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HSE approves Spinraz
campaign by families
with Spinal Muscul

Edited for MDI News UpdaTeefrodmnl|l tlsh201tes

n the 11th June ITéhset UKMWBLs mwmltaron@dys-heal t h
trophy I reland ( MDIlp)r oweesd delei gilhrtueggd | eavi n
to |l earn of the didcciodiadme dby otshég i ono, HSE
Heal th Service EXRedut iawe&k ntoowl eepd-ged i n an a
prove Spinraza, the onthetOenemenhtasnheéealet maceoen

ket for thewarsetriengmu:socnldg’tilolnesptihniasl year t he HS
muscular atrophy (SMA).,aftgf,8¢! §886N%062M tn
paign by SMA lreland, fapplips gl s8i{dren Livi

with SMA and member s °£n(§AD‘380,000 a year there

The HSE6s | eadership tmamedi buegetl yi dhhpaet 201 9¢ x
decided to reimburse tbeedr-w@aieméreiccbd&vely over

turning a negative recgimgnggrql L BQeaé’ehflsydréjgﬁe
group last May. posal which it said was i
The drugs group voted pyiaenmaegowi ambeodrinyoimher
May against rei mbursingh&pihaaeaappespedet me dr
revised price applicatpoovédg the2bacobactiueerar
Bi ogen. Estonia rejecting it.

Protesters at Leinster House, Dublin in February called for t

atrophy. Photograph: Gareth Chaney/ Collins
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As part of i1 ts submissAfotner By ogresn wfasc pmepai gmuismn
provided the HSE with @mdcasngodioat ed,s tploirs fadeé d i
bi osi Aliitke@rs ke t herapi eBeédnmwnrwekxpemsdviey Muscul ar
bi ol ogic drugs thatt hhatvMdiDico manaofifn pmaremitcul ar b
says would offset the e€emsmemlberSpiwirtalz aSMA. For

Families of children w??rﬂm%WiAt%r%?Vg%\f%rd’ ol & @R
Leinster House in Febrtﬂ%(f?/lfs%vi§91' r?nre?n%aer@a%fy?t
most Opposition partietsr%?to%efrﬁtenftoramao%tbltt%ew'th
attendance we at MDI view as age di s
_ ' ) . . setting for the 34 people
With just 010 million taé/raé(!ia(?rlleoJrordétné‘lﬁ)é(éé'\ﬁint
drugs this year, the HSE had spent virtually al
of its new medicines budget by February.

Have you added vyo
t he SMA I rel and

Over the past 18 months SMA I|re
pile a comprehensive registry o
| anHdaave you added your detail's

| t has been an ongoing probl em
and treatments for people with

be any reliable i nformation ava
ple | iving with SMA Iin Ilreland.
gat her i1 nformation on individua

country etc.) to help ensure th

SMA | retl memdefiere asking peopl e
so they can keep you informed o
| rel and and other 1 ssues that m
shared with any third party.

To register your details pl ease
SI weew. smai redrandomtoanct Jonat han
afonat hanogrady @Qomaitred lepmio-h&6 @ .8
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HSt al eme

Alreland
I

On Tuesday, 11 June 20d®unthiee#HdHSEdAge i s not us
Department of Health ageeed Tlhege ameéalaclcesd st ho
for the drug Nusinerseharfidpimelaizaye omhamn iex-i s
ceptional and individuafitsedobhbasisatmentpeopad e
under 18 years of age Wwas$ ht spnacdl l13usSMAalr &l a
rophy (SMA) Type 1|, |l 1t oer ¢l heedFort & hiee 25omé i ¢ |
in Ireland with SMA, t8@8pisniaszaf kourae age yl wmi

come news foll owing m°|”t§r?1 81f @6]&re§éatjﬁ1|1iyllag(9 1
worry. However for theWthiﬁieéMEMiAnclolménluglj]&yWii|t|
feels Iike a hollow viglory,, as,itPe Ls8s§subd@d
adults with SMA in Ireilg(ptdshgfvetlpge@iégésgogviqd'

by thi-si ghhtoed deci si on

opportunity to |l ead a ful
Commenting -oel ahedagectehisnkrabeuwut ai,t; for some
SMA I reland spokesper s8MAJiomalk halnha®d Gradgy, t hi
sai d, cause they maybe have a

"The 18 age ¢
di scriminatio
about a requi
such as being abl
t
e
S

W2yl GK2Yy
L
@l LN

tal king abou
effectively
simply becau
convenient.

The HSE argues t

yet provides ins
for adults. Howe
been approved i nP®

except Estonia wl
review. In the vg
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sive form of the condition. Their contemporarie
ThesSeMA'" sur"viawoer scurrently | eading as full a |if
married and some even have children. At | ast, a
ther effects of SMA on the survivors' bodi es an
cause they have had the temerity to survive pas
can't have the medicinel!".

This is a ridiculous situation. It is cruel and
must revise the access criteria for Spinraza in
Over the past 18 months SMA Ireland has been wo
tient registry for SMA in Ilreland. I f you, or s
contact SMA Ireland and make sure that your <con
Vi swww. smai r eloarndc.ocnotnact Jonathan O' GfldBdY dirr ean
[ onathanogrady @smaireland. com
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MD | Annual Gener al }

On Saturday the 22nd of June, MDI held our annual genera

The morning began with the business of the day, the AGM
ending 2018 were presented to the meeting. Both reports
we b s-isteesv:ww. md i -ainen/urnedp earntdsu d i-aacecdount s. Athel el ected Board of
current year were foll

Chair peloshonn :Roc he

Vice ChaiGpacsoBreene
SecretHarzel Bridcut
TreaslkEmpdamr:aim Purcell
Board Memkeemet h Rowan

Af ter | unch, guest spe
date members on curren
Vi ces.

The first speaker up was MDI

6s Fund
FI anagan, who updated members on th
new initiative for members to suppo

ci al engagement, with a particul ar

muscul ar dystroph ' _"
Assistive Technol '
disabilities was 3 A‘~;¥on |

agenda and Sean O
§O06Donnel | El ectri

#( HouseMate.ie) bo tai
of the various environmental control s Ak e
friendly for people with disabilities.
And finally, Carol fom
Quality Matters uf |lon
how MDI 6s five yec an i
progressing and wk ow.
Copies of all pr es be
avail abl e soon. t ML

§i f you would Iike_‘



http://www.mdi.ie/mdi-annual-reports-and-audited-accounts.html
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|l ntroduci ng MDI O0s New
Ashling Kennedy

shling joined MDI in Junr ear as Heac
Services. Ashling " nd i n
Management, Psychol

and Counselling ar

and has wor kddprr ofni t b
in community devel op
taged communities fr
Ashling previously
Foster Care Associ a
in a similar role g

a hoiffiogtuised ande mtee
approach and wor ket
Ol ympics Il reland pr
over [ years.

Ashling wil!/ be res,

ing aspects of the s 0
the services and for er -
vices agenda to ensur. Wy ar e
available and "‘,“a‘:\‘:\‘:\;‘ neir
families, striving for and suprg
for all our member s.

We at Muscul ar Dystrophy Ireland would |ike to
we wish her well i n her new role within MDI. y
Chapelizod, Dublin and you can contact her at |
emaihleetadof services@mdi . i e

; : L7 A il
A MDY woul d "‘.)"_‘ lﬂ”l"? G oV a
ettt lpy ctur ed ) [ it ilié\t" W Mwo
¢ B . i s A |
extperience al L odr o teh CEREETIIIE

asisisted al gy ha £l ns e e VAU
" R . ! -

dutfdi‘ng his ti 5
: We gl s § iy m! A58 | ior
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A CHARTER

FOR PATIENT INVOLVEMENT

New Charter Pub.l

| PPQOSIhe 1T rish Pl atfd "
for Patient Organlsa
Science and‘ilsndiustr

patileend organi sa

wor ks with pat.
ment , Il ndustry, ence and
academia to put WEP(S)IQI
the heart of he th NES
tion. Muscul ar yst ASPESSMENT &
lreland (MDI) is a REMBYRSEMENT
| PPOSI

IN IRELAND
A document entitled O6A Charter for Patient | nv
ment 6, was published by | PPOSI 20t h Februar
Il n 2017 and 2018, Muscul ar Dystrophy I relandos
tremely involved with the draft of this Charte
tions who are signatories of this Charter, whi
Assessment & Rei mbursementdo process in I|Ireland
i mprove the transparency, accountability and c
& rei mbursed by the State.
The Chavtredrn,naded by the 1 rish l atform for Pat
(I PPOSI ), with the support of the Medical Rese
ease |Ireland (RDI), sets out 29 actions that t
Heal th Service Executive, Nati onal Centre for
include patient perspectives at every stage of

This Chraotiedes a collectitve addr bsebi shecmaergphb
cerns expressed about |l evels of transparency,
Heal th Technol ogy Ass eHsTsAmepnrto c(eksTSA) and post

t was devel oped twiotnh oad crhoesst PPOSI patient mer
f the Medical Research Charities Group (MRCG)
igned to promote patient empower ment through

I ties and the I rish state agencies responsi bl

For furthemwwdvet gpiplosisee: 2-0h 8 Fpbudbfl2 Os/hpeadt/i e nt



http://bit.ly/2Nbpvg7
http://www.ipposi.ie/2019/02/20/patient-charter-published/
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Living Well with a Long §s sinesens

Support

Term Health Condition

A self care group programme in the
South East for people living with a Long
Term Health Condition.

The skills you will learn include:

Living with a long term health
« Problem solving and decision making.

condition is your community
based programme that was « How to set management goals.

originally developed at « Managing your medication.

O s « Communicating effectively with your family,

friends, and healthcare team.
The group programme runs

for 6 weeks, one session per
week. Each session lasts « Healthy eating, weight management and
2.5 hours. Each programme appropriate exercise techniques.

:S fzcilitated by certified « Managing pain, fatigue and difficult emotions.
eaders.

« Relaxation and managing stress.

cp e
ASTHMA

SOCIETY
57 Diabetes

FMSIreland s .4 Ireland

@ Irish Heart
Foundation
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/n June,( florMMal |y Centre fbauhodegeadeeadéeirvMagdal whicl
support for people WwWiavk @i P@&Abisleirtvie®, whvant a PA servic

more about I ndependent Living. Prior to this publicatio
formative | eaflet entitled AAchieving a right to persona
| ow. We at MDI believe many of our members will find th
secure appropriate and secure Personal Assistant Service

copy of the Leader Manual wowwf it mhe migi find @irbmaitci &knl :v i (sOi1t):



