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o Demographics

Muscular SMA TYPE

Atrophyuk °* 52 respondents to survey SVA 3

4%

SUPPORTING * INFORMING * ADVOCATING

* 50 participants with viable data
* Predominantly patients with SMA Type 1
* Majority of participants from the south of England

GEOGRAPHICAL LOCATION OF PARTICIPANTS
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Humber
AGE OF PARTICIPANTS IN SURVEY MOTOR MILESTONES NON-INVASIVE VENTILATION
REQUIREMENTS
0-1 years Unable to sit up
1-2 years Dependent
2-3 years
Can crawl/bum shuffle 4 .
6-7 years Stands with support _
7-8 years Stands independently >10...
8-9 years
9-10 years Walks short dinstances with...
10-11 years Wallks >5 steps independently
11-12 years

Over 12 years
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PROFESSIONALS INVOLVED IN SPINAL CARE

Neurologist Spinal surgeon Specialist Specialist respiratory Local physiotherapist Orthotics team within Orthotics team Local paediatrician
Neuromuscular team (consultant and your specialist hospital separate from your
physiotherapist physiotherapist) specialist hospital

Analysis and graphs produced by Dr William Quelch
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SUPPORTING * INFORMING * ADVOCATING

Scotland (n=5)

North E =
Northern Ireland (n=1) orth East (n=3)
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™ Spinal Bracing in the

spinal
Muscular
Atrophy uk

SUPPORTING * INFORMING * ADVOCATING

NH

* Large variety in manufacturers of spinal braces and

in advice for duration of wear

SUPPLIERS OF NHS BRACES

Don't know

No Brand/NHS
Hospital
John Florence
Relief

Orthotics
Ortho Europe

Spinal Corp

Peacock
Orthotics

SUPPLIERS OF PRIVATELY FUNDED
BRACES

John
Florence

Spine Corp

Progettiamo
autonomia

TIME SPENT WEARING BRACE

A few hoursa  Whenever they All day apart from  All day long,
day, as long as are sittingup  when doing active including when
can be tolerated. physio doing active
physio
M Advised Duration of Wear M Actual Duration of Wear
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NHS braces perceived as only somewhat effective
and only moderately well tolerated

* Lycra preferred to rigid bracing in some areas of the
U.K.

PERFORMANCE OF NHS SPINAL BRACE
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41
34

SLOWS PROGRESSION SLOWS PROGRESSION HOW WELL IS THE
OF SCOLIOSIS OF KYPHOSIS BRACE TOLERATED

Not at all effective = 0 Somewhat effective = 50 Very effective = 100

USE OF LYCRA SUITS IN SMA

Number of participants using lycra suit _

Wanted a less supportive option that
enabled more movement for support
during active physio.

My child wasn't tolerating their NHS
spinal brace

Recommended by NHS neuromuscular
physio

Recommended by Local NHS physio

Recommended by Another SMA family

From seeing posts on social media -

Recommended by Private Physio

Analysis and graphs produced by Dr William Quelch
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NHS Foundation Trust SerVice Users Experience
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“Spinal management
was not something my
child was offered. | had
to push for an X-ray
and a spinal brace”

“I think the spinal surgeon, the physiotherapist and orthotist
should be in the same room when the child is scanned/fitted
for the brace”

of your child's

is your perspective
What 1s ¥ P tandard of care

NHS spinal brace or the s
you received?

't come together

essionals don

rof -
these P e for the child

't believe that
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“There is no competition in the market so there is no environment for
change. This is the main problem - the NHS are just outsourcing to a 3rd
party who have no incentive to try harder, try new techniques, or advance

their ways of doing things”
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