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life limiting illness and palliative care volunteers
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Living, dying & grieving well




Nino bringsmusic,laughterand life with him whenhe spendstime with his new friends
at Anam Cara twice a week His best mate is Mandy who saysvolunteeringat the
hospicehastransformedher life after the death of her mothet

Ninods story

/ do better when | come here fto day hospice | can bring a guitar and play music and sing
Sometimed tell jokes, and | serenadethe fish! In springtime, the fish fall in love, so | sit near the fish in the
tank and | serenadethem In Italy | sangin a choir in a church | also usedto serenadethe girls. You never
stop laughing.

Lastyear the manager Tessacame to my place and askedif | wantedto come here to stayfor a couple of
nights It was fantastic Mandy brought me coffee and tea and she would make sure | was okay. | have sore
legsandt h e yéak becausel have prostatecancer, so Mandy helped me to get into my pajamas, and to
getinto bed. Nice room. Warm. In the morning Mandy woke me up with a cup of coffeeand she helped me
to getdressed Theyall treatedme verywell.

After that | started coming to day hospice once a
week, but | enjoyedit so much | would come twice a
week Now the only time | missit is when | have to
seethe specialist

My wife Elena looks after me. Threetimes a week
someonecomesfrom the council to help me shower,
whichmakesit a bit easierfor us. My daughterNadia
is a nurse, so she does all the organisationand the
paperwork My wife understandsEnglishwell enough
to answertheir questionsover the phone, buti ttdbs
hard on paper, too many papers, and too
complicated

| love coming here Assoon as| arrive here, Mandy brings me orange juice. And after lunch shebringsme a
black coffee S h evérggood to me. S h enty bestmate. And Tessais good to me too. | can askfor anything
ands h egétit fbr me.

We all get on well here | was miserableat home and here | am happy becausel 0 found all thesenew
friends | come here and | feel good. Someonesaid | bring life here, becausel sing T h a whd kam. We
makethings,and play gamestoo. | tgdosl to smileand be happy.

| ¢ a mé@it for Tuesdaysand Thursdays! d o nhave to think about It, but there is
alwayssomethingto do, and i t abwayssomethingdifferent | d o ntl@irk about my
troubles or being sick When | come here, i t likesa new life for me. | wish it were
threetimesa week | tlikeparadisehere



Mandyds Story

I rememberN i n eniilsthe firsttime | met him. He lovesa chat H e @&lwaysreadywith a smile, and is very
friendly. He comesheretwicea weekwhenwe have day hospice Everyondoveshim. H e &esyspecial

/ love seeing how happy the guestsare whent h e jhara;, and being able to help
them Sometimes tjuts matterof sittingwith them Tome i ta@msvilegeto be here
and to help. I love it so much

The hospicehas been a lifesaverfor me. We live just down the road. One day my sisterand | brought mum
down to have a look, and sheloved the place. We knew straightaway that this place was specialand mum
said shewould be willingto 6 g iite @ o 0

Thefirsttime mum stayedfor a few dayswasto give us a bit of a break Thenmum wentto day hospice She
loved it. Shesaid it washomelyand friendly sheusedto call it 8 T Mendsoron YarraSt r.é ebdtérthan
that, becauseit is full of love and care. | tadeautifulplace.

While mum wascoming to day hospice,the managersSueand Tessaaskedme to help out. | really enjoyedit
and gradually learnt differentthings Whenmum did die, | w a s redlly quite surewhat| wantedto do. Then
Tessatalked me into coming heretwicea week It wasthe bestthing | everdid. | justloveit.

| d i dmadetany seltconfidence before | started here. | found it hard to speak with other people and |
c o u | ldok themin the eye Tessahastaughtme a lot overthe lastfewyears,| did sometrainingandt h a
givenme a lot of confidenceawayfrom here aswell. | now walk with my head up when! &walking down the
street | 0 lgaentthatit is okayto saywhat| think, and to talk to other people.

| tgivenme anotherpurpose | reallylook forward to the two daysof day hospice,and doing a bit of respite
with the beautifulNino.

The guestscan come and they can just be themselvesand the focusi s onGtheir ilinesses Theycan come
here and have a bit of fun, or be a bit quiet, or evenbe a bit sad | tndtdike beingin a hospital i tnibie
like a home.

It can be challenging for me when the health of a guestdeteriorates It can be heart
wrenchingat times, but it can be beautifultoo. 1 d o nbélieveyou can care too much,
aslong as you keepit in perspective Thereare people herel can talk to if | need'to. It
can be a real privilegeto do thiswork | geta lot out of it. | tbées great



Amber gives everything a go!

Amber is 6 years old and loves singing and dancing. She also has a rare form of
Leukodystrophyyvette, a volunteer with Very Special Kids, comes to play with Amber,
and offers invaluable support for Amber

Jennyods Story

Sixyear old Amber definitely gets her point across She usesa special communicationbook and is at the
0 w hsyage, asking questionslike why c a nl d@valk, or why am | in pain? S h eddeger and understands
everythingt h agbiig®n around her; shejustc a rsfeak

Amberhasa rare form of LeukodystrophyThereare lessthan 100 casesin the world, and s h eh@& enly one
in Australia Thank heavensfor social media as it allows me to keep in contact with the other families
overseas

| was invited to give a talk at Very Special Kids about what it is like to have a child with a life limiting
condition. T h awhénd met Yvette,a trained volunteerwith VerySpecialKids

| t nice for Amber to do things with Yvette Yvette
and Amber go for walks, read books and do crafty
things Yvette takes her to dance classes, which
means that | can do something else, or | can be
there like any other mummy and watch my kid

dance [/t allows me to have a different
experience,to be a mum, rather than a
careror a nurse Sometimesd justwanta
break \olunteerslike Yvettemake a big
differencefor us

A mb e visidrsis going, so | 8giving her as many experiencesas possible | go a bit crazywith thingslike
birthdays We have huge partiesand invite all of A mb e ala8sand most of themwill turn up. As her vision
getsworse,it will be somethingspecialthat shecan remember

| 0 kad a bit of a reality check in the last 12 months Amber h a s he@rt super sick, but her pain is
becoming an issue and her medicationsare not working as well. When two kids overseaswith Amb er 6 s
condition died recently,it made me realizethereis no magic cure as yet

Peopled o nliketit if | talk about death, but | need to acceptthat thisis a potential future Butthatd o e s n & t
meanwe stop living.

Amberlovesdoing thingsjustlike any other kid. Shelovessingingand dancingin her
own way I love how shewill give anythinga trysol & gom@o excuse




L-R Yvette, Amber

Yvetteds Story

Thefirstday J e n nmuiré Isad organiseda princessthemefor us as a wayto get to know one another.
We started off reading princessbooks but it quickly turned to farts! Amber loves anythingto do with the
body and body fluids, and she finds farts hilarious So then we playedd G &0sf .fJénnygot the game to
help Amber with counting, but you ¢ a ngéttAmberto stop laughing enough to count! So time blew by
prettyquickly:

Amberlovesbooks | Oamwaysreading themto her Shed o e dike the really girly
girly ones, she likes the PrincessSmartypantsdragons and pirates Thereis a fun
book with girl pirates we read often One of the joysis seeingA mb e lumirnous
smiles

I love dancing with Ambertoo. The dance classwe go to is really good fun. TaylorS wi $hiakils Off is
one of A mb efavOusites | usedto be a dancersol thinki tgteat

Very SpecialKids thought Jennyand | would get along well. Theywereright- J e n myndrseand | 6 m
training to be a nurseand we have a similar senseof humour.

| t lal hearing when Amber i s mwéllf but | & also concerned about how Jennyis. Our open
conversationsthosegreat debriefs,help me to hold strong | tafeatwayfor both of usto work out how
much support she needs We 0 verylucky that w e & gotesuch a great relationshipas it really helps to
supportAmberin the bestway possible

| 0 alveayswanted to volunteer Very Special Kids had a nine-sessiontraining program that was very
helpful | & lgaenta lot about myself | dd&finitelystrongerthan | thoughtl was Now, facing the prospect
of palliative care, in my nursing, or with Amber and Jenny,| have lot more strength,and a lot more
knowledge

| never thought | 6gét as much out of it as | do. | just love it. | recommend
volunteering to everyonel can because! 0 fownd it to be very personal The
reward of building relationships with people like Jenny and Amber has been
amazing




| a rldése friendship with Peter, a trained palliative care volunteer, developed after Peter

started to visit once a week. lan is a retired farmer/grazier who now lives with his
daughterBeg who cares for lan while they manage his kidney, liver and heart diseases

|l ands Story

The ANZAC day parade last weekwas a great day out. We wentin my 1944 Wi | ArgnyJeep | tbéesin the
family sincemy father bought it from the army. | wore my UncleWi | | imeadai$ Ishad one leg in the jeep and
one leg out, andt h ahbvévee wentin the parade! Karen,a hospicevolunteer,came with us, and B e cfiangé
Freddrove

| wasin respiteand they sentme to palliative care. Lastyearthey
gave Bec a pamphlet about hospice, and said w e dnded it. So
Becgavethema call.

Bec reckons we were blessedwhen Hospice came
on the scene

| just took it with a grain of salt when | first met the hospice
volunteerPeterabout a year ago, but we hit it off and it gradually
built into a great mateship betweenus H e 6cdme over every
weekand help out, and sometimesnore oftenthan that

Peterand | have similarinterests| had a cousinwho would talk to
me about things, but | only seehim everyblue moon now, and i t
easier with someonewho | see a bit more regularly Peterand |
talk about trucks,and farming, and how the world is running | t
quite interesting

| t néade a big differencefor me to have the volunteerscoming It also gives Bec the
chanceto get out and about Sheworksreally hard and it allows her to do things while
the volunteersare with me. It givesher a bit of a break too.

Theycome and bath me, and dressme and feedme. | tadbig help. Andi tgdosl to have someoneto have a
yarn with, to talk to about life, or go for a drive. Peterand | go out to lunch, and we go for coffee, justto get
out. | tgdosl.

| wantto get out and go bush again. | &argrazier sheepand cattle | had a place at Gurley near Moree. |
loved it up there, and we had two propertiesat Weilmoringle,N.SW. | &d therebutl| ¢ a rtravelnow, so Bec
runs the farm. Sheworksso hard and does a wonderful job. S h egbad at what she does When Bec goes
away to manage the farm, the volunteerscome over to look after me. And when| go into respitein Timboon,
theycome out to visitme too.

All I wantto do is go back to living on the farm and work with the sheepand cattle T h a dll dwsantto do. | was
happyto be a farmer. | missit terribly.



