PSP syndrome.

OBSERVATION SKILLS

“A chilled, slow, earthy, fixed old man. A
Cadaverous man of measured speech. An old m.
who seemed as unable to wink, as if his eyelids
had been nailed to his forehead. An old man
- Y b whose eyes- two spots of fire- had no more
P RACT | CA L S K I L L S 2 motion that (sic) if they had been connected with
the back of his skull by screws driven through it,
i f‘nd rivetted and bolted outside, among his grey
airs.”

" He had come in and shut the door, and he now
THE LAZY TOUR sat down. He did not bend himself to sit, as other
people do, but seemed to sink bolt upright, as if in

OF TWO IDLE
APPRENTICES water, until the chair stopped him.”
Charles Dickens

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

* Turning ina wide arc

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

&y e serring

e O @ e
* In PD en bloc turning, in PSP pivot o
carelessly .

> Phys Ther. 2008 Feb;88(2):240-50. doi: 10.2522/pt] 20070159, Epub 2007 Dec 11

Gaze control and foot kinematics during stair
climbing: characteristics leading to fall risk in
progressive supranuclear palsy

Richard P Di Fabio ", Cris Zampieri, Paul Tuite

Affiliations + expand
PMID: 18073265 DOI: 10.2522/p(j20070159

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
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STAIRS, STAIR LIFTS OR
SINGLE LEVEL LIVING

B, B4\

Vision:
Vertical Gaze P ———————————
Pa |Sy doi: 10.1016/j.apmr2008.07.024.

Improvement of gaze control after balance and eye
movement training in patients with progressive
supranuclear palsy: a quasi-randomized controlled
trial

Cris Zampieri ', Richard P Di Fabio

Affiiations + expand
PMID: 19236979 DOI: 10.1016/j.apmr.2008.07.024

NEW EXERCISE CLASSES FOR
PEOPLE WITH PSP & CBD

Heroes.

like PSP & CBD.

BETH SHEPHEARD-WALWYN, LIVING WITH CBD

“Joining PSPA's Exercise Sessions has been good fun and has given

me a new range of exercises to do.

Praviously I'd been part of a Parkinson's exercise class, but much

of what they did was not appropriate for me. The Neuro Heroes

exercises are much d to my condition. The

also helpful s the instructor could see what we were doing and help

us individually with the things we were finding difficult.

“Hugh, my husband made notes during the class and we now repeat

sy o e what we do in class most days which has been helpful in improving

R the range of things | can do. We even took our tablet on holiday so we
could join the class from Wales!”

Our Online exercise sessions are free for anyone who joins PSPA. If you are interested in joining an
exercise class please visit www. -sesslons
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I get a great sense of These PSP x;m
sessions feel 5o different

I feel more 1am able to achievement at the
capable using my participate more in
arms and legs everyday life and |
have more energy

end of the class when | to other sessions - can't
have managed to do put my finger on exactly

some of the exercises why that is but please.
keep them going

had been available
‘when | was first The classes have

diagnosed
confidence in
moving.

o,
NEURCUHEROES

PSP+CBO Boost

=

A o B

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
Tost so much mobility
and confidence

\ I feel really good at
the end of the course
and that I'm part of a

community of people
in the same situation.

Loved the facial
expressions and
enthusiasm _

e g | et e | B d a1 e 3 90

I haven't used this
technology for anything
like this before and |
found it very stimulating
and rewarding as the
environment wasn't
threatening or stressful

ukder 1 apen hanc g s Sach | ARenats e
pem——

These PSP specific sessions
are invaluable. They go at
the right pace and seem to
include everything and
leaves one feeling positive

From Support
Block of Fully home on with
Bloncela ] Zoom - booking

week -
. by PSPA No kit and set
sessions needed up NEURO

DISEASE
PROGRESSION

HAD (HOSPITAL ACQUIRED DECONDITIONING)

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)

What happens if patients
receive little or no therapy
or experience periods of
inactivity?

* 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 patientsin Archives of Gerontologyand &
Gerlatres [ |

the acute setting.
Interventions for reducing
hospital-associated
deconditioning: A systematic
review and meta-analysis

Tobu0 smith** 2, 5, il Ssshante” . Sorch lbaden 5




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 o) ik foiruog i
discharge) | e ———
M s
s | b e i

s ek

Sock
e v o

* 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).

6~ Rnquiees hos, cannot weight bear
Guring raewfers. bt cam st ot
7 B bound aic iy depersert

[t —vert —os

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

37

BEDS

Low beds +/- additional floor mattress

Physiotherapy Exercise Programme

+ BoNT injections *not for functional improvement
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Time is function

Figure 1| Timing of intervention on admission

10 2 30

Delayed therapy

Exremely delayed
therapy

S Maintains

Levelof mobility/function

independence

Independence

Early therapy

Never achieves
independence

/0 therap,

0 Time{years)

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

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

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

Dystonia Spasticity

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

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

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

40
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fancin BLUE BADGE APPLICATION
1. Early stages
balance/strengthening/ backward

—r chaining/task specific / future .

s proofing / education &advice Consider :

o 2. MidStages * Gaitand risk of
managing impulsivity and safety.

o Consider carer strain, future o.'i" e falls, level of

Mot proofing/ education, advice & w independence
support o
3. Later Stages GOV.UK Vision

Onset ~ Diagnosis Death postural management, QOL.

Impulsivity

Ghosh et o (2013)(ecited by Jade Donnelly)

Bresiow DB, Cianci H, Roxberry CR, Verdun Lp. Wha £ jalwork

£ a0 3nc.
Relsted Brai Diseases. USAZ012
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IN SUMMARY

NHS CONTINUING HEALTHCARE (CHC)

NHS CONTINUING
Keep a diary — family members HEALTHCARE (CHC)
underestimate the complexity of SOCIALCARE PROFESSIONALS (°57)

care they provide %

Highlight the hidden symptoms
and complexities e.qg. risk taking

Evidence is key- be descriptive
and explicit

Well managed needs are still
needs

THANK YOU FOR
LISTENING —

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

Mobile 07824124626




