DEATH BY 1000 CUTS /



SMA

CLINICAL SUBTYPES

There are four primary
types of SMA. Type is based on
the age of onset symptoms and
the highest physical milestone
achieved. SMA Type | is most
severe, and also the most
comman, representing over
60% of cases.

Type 4 SMA

Type 1 SMA ﬂ

Onset: Before 6 months
Milestones: no sitting

Type 2 SMA #ly,

Onset: 6 - 18 months ‘ ’

Milestones: Sitting,
nat walking

Type 3 SMA
Onset: Childhood
after 12 months ()

Milestones: Walking I |

Onset: After 30 years old .
Milestones: Normal n
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The truth hurts, but

silence kills.
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"This complaint has highlighted that inconsistency and we committed to Fiona and to the Human Rights Commission that
we would look at it because it wasn't consistent. It's something we've wanted to do but we haven't managed to do it in the
last few years."

Both doctors are also highly critical of the way Pharmac has treated patient advocate Fiona Tolich, who sparked Pharmac's

Jackson, the medical director of the Cancer Society, believed Pharmac's response to Tolich amounted to intimidation.

"I think it's deeply troubling that Pharmac has appeared to link advocacy to a possible reduction in child cancer drug
availability - that feels almost retaliatory.”

"If vou were advocating for any kind of change, to have the prospect that that could have a negative impact on kids affected
by cancer hanging over you - that's extraordinary,” he said.

"For a government organisation to put that out there as something that could happen as a consequence of that, I mean that
would be extremely intimidating for any advocate, so I think that's quite troubling."
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The true measure of any society can
be found In how it treats its most

viulnerable members

— Mahaling. Gardhi —




Extremist rhetoric refers to the expression of single-minded certainty by - yauican hearsomeshityou really don'twant to
hear (sort of like a Smalley (redacted) interview!)

true believers in their extremist ideology.
That interview yesterday was utterly nauseating.”

Pharmac will be considering the drug for
. funding, this month, under its rare
r A disorders fund. Spinraza's application will
. be considered alongside funding for 13
other new medicines, for diseases like
’o"' Fabry disease, Pompe disease, cystic
fibrosis and Gaucher disease.

Every reasonable New Zealander
understands why they can't all be funded.

o
/’ So which would you choose?

Who's driving the push to
publicly fund $1m drug
for orphan disease spinal
muscular atrophy?

First of all, | don't buy into extremist rhetoric.




25% OF KIDS / 4 ADULTS TO DATE



WHEREVER THE ART

OF MEDICINE IS LOVED,

THERE IS ALSO A
LOVE OF HUMANITY.

(HIPPOCRATES)

P

S
Loves school,
‘ wantsitojbe able |
%" holdapen.



BECOMING A NEW AGE BIONIC

WOMAN




Val-ue
/'valyoo/

noun
the regard that something is held to deserve; the importance,
worth, or usefulness of something.



+61 439 188 079



https://www.linkedin.com/in/fionatolich/
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