SHARING INFORMATION

SHARING INFORMATION
WITH SCHOOLS ABOUT
A CHILD AND THEIR SMA

A CHILD AND THEIR SMA

SOME EXAMPLES
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These fictional examples show how information
could be described for different children who
have different levels of need.

‘About Me’ tells the school about the child more generally, including how
their SMA impacts on them. When a child has more complex health
needs, this is covered separately and in more detail by ‘My Health Story’:

Examples:

Ingreen:
Liam has SMA Type 3. He is able to walk but gets tired and may need
support. The impact of his SMA is explained within ‘About Me":

e About Me

In blue:
Aash has SMA Type 2. He uses a Bugzi to get around and does not have
regular breathing support needs:

e About Me

e My Health Story

In purple:
Evelyn has SMA Type 1. She has more complex health needs, including
regular breathing support needs:

e About Me

e My Health Story

The Blank Templates booklet is for you to complete for your child, and
to share with the school.

There is also information about SMA more generally in our sheet: ‘5¢q SMA
- Information for Schools’, that may be helpful.




(Photo of Liam)

My Noame: [ jam
My Birthday : I5th May 2018




| go fo Preschoo/ 3 a/ays a week — | love going.

| sometimes need a bit of extra sululoorf but the teachers and
he/luers know all about me and how to make sure | can join n

Wl?th everyﬂ)ing ana/ dO as MMCh as / can b‘lj myse/f.

My Mum and my big sister Maya who | live with

My Dad who | see sometimes at the weekend

MH Gmrmy, Gmna/aa/ ama/ NGVWI



Things I like doing:

P/aying with my friend Luke

Loo/eing at books and /is*ening fo stories
Swimming

Loo/eing atter our guinea pigs

Watching Strictly and dancing

Building things with Lego

meing luic*ures of my fami/y

Ma/eing Feo,a/e /augh

| know some letters and can read some words

/ can COMVHL a /0!’19 Wa_(j



| have Spinal Muscular Atrophy. You can read more about this
in the Information Sheet.

My SMA means that:

My /egs can 9e7l fired which can make running around and
/eeeluing up with games hard work

Sometimes when | start geHing fired | fall over because my
/egs aren't very sfrong and then | need he/p fo 9e7l up.

| like fo sit on the floor with the other children, but | do
need someone to he/ln me 9e7t up. [f I'm siHing on a chair,

one with arms is best for me. A+ ,ureschoo/ | have a frame

around the foilet fo he/’u me stand up.

| take a medicine at home every a’ay fo treat my SMA and
have to do Inhysio*hempy exercises at home every a/ay as
well

| don't mind other children knowing about my SMA - my

mum ana/ 6/0!0’ can fe// ‘(jOM more 0I[90M7L WhOHL we MSMOI//‘(j SOI‘(j

about it



Other important things to know about me:

| don't like dogs as one bit me oncel

| want o join in with every*hing at school and do as much
as | can loy myse/f.

['m rea//y /oo/eing forward fo s*ar*ing school next year -
joining n, /earning and lo/aying with everyone else and ma/eing

new friends.



(Photo of Aash)

My Name: Agsh
My Birthday : 20th June 2019




What's happening for me now:

| go fo my childminder for one a/ay every week.

She knows all about the he/lp | need and it's jusf like loeing at

home. My Mum and Dad have been *a//eing fo my
childminder and are fina’ing out about geHing an assessment

'l[-OI" me 7L0 ge* ex*ra SM,D’DOI"?L ana’ care Whei’) / S7L0IF7L SCL)OO/.

/ can 7Le// HOM more 0!bOM7L H)e he//g / neea’ bbﬂt /'a’ ///ee yOM 7L0

/QVIOW more 0IbOM7L me 'HI"S?L.

Some of the people who are important to me:

My Mum and Dad, my big sister Baﬁee* and my little sister
Meena

My Gmna’mo*her, my Aun*y, MV)C/@ 0“’)0’ COMS[HS

Nathan, my Physioﬂyempis*



Things I like doing:

| like /oo/eing at books and hearing stories

| use my Bugzi fo ge* around. |'m very gooa’ at a’riving it all
by myse/f

| am gooa’ at counfing and colours and Imin*ing
| know lots of words
My voice Is cluhte quief, but | like singing

| like P/“ﬂi”ﬂ with my farm animals and fractors



Things | like doing when | have help:

Ba/eing with my cousins Is my favourite *hing

['m gooa’ at choosing food when we go sho,aluing
Ma/eing castles in the sana/lphL

Stretches and exercises with Nathan

Doing jigsaw Inuzz/es with my sister




Why I need extra help:

| have Spinal Muscular Atrophy - or SMA for short. You can read
more about this in the Information Sheet.

With the right support and equipment, | can join in and learn
and play with everyone else. There’s more about this and the
help | need to manage my SMA in My Health Story.

Other important things to know about me:

| like to do as many H)ings as | can for myse/f, so | use my
Bugzi fo ge* around and ['m a very gooa/ driver!

| like joining in and a’oing the same *hings as my sisters and
my cousins. My mum and dad can fell you more about how

#:eg he/lp everyone make sure | can join n.

| am cluhte shy and a bit anxious, but | rea//y want to start
school soon. I'm /oo/eing forward o ma/eing friends and

/earning and Ip/aying with lots more children



(Photo of Aash)

My Name : Aash
My Birthday : 20th June 2019

| have Spinal Muscular Atrophy - or SMA for short. You can read more

about this in the Information Sheet, but that's just general. My Health
Story tells you how SMA affects me. With the right support and
equipment, | can join in and learn and play with everyone else.



The help |1 get now:

/ go fo my childminder for one a'ay every week She knows all about the he/lp
| need and it's J’us* like being at home M-Lj Mum and Dad have been fa//eing

fo my childminder and are ﬁna/ing out about geHing an assessment for me

7L0 96* ex7tr a SMIDIDONL OIHCJ care Wheﬂ / S7L0II’7L SChOO/.

/ 'd /IIQQ 7L0 7L€// yOM more 0Ib0b17t 7%6 he40 / have now and Why N yOM can 7L0I//€
7L0 MMVV) ana’ Daa/ OIEOM?L hOW 7%/8 COM/GI wori /Q 0]7L HOMF SChOO/.



With SMA, your muscles don't receive strong signals from the brain
making some muscles weaker and some movement more difficult.

Sitting:

At home and at my childminder's | have a slpecia/ chair to he/lp me sit as
uprigH and comfortably as | can. It has a *ray so that | can P/O’H or eat I
has s*ralns fo /eeelp me u/orighf and safe. | have fo wear my slnim/ brace for
most of the fime when [m siHing.

Standing:

S?Lana'ing IS rea//y hard for me, and | can't do it on my own. | have to use my
s*ana/ing frame and Nathan, my Physio%empisf says it's goo&/ for me fo do
some s*anding every O/ay. Sometimes | Faimt while ['m sv‘ana’ing. My lnaremts

am/ NOI7%0IVI /QVIOW hOW 7L0 he/p me S7L0lﬂd am/ can 7L0I//€ 7L0 -(jOM OIEOM* when ana/
hOW / can S7L0IH0/ sm[e/y when /90 7L0 SChOO/.

Walking and mobility:

| rea//y like using my Bugzi fo ge* around on myse/f because | can't walk. |
dont like having fo ask Peolp/e for fhings all the fime and Bugzi means | can
gev‘ fo ID/OICQS and H)ings indepena/en /y ['m a rea//y 9000’ driver because [ve

been using it since | was 2 years old

When | go fo my cousins, my /\umty has fo Ipush me round in my sulolnorﬁve
chair as there's rea//y not enough space fo use my Bugzi but | don't like this
as much. Sometimes | sit on the floor with lots of cushions fo su/a/yomt me so
that | can Ia/ay with my cousins. | can do this for up fo half an hour.



Transfers:

| need he/lp to move o and from my seat to the floor or my Bugzi. ['m very
/IgH S0 everyone who he/lps me has been trained fo [+ me san(e/y info

different seats or on 1o the floor. | dont need a hoist fo be moved now, but
when | ge7L heavier | will

Other important things about my mobility:

If | sit for foo /ong in the same lnoshtion | can gef very uncomfortable —
then [l need he/lo fo move. If you ask me [ can fell you how | want fo move
or change Iposhtion | a/ways need to have my slpim/ brace fitted Iprolper/y
and be as s%raighf as | can.

When | ge* bigger, | will need a small Powerchair fo 9e7t around

Nathan and my Occupafiona/ Thempis* (O7) he4pe0/ my Imrernts sort out the

e%w;umenf | need at home and the fraining for my helpers. | holpe ﬂ)ey will
be able to do this with school foo



Arm strength and reach:

My arms are not very s*rong. [ can't lif# my hands above my head and |
can on/y reach forward a litfle way | can pick up /igh?t #u'ngs it #)ey're close
enough and not foo Ioig - or too small | can show you some of the farm
animals and tractors | can /9/0’9 with myse/f. If] c/rolp somev%ing, | like it

when my cousins Fic/e it up for me without me having to ask

Writing and drawing:

I'm gooa’ at Inainﬁng and | want to learn fo write. | draw and Paim‘ my best
when I'm siHing n my sulplporvtive chair and the paper and everyv%ing's
reac/y for me on my *ray. [ ke using felt 7LIID pens best to draw, and mum

ana/ GIOIGI can ShOW HOM 7%8 SOI’?L 07[‘ID€V) grlpper 7%0’* he//os me VV)OS?L.

Fine motor skills:

[ ke P/O’Hi”ﬁ games like snakes and ladders with my cousins who he/lp me,
even if the Ipieces are too small for me o Ipick up. And | like aloing J'igsaw
Puzz/es even *hough | can't a/ways /aic/e up the Inieces or fix them fogeﬂler
easi/y. Bajl'ee* and me take it in turns fo choose a Ipiece and | tell her where

fo fry it out

Other important things about my upper body strength:

When | first went o my childminder | was shy about as/eing for he/lp, but
now | know her better and | like that she doesnt do everyfhing for me

s*raigHaway but encourages me to ask her when | need he{p with
somev%ing.



SMA weakens the muscles which support the spine and other bones.
My spine:

The weak muscles in my back mean that my sluine has started fo curve and so
most of the fime when ['m siHing or s*ana’ing, | have o wear my sloim/ brace

fo sulplpor* me. [+ can ge* a bit hot and uncomfortable sometimes, but my mum

and dad and childminder know when it's ok fo give me a bit of a rest

My legs, feet and ankles:

SOVY)@?LIVHQS / have 7L0 wear AF OS (AH/Q/@ F 007L 0"7L hOSQS). These he/lp 7L0 /eeelp

my feet and ankles in the rlgH loosiﬁon when ['m siHing or s*anc/ing. | can't
Pmt them on or take them off [oy myse/f S0 My mum and dad and

childminder have all been trained o help me

Stretching and flexing:

Nathan has shown my mum and dad and my childminder how fo he/lp me do

the stretches and flexes | need o do every O/ay, fo s*olp my joinfs from
geHing stiff. | dont mind a’oing them, esloecia//y it | can listen o a s*ory at

the same time.

Other important things about my bones and joints:

Nathan is the one who knows most about the Physiov%emlny and exercise |

neea/ OIVIOI Wheﬂ.



SMA can affect the muscles that are used for swallowing.
Eating:
Because my swallow muscles are weak, | need fo have soft foods and it

takes me /onger fo eat My sisters a/ways finish before me, but | dont mind

Drinking:
| like o use my own cup with the handles — | can manage it by myse/{ if it's
half ull or less. | can use a straw if | forge* my cup but it's not as easy for

me.

Care and routine:

| a/ways have an adult wafching me carefu//y whenever | eat or drink, even it

its on/y a snack. | need he//g cuHing up my food but | like someone o ask me
if it's an ok size. | like using my blue fork and spoon but if | gef fired |

sometimes need a bit of he/'o with the last bits,

Other important things about eating and drinking:

My childminder and my Aumty a/ways fell my mum what's going fo be for
dinner so that she can check [l be able fo chew it enough My favourite is

IDOIS 7L0I.



Getting changed:

[ like going outside in my Bugzi when | can, but | can gef cold | need someone
fo he/lp me Im,nt my coat and hat and g/oves on and of ¥ and o ge* chomgec/.

Toilet time:

| can fell you when | need the toilet and drive there in my Bugzi. At home

and at my childminder's | have a sloecia/ suloloorﬁve foilet seat which | have 1o
be lifted onto and held on loy someone who has been Prolper/y trained They
have fo be careful because of my spine. | need a s*elp fo rest my feet on

and sometimes it's easiest for me o pee info a bottle. | need he/llo with wi/oing
and with washing my hands. My childminder has a blg bathroom with a

changing table that folds down from the wall in case we need o use that
When | ge* bigger and heavier | will have fo use a hoist

Energy and fatigue:

| ge* more tired in the afternoons and sometimes | need to have a rest. If |

can /ay down in a aluie* Ip/ace for an hour, that he/lns.

Other important things during the day:

| don't usua//y have any Iprob/em with my breaﬂving, but if | ge% a cold it can
turn info a chest infection so | have to be careful and | m;g}nt need fo sfay
home. Sometimes | will have +o go fo hoslvhla/ or clinic for check—ulps and
appoim*men*s, but my mum and dad can tell you when ﬂ)ey are.



Treatment for my SMA:

| have a o/rug called Spinmza which goes info my spim/ fluid 3 fimes a year.

A doctor at a slnecia/iml hosphta/ does this. | migh?‘ need a coup/e of a’ays off
school for this Inrocea/ure.

My medicines:
Medication Frequency Extra information
Vitamin D [ Every day With my lunch

Other important medication things:

If] 9e7t a mild cold | m:gH need some Ca//oo/ while [m at school




Everyone who needs to help me will have training.

Equipment How it helps Extra information
They're /Igh 4 and exy | still need someone fo
. he/la me cut my food
for me 1o grip so H)ey .
Blue fork , and watch when ['m
he/ln me stab and [ o
and spoon eantmg in case food
some of the food fo my f n
ouom wouth goes down The wrong
way.
c . . /Yy chair c/an go I:L/D or;t | ca;q 7:(e// %Lc;u ihe best
\ upportive | down - so | can sit in it | angle Tor Tne Tray
' chair | for carlpef fime on the | when I'm a’oing
* ‘ " lowest seHing. different activities
| still need someone fo
Tt | bj:’e and ‘er Z’/ i+ me on and of f and
Seat | P2 1T AP by make sure | don't

me 7[68/ SOI'F@.

S/IP.

S?Lanaling

FFOIVYI@

I+ holds me in sm[e/y
while | stand for up fo

ha/f an hOMI’ every day

Nathan can fell you
about the sort of
activities | can do when

['m sfanc/ing.

-

B ugzi

[ love my Bugzi Ip/ease
allow me fo use it

whenever Ipossib/e.

If | use it outside, the
grouno/ has fo be
IpreHy flat and smooth.




(Photo of Evelyn)

My Name : EV@/L{H

<

My Birthday : [0th April 2018




What's happening for me now:

/ go fo slpecia/is* nursery 3 days a week — [ love going. | have extra supporﬁ

so when I'm there, | a/ways have one of my he{ners with me and join in with
every#:ing. Mum and Dad and the Peop/e who know me well are updaﬁng my
sulplpont Ip/om so | will ge* the same sort of extra he/p when | start

mainstream school

/ can 7Le// _(jOM more abomL 7%2 he/lp / neea/ when / 'VY) 0I7L nurser y, bbﬂt / '0/ /l/ee HOM

7L0 kV)OW more abomt me firsf

Some of the people who are important to me:

/\/Iy Mum and Dad. and my blg brother Will who P/ays with me.

M_‘j SMIDIDOHL *eam WhO heép me 0I7L home OIHCI nursery.
M_lj Gmnny ama/ Gmna/aa/.

My c/og Eusfy — he thinks he is a loerson./



Things I like doing myself:

[ love Ip/aying games on my tablet and wa*ching YouTube videos.

| use my Wizzybug fo get around ['m very good at driving it all by myself

[ am good at counting and can already count 1o 10

Drawing pictures and some letters

I love talking and | know lots of words, but people sometimes find it hard o
understand me. Once people know me they get better at understanding what
| am saying. | like people to falk fo me not my helper.

| am good at remembering stories and felling them back

love anything fo do with dinosaurs

Music with a good beat

Choosing things on my iPad

Cmc/eing eggs./



Things | like doing when | have help:

Coo/eing

Bui/a/ing with Lego
Swimming
Physio exercises

P/aying with a soft ball



Why I need extra help:

| have Spinal Muscular Atrophy - or SMA for short. You can read
more about this in the Information Sheet.

With the right support and equipment, | can join in and learn
and play with everyone else. There’'s more about this and the
help | need to manage my SMA in My Health Story.

Other important things to know about me:

When | am mt nurseryf

| like o be treated Jus* like the other children are treated when #;ey do
*hings well or do #)ings that aren't safe or sensible.

[ like loeop/e as/eing me and my he/lper how #wings can be changea/ a little bit

to make sure | am included
/ ge* scared when there is a thunderstorm

['m rea//y /oo/eing forward 1o sfarﬁng school next year - joining n, /earning
and Ip/aying with everyone else and ma/eing new friends.



(Photo of Evelyn)

My Name: Eyelyn

J

My Birthday : [0th April 2018

| have Spinal Muscular Atrophy - or SMA for short. You can read more

about this in the Information Sheet, but that's just general. My Health
Story tells you how SMA affects me. With the right support and
equipment, | can join in and learn and play with everyone else.



The help 1 get now:

[ go fo slaecia/isf nursery 3 a’ays a week — | love going. | have extra sulnlnor-f,

so when [m there, | a/ways have one of my he{pers with me and J'oin in with
every#)ing. Mum and Dad and the Feop/e who know me well are ulpo/aﬁng my
suloloorvl Io/om so that | ge* the same sort of extra he/lo when | start

mainstream school

Al my fami/y and he/lpers at home and nursery know what 1o do when |
need extra he/lp. | call them my suppor‘f feam and near/y a/ways have one of
them with me They have all been trained how fo use any machines | need
and how fo move me sm[e/y if | need //ﬁing. Any new Ineolo/e on my feam 9e7t
trained too. | a/ways have one of them with me. Mum and Dad my suppor*
feam, my doctors and nursery all agree | will need he/p ke this when | am at

school

I'd like o fell you more about the he{p | have now and why S0 you can talk fo
Mum and Dad about how this could work at your school



My movement and mobility:

With SMA, your muscles don't receive strong signals from the brain
making some muscles weaker and some movement more difficult.

Sitting:
I | am on the floor, | can sfay siHing without he/p it | have gooa’ suppomt for
my back

At nursery | like fo sit in the same sort of chair as the other children, but |

need someone wafching me c/ose/y and sometimes ho/c/ing me sfeaa/y. | do
have a sloecia/ chair with an ag/’usfab/e fable for Io/aying. I+ has s*ralos fo
/eeelp me uprighf and satfe. | have fo wear my slvina/ brace when ['m siHing

MID.

Standing:

Svtana/ing IS rea//y hard for me. | can stand up for up to 5 minutes if | have
someﬂ)ing suitable to hold on o, but | must not be left to stand by myse/f. |
must wear my slnim/ brace when | am sfana/ing. My helpers all know how o

he{p me stand smfe/y. | Pracfise s*ana/ing n my Iuhysio sessions,

Walking and mobility:

| can't walk but | can ge* around rea//y well in my Wizngug. ['ve been using
it since jusf before | was 7 years old and | am very gooa/ at c/riving it and
very careful when other PeOP/e are around. If it's rea//_tj not Ipossib/e for me
fo use my Wizzybug, | can be Pushea/ around in my suppor‘five chair, but |
much Prefer being ina’eloeno/en* using my Wizzybug.

/\/ursery has been rea//y 9000/ at /eHing me do that At nursery the other
children know | don?t like them fo fouch my Wizzy[oug.



My movement and mobility - continued:

Transfers:

When | need to move between seats, if | have he{p, | can stand [m still cluhle
//gH so at the moment | can be lifHed into different seats or on fo the Floor

/ a’on'vt neea/ a hOiS?L 7L0 loe VV)OV@&I now, bM?L when /ge* heavier / WI//

Other important things about my mobility:

My he/laers a/ways ask me if ['m comfortable, especia//y when | have jusv‘

*FGHS'I[.QFFQOI 'ILO a new S€0I7L or Ibiece 01[. QQMIPVHQH* / 0I/WOI_LjS neeo/ VV)_(/ bum

rlgH at the back of the seat and my slbina/ brace fitted correcf/y.
When | 9@* Ioigger, | will need a small lnowerchair fo gef around

My OCculpaﬁona/ Thempis* O7) heéped the nursery sort out the eclu/;pmen* /
needed there and | holpe #)ey will be able to do this with school foo.



My arms and hands:

Arm strength and reach:

| can it my hands above my head and reach out. | can it //gH ﬂ)/’ngs.
Nursery a/ways makes sure #)ey give me *oys that are a 9000/ weigln‘ and
size for me so that | can manage them on my own. | rea//y like that as | can
feel rea//y upse* if | can't manage some#;ing.

| can sulplporf my weigH with my hands in a 'cmw/ing' Poshtion for a short
fime, but because my neck muscles are very weak, | find it rea//y hard o

hold my head up. Mum says it's because my brain is so b/g and heavy/

Writing and drawing:

| can grlp a thick crayon or painﬂorush rea//y well | find it harder to hold a
Ipenci/ because it needs more pressure, and my arm and hand muscles aren't
very sfrong. A Fenci/ gn}p can he/lp. We exlberimenf a lot at home and
nursery fo see what works best

[ love U/rawing and Painfing and find this easiest when | am siHing n my
suppor‘five chair with the s*mlos done up and the *ray filted

Fine motor skills:

Its difficult for me fo Ipic/e up small #;ings like Lego Ipieces or fo J'oin them
fogeﬂwer. | know exacv‘/y what | want fo do with them and can el my helper
what Inieces fo choose and what he4p | want

| can do most cratt activities, but | may need he/lp with some of the fiddlier
ﬂ)ings.

Other important things about my upper body strength:

| can catch a very //gH soft ball but ['m not s*rong enough to throw it very
far. | like joining in with other children and nursery have been rea//y gooa’ at

fina/ing ways to make sure | can join in with any games.



My bones and joints:

SMA weakens the muscles which support the spine and other bones.

My spine:
| have a s/igH curve in my slpine because of my weak muscles. This is wh_(/ |

wear a slpina/ brace fo he/lp me s*ay suppor‘fec/ when | am siHing or svtana/ing.

Sometimes, | ge* IDain n my back so my he//aer takes my brace off. | mustn'?

sit uprigh* without it for very /ong. If | can't be siHing up, | like fo lie on a
loeanbag or roll around on the floor if Inossi[o/e. After a short break of up fo

an hour ['m usua//y fine to have my brace back on and sit again.

My legs, feet and ankles:

| wear AFOs (Ankle Foot Orthoses) 1o /eeelu my feet and ankles in the rigﬁnt
Inoshtion. Msua//y that's OK but it's fine for my he//oer to take them off if |

sag 7%6-(/ are uncomfor*ab/e.

Stretching and flexing:

My joirnls are fair/y flexible but | can't easi/y move them by myse/f. o make
sure my arm, /eg, h/}p and ankle joimts don't ge* stiff | need my he/lper fo
stretch them out at some /ooimt a’uring the o/ay. | have a a’ai/y s*refching and
ﬂexing programme fo follow but it is okay fo miss it very occasiom//y. [
usua//y do this at home.

Other important things about my bones and joints:
My thsio%empisf comes into nursery for some sessions and to train my

he{pers so it would be gooa’ if that could happen at school somefimes.



Breathing:

With SMA, breathing muscles can be weak.

Keeping my nose and mouth clear:

At home we call it sphL and snot!

| can't swallow well because of my weak swallow muscles. That means | cant
swallow the secrefions in my mouth. | can fell my he/lper it | need o slpht

them out. If there is a lot. | m:gH need my he/loer to use my suction machine
fo gef them out Sometimes | like 1o he/lp do this.

OCcasiona//y | need my heéper fo use a suction down my nose with a /ong

suction tube. If | need that regu/ar/y then my he/lper rings home

Coughing:

At home | have a cough assist machine which he/lps me make a b/g cough

We use it in the morning and at nlgH Sometimes | need it a/uring the a/ay i
| have a cold

Help to take bigger breaths:

| have a mask that sits over my nose fo he/p my [orem%ing. It is attached 1o
a non-invasive venfilator (called a BIPAP) machine. | use this overnighv‘ and it
| gef fired a/uring the a/ay. [ bring this fo nursery jus* in case | feel | need it
When | am on my BiPAP. 4o sfop the air esca/aing out of my mouth |
sometimes like a a/ummy as this he/ps. Nursery fold the other children why n
case ﬂ)e}/ #:oughf/ was being a loab_tj.

Other important things about my breathing:

If | have a bad cold | will a/ways s*ay at home



Eating, Drinking and Nutrition:

Eating:

Because my swallow muscles are weak, | gef all my food ﬂ)rough a tube info
my stomach (called a PEG). My he/lner sorts this out for me using a feed
pump. We are going fo start *rying fo give me some Ipureec/ food to *ry fo
swallow but we will on/y do that at home.

Drinking:

My he/lper gives me water #)rough my PEG and manages everyv%ing fo do

with any machines | use.

Care and routine:

| have my food at lunchfime at the same time as other children. My he/per IS
a/ways with me when my food pump IS running. | dont have fo be siHing
right up, but | shouldnt be lying completely flat I usually #akes about haif an

hour. | like fo watch a tablet or read a book while it's going as it feels like
clui*e a /ong time. | dont mind wmtching other children having their food but |

usua//g Iprefer to be in a %uimt space to have mine.

Other important things about eating and drinking:

[ts safer not o give me anyﬂ)ing to swallow outside of home, which includes
drinks.

If there is a specia/ alay, like Christmas dinner alay, | would Probab/y ke 1o
have my food siHing with all the other children. [t's a/wa_Ljs best fo ask me
where | Iprefer to be and how | am a/oing when |'m having my food



Communication:

SMA can affect the muscles needed for speech.

Speaking:
/ny SMA means my face muscles aren't very sfrong. That and my

secrefions mean my slpeech isn't very clear or very loud But [ love *a//eing
and knows lots of words. As Ipeolple ge* fo know me, ﬂ)ey begin to understand
me more. | a/ways want Ipeolo/e fo talk 1o me a’irec*/y, not fo my he{per, but if
ﬂ)ey dont understand then | don't mind them as/eing my he/per what | have
been saying. /\/ursery has been very gooc/ at ma/eing sure | have oppor*unifies
fo talk with other children and 1o show and fell in a loigger group. | have
rea//y ery'oyeal that, and it's made me feel more confident

Listening:

[ like /is*ening fo stories, and | am usua//y gooa’ at fo//owing instructions.
Sometimes if | s*o,p /is*ening it could be because | feel anxious. A bit of oluie*

encour, agemen* MSMOI//‘% SOF‘IL S 7%0!7L

Communication support and technology:

| am rea//y gooa/ on my iPad which m:gH be a gooa’ way to record my work
when | get o school



Other things during the day:

Getting changed:

/ neea’ a he/loer 7L0 fa/ee my COOI'IL on ana/ 07[7[ 0"’)6/ 7L0 ge* changea/, bM'lL / neea/ 'lLO
S*FQ?LC}) MID 7L0 C/O as VV)MCh as / can myse/f.

Toilet time:

With all the extra H)ings | have o manage, s*arﬁng to use the foilet has had

to wait unfil now, so | still use mppies. | have 1o be changea/ care{u//y because
of my spine. There needs to be a safe space for me to be changeo/ — safe
for me and my heéper SO 7%@3 don't 9e7t a bad back At nursery, my o7
he4ne0/ find a changing fable where the heigH can go up and down. | am
/oeginning fo ask o use the toilet and exloecvt/ will do that more when | ge*
to school | would want to drive myse/f there so it will need to be an
accessible one and there would need 1o be a suppor‘five foilet seat. | can
stand with suppomt and then be lifted onto the foilet by my he/per who has

fo WIPe me and wash my hands. When | ge* bigger and heavier | will have o
have a hoist

Energy and fatigue:

| don't ge* fired at nursery which has surlprisea’ Mum and Dad ¥ | do ge*
fired and need a rest | will say

Other important things during the day:

| have o somefimes miss nursery because | have fo g0 fo the hoslohta/ quh[e a

/07L 7[0I" chec/e—ups anc/ 'ILI" ea*memt.



Treatment for my SMA:

| have a c/rug called S/yinmza which goes info my s,m'm/ fluid 3 fimes a year.

A doctor at a slpecia/is* hoslphta/ does this. | migh?t need a coulp/e of o/ays off
school for this Iprocea/ure.

My medicines:
Medication Frequency Extra information
At lunchtime with m
Vitamin D One every da J
7% feed

Other important medication things:

If | am at school with a mild cold. | migh?t need some Calpol 1o /eeelp the
symp*oms at bay.



Equipment | will need at school:

Everyone who needs to help me will have training.

Equipment

How it helps

Extra information

/ have a// W)y 7[.006/ 'H)I’O(Agh

The milk is Iprescribea/ by my

secretions with it My carer

then suctions it out-

Food
PP | the pump doctor

The cough assist 9ives me a
g breath through 1 as

blg oreath 1 gh he mask You can on/y he//.o do this if

and then pu//s the air out of '

‘ o you have been trained by
Cough Assist my /ungs, brmgmg any

reslpim*ory Iphysio*hempis*s
at my specia/is* hoslohta/.

Bi—,pa/o
Ventilator

My BiPAP machine suP/oorvts
my breaths. | control when |
breathe and the machine
'*ops ulp' each breath,
further exlpana’ing my /ungs.

The mask sits on my nose.

S upluorfive Chair

My chair can go up or down
- so | can sit in it for carlnef

fime on the lowest seHing.

Wizzybug

[ love my Wizzybug, Ip/ease
allow me to use it whenever

Ioossib/e.

£ | don't follow instructions,
Ip/ease warn me and if | still
don't listen, turn it of fl I

can be COVHLI'O/IQCI by an
adulf!




