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Introduction

The Research Project and Reports

At the end of 2019, representatives from Western Sydney Local Health District (WSLHD) Supportive and Palliative Care, Aboriginal
Health and Multicultural Health, came together as an Advisory Panel for research to be conducted by Western Sydney University’s
Caring at End-of-Life Research Program. The three-year research project was titled Understanding the End-of-Life Needs of CALD
and Aboriginal Communities in Western Sydney Local Health District (2020-2022). It investigated palliative care needs and
bereavement models of care in four cultural groups. The researchers worked with people from Aboriginal communities, and
people from Arabic, Mandarin and Hindi speaking backgrounds; as well as people working in the end-of-life space who had
experience working with diverse communities (some were members of the specific communities). Multiple methods of data
collection were used for the research, including an online Death Literacy Survey, Community Focus Groups, Key Informant
Interviews and Photovoice Interviews. All phases of the research were undertaken by Western Sydney University with funding
from the NSW Ministry of Health. There are two reports stemming from this research. What Matters in the End documents the
three-year project and includes the overall research findings and recommendations. Stories of Care at End-of-Life documents and
presents findings from the project’s photovoice component wherein the researchers worked directly with people who had
personal experience of caring at end-of-life.

A Community Resource

The Stories of Care at End-of-life report is the culmination of a unique collaboration between researchers and photovoice
participants within the broader multi-method research initiative investigating end-of-life needs in culturally diverse communities.
Using the photovoice method, we asked participants what they found helpful and supportive in their caring at end-of-life journey.
This uncovered stories about what works (and doesn’t) in the service system and wider community to support culturally diverse
people and their families at end-of life. The arts-based research (photovoice) disseminated in Stories of Care reports on culturally
diverse people’s experiences of end-of-life care, including their experiences with service providers where they are often positioned
at the margins in terms of their specific cultural needs. This risks undermining the high quality supportive and palliative care that
“should be accessible to all Australians” (Department of Health, 2018). In contrast to the other methods deployed in the research
project, the photovoice research was undertaken with the express aim to hear directly from individuals about their cultural needs
and the ways services can provide more culturally safe end-of-life care. This is a sensitive area of research where recruitment can
be challenging, yet crucial to give voice to marginalised and/or vulnerable populations in order to “identify and begin addressing
their needs” (Alexander et al, 2018 p85). Particpants in this project have been generous in their engagement, thereby contributing
to our deeper appreciation of the relationships, values and practices that can sustain and be significant for people at end-of life.

The photovoice interviews provided a rich data-set for analysis and, in collaboration with the research participants (Springham &
Xenophontes, 2021), were also used to distill the cultural stories included in this report. These co-produced narratives in each
participant’s voice, take the reader inside an experience of what helps and does not help when caring at end-of-life. They
demonstrate how a participatory creative methodology like photovoice can overcome barriers often present in such a sensitive
research context (Paton et al, 2018; Copes et al, 2018), helping to elicit deeper understandings of the issues and phemonona that
are significant for people caring at the end-of-life. In turn, Stories of Care provides an in-depth and ongoing presence in the public
domain of relevant cultural knowledge about needs at end-of-life that would otherwise remain marginalised and rendered
invisible. The research findings presented here expand our knowledge of the traditions, beliefs, practices and needs of culturally
diverse communities and show that culture and connection are pivotal to care at end-of-life. The report contributes to our
understanding of what works (and doesn’t) in the service system and wider community to support culturally diverse people and
their families caring for someone living with a life-limiting condition or facing a life-limiting iliness. It gives voice and visibility to
their experiences and needs, amplifying these in both scholarly and public domains. This provides a tangible contribution to
participants’” communities and broader society; but it also resources people working in the health sector. Crucially, the findings
show the capacity of service providers to build trust and connection is foundational to the delivery of culturally appropriate and
safe end-of-life care.



doddel

x).a.ﬂ\j C'Az_;J‘ &3@

Ol douo 3550" (e Ggliang " G x¢ § ddonall Lovall dahaial) dnll duadalilly dacll)l Gle I e Oglion 018 2019 ple lg5 &
@A (3 Eoxdl malin sbash 4 psy g U1 ol (GHlaias) Gulane cpsSiy "L Bodaie WLl doup deds" o9 "palisdl
dl>y0 ;uz?gb/,ap" Olgie e Olgies S Bed yatiaol (Sl Condl Earime pB U39 . Jw (8 dnalr (3 "Bl Dol Aye (§ Dol
"(2022-2020) Gebuww xf (3 ddmal! dumsal] dibriadl (§ oo O] Oilaaizoy boily (8153 degiiall ilraimall (s Slndl Dlgi
Slanizes o ol an gt ey ABUES legarmn gl ) dazrls B9 wis Blulpoll JEATs Auadalill dile )l lolim! sliafial
Uyo § dleyl @uin Ogaghy polal ao Joab 1908 LS fdaaiglly dewally dnypall ©LUL Bloaall WLl e polaly kel o8l
g yb Bus plasil 39 - (Biunall Slanizall 0ds J] Ogeiis parany 053) degiio Slanizs an Jonll (3 B3l o) e Sl lgs
" raizeall 3L (e Sloglaall pazed 155 Wilegazmag (" gall dilaiadl Gloglaall e CIAY pe &l @&Ll" QU3 3 Loy cmdl by
dovall dahaiall (e igads Eomdl Ul grazmy Gl (8 dasle ColBy " yagd 5395 CLLER" 9 " cpmeanth) A0yang B Gilosol go idiliag
Olabidwl pasang ;“»‘y'w M Gpictanl SN 9 nedl Jo8"Dolgtll (3 o2 " Olgie Jasey G Cammdl 1y B9 - Jobaw 8 (3 Aol

https://doi.org/10.26183/cnxj-nw28 :JW! Jall (de =lis py8illy . iluogilly Cxdl

aeszeal| oS

S (098 $398) L9aall pad! Aaslgy (pSiling (b (0 yd Q9lal g "Blel) Dlgi dlmpo (§ Dle ) @iddT e sl gaszmall QLS day
Codl (§y2T W8y G 2 § 09 e giie DB (po ol W Bladdl Ll AUsyo Wilarlin! gaitnd adlud)l Badaio Cox B3l
e 8§ dudoxall dsall dalaiall pe 9laill Gl 0y daslnd Ul MBledl il Ay § dleyl @S § ol malin" esd (10
Lowally dpypall LI O g degine Olals e olsily gubed) OBWI Glasize o (rS)lie go llas ¢ wgd 9393 Wizl Glat Lasdy
Lo g Dol )l @uuds 8 pane IS Laclag T 09ug Lo Jg> Al mgale Uiyl . 8Ll dulgs lmyo (3 Lo pasedd doleyl 15035 (yas dyiglly
lals e CMlly Golseadl pes Ja o ausl Bl e aoizeall (39 Lousdl plas (3 iy Vg gy Loy 3l e (e Ol s
989 Lgnd) @Elrlimls @eled flawd Loydll 7l s cpguaindy cnSlinedl jguo gaizeall QUS (oymg Sl Lilgs Aye (§ LS Acgie
05539 @ik ble @ peladl )15 Of Lils e @ Olleally @uilly BNl bl dubogity ¢Sl pgalidl UM oo 055 linall el
Sl g 09y "le ] @iddT e pasad " patzmall QUS Bt GugezgSoles oald Bdly (ol (o 8981 (3o S o8y ) dage

https://doi.org/10.26183/w66h-gn16:JUd! all e lie CUSIlg .ol §

g
Jegeers aRESTEr 3R RUE

2019 & 3d &, IRIHT s TUT Tareeg fSem g 3R 39mes S@HTe (Western Sydney Local Health District Supportive
and Palliative Care), 3nfeardy Fareey 3R Elgﬂ'l'\':fm FarEzd (Aboriginal Health and Multicultural Health) & gfafafer afRash
st favafagarerm (Western Sydney University) & $aReT UE US-3h-ash RET TRIA & TG GaRT fhU I dTel o &
foT ve FaEHER Vofe & ®T A TH WY IHC| N Wl A HJHUT IRASAAT - GRTH A5 FAT FGReT fFet # CALD
Fi Ffaard FHETEAN F Side & I THI FH HaTFAS H FHSAT (2020-2022) - IR WEHdw GHgl # 3UAHS (palliative)
qE@HTE ARSI IR WIS F FHT AMF F aqA f SAra F 7G| et F nfeanh woert & el Ak awrd, HRa
R RS ot Tsoaifd & @Rl & @ry w1 R @1 @ Sfad & 39 F GAT FH HE ar el & Ay e ae i

7


https://protect-au.mimecast.com/s/Lv8XCJyBv1cRM3oGiVW5Y6?domain=doi.org
https://doi.org/10.26183/w66h-qn16

THCRT & WY HH FA B AT AT (38 § Fo ARISe T & Ge8g )| IqEU & U 3T G5 & S alh A
3ugrer fohar aen, O EH HieTelgel Hcg WIERAT FdeT0T, AHehs Wiehd THE, T ual Seldiel & FMefchR AR wieidisd
et efAer &1 e & el =wror afRgsr fas favafacarey qarr aiRasr sl vl Fareey e & fad aiwor & &
frw aw A1 ggre AeH 57 g s R (What Matters in the End) RAE QX et Arel & Wiotae & Us fafl@d &0 § 3R 0@
eer & ey 3R {wRE anfae &1 RAE agr 3uesyr §: https://doi.org/10.26183/cnxj-nw28

9 9

Shaet & 3 THT & @A & PpIfAg] FHTAF Jece divasdt st # Eel arel Hiepias &9 4§ fAfqer awi & S &
3T FAY H IMRIFAI & TR H I 9 arely Toh Sg-fAf IeTEene gge & T kst 3R wreraigd gfqsEE &
T ve 3efad dgder f qRuIfa &1 F8 Y aves s IRafidr Fafer e Us-3in-arse REd Nard ganT dves fass
diehel gey BRegae & WedT @ foham arar ur| wicaisd gihar &, gaa 3nfeardr geery iR 3R, AR 3R Ry e geosqfa
& gfaefert & @ & R, Segle sfiae & 3fd g 7 fRer & qaere &1 Y| g 398 qoT & 3¢ 3rel duee &
aRTeT T 39N 3R AR ol $8A Siide & 3id AT # HiEpided &7 @ @AY A9 AR 39 IRERT $r TgrRrar =
& foT dar yomelr 3R cade FHET # FAT &1 HA B § (AR A1 FQ) 3T adl F IR H FEieat B 3R )
AHETAS qEdeh Tiaeaat i qedRt 3R Ferfaal w1 geRid &l 8§, St 3eds 3egsral AR IMaRTeharsit & U 3areT 3R
TIAT Vel FA Bl IS 3SR SBId & ATEIH @, Wit 7 394 Redl, Hgedt 3 gwizd & gA grfén wwgen 7 derers
ar & S Shaet & 3 a7 # el & fov wgrged 3R Agcaqul &1 Hencll &1 a@HTeT T Il THE A% TEdsh T HeJHeTE
gfaenfarat & @eder @ 1. g Y 3R gA goleT WSHITAAE (Dr Joy Paton and Ms Helen Psychogios) EaRT & qdeh Hadla
T arar am| Wﬂﬁm% https://doi.org/10.26183/w66h-gn16

fajAr

W e H AR &

fE 2019 AR, PUKJEHT7 BAEX I SCHE SIm 4 PR, JEAT R BN 22 o ek BRAR R L R 2 — N & /N, i
B Je R 2 M T vt R B B A AT W TSR B SRR . NI =R R H - (SPGB 7y A X ARl &
TCAHEFE R AL XTI A 7 KD (2020-2022 ) —HE 7 VYN SCHCER A I IE 2O M R SR AN s s . mE i A
5K A A RALX N BLE R B BTRAR T Bl e s S AN EE, B S5EIRE ARG 5 S 2 ot XA 1F
MM REIE GErp—2 NRFFE X IR o« ERXTH T RA 7 2 MR E T, SRR TR IR
AL X AESUN L RS B AVTRAIE e 2 B U5k BT TR B BB A S R e K AEAE TR R ety AR X ) B T
BATH . (a9 EZF ) ik sl s 7 RBN=FEN0H, G0 FREE R E . 24 w7 BUR MRS
https://doi.org/10.26183/cnxj-nw28

X B

(GNP A F) FEIX PR — UM S EM A &, RN RAB 2SS 5H LR TR, X&—A2HEMAER
f)—5r, BAERN EAELE e P X ) SOk 2 FE M NI 28 TR 3K o 1% 70 B 17U 28 J8 R I 2 0 M e it R 5 78 2%
Jet s AR AERT. Rz FE s, RAO15REEAEREX . FIRaiE. FEEMepihiE s sms548
EE, ARATT R BB IR 2 N o FRATTA i) At AT T E 3 B R A AT T R AT 4 B T BT A SRR T AT XU A s T
KTHRE RGANE 12 4 X AE M 24 M 77 TH SCHRF SO 2 FEPE N B HL 50 2 (1) RO M A A SR S TE 8. IX AN X R
TZHHENRF AR, EHTMARA T RABRIAFOGE . @MANIETESS, S5F5FIATERAH T #6E
W FF IR IRAN L R A EEE LW RR . MEWMME . (A F) X E 15 H oy Paton i I filHelen
Psychogios L5 i 5 5 & GAEHK K. 1% nI7E LA N W hE 3815 https://doi.org/10.26183/w66h-gn16



https://protect-au.mimecast.com/s/Lv8XCJyBv1cRM3oGiVW5Y6?domain=doi.org
https://doi.org/10.26183/w66h-qn16
https://doi.org/10.26183/cnxj-nw28
https://doi.org/10.26183/w66h-qn16

Research Design

Ethics

The Stories of Care research design put the voice of participants at the centre of the project, acknowledging people as the ‘experts’
of their own experience. However, affording epistemic privilege meant more than hearing their voices as expert research ‘subjects’
(Paton et al 2018). Within the photovoice process (Wang & Burris 1997), we sought to foster an ethical relationship with
participants based on equality and participation as co-researchers (Kwaymullina 2016). This, together with WSLHD Advisory Panel
consultations, ensured the research goals were achieved in ways that were simultaneously ethical and culturally sensitive. Ethics
approval for this research was granted by: Western Sydney University Ref: H13743; Aboriginal Health & Medical Research Council
of NSW Ref: 1657/20; and Western Sydney Local Health District Ref: 6530 — 2020/ETH00559.

Aims, Methods, and Procedures

The research aimed to understand the culturally specific end-of-life needs of the Aboriginal community, and those from an Arabic,
Hindi and Mandarin-speaking background living within Western Sydney Local Health District (WSLHD). In the photovoice process,
which was adapted for online participation due to COVID lockdowns, participants with an experience of caring at end-of-life took
photographs that illustrated what was useful, helpful, or meaningful for them, their family and/or community during that caring
time. Over a period of two or three weeks, participants were contacted by a researcher to see how they were going with the
‘photo assignment’ and to offer support if needed. Sometimes taking the photographs was challenging, especially under COVID
mobility constraints, so we suggested people could also use existing photographs. Participants subsequently engaged in a semi-
structured two-hour Zoom interview where they were invited to talk about their photographs and to discuss:

1. The supports and services they found useful, or believe could have been useful, and how that would have been
different to what was already available;

2. Any other supports or services they needed and who would be best suited to provide these supports and/or services;

3. The ways existing services and supports need to change in order to be culturally appropriate.
The photovoice interviews enabled us to understand what was helpful and supportive (or not) in the participants’ caring journeys.
They were conducted by a researcher speaking English with Multicultural Health Education officers attending some interviews to
assist with translation as needed. The interview conversations were recorded and transcribed, providing a rich dataset for analysis
and, in collaboration with the research participants, the transcripts were also used to distil the cultural stories included in this
report. These co-produced narratives (Springham & Xenophontes, 2021) take the reader inside an experience of what helps and
does not help when caring at end-of-life. They demonstrate how a creative methodology can overcome barriers often present in
such a sensitive research context, eliciting a deeper understanding of the relationships and practices that can sustain and be
significant for people caring at the end-of-life.

Participants and Recruitment

Eligible participants for this research were from the Aboriginal or Torres Strait Islander community, or from an Arabic, Hindi or
Mandarin-speaking background. They were required to have cared for someone at the end-of-life, but more than 6 months ago;
be living in Western Sydney LHD; and be over 18 years of age. The initial recruitment for 16 participants (4 from each cultural
group) was conducted through the online Death Literacy survey (Leonard et al, 2012) which invited interested respondents to
leave contact details. Further recruitment was conducted by word of mouth and distribution of translated electronic and print
flyers through partner networks alongside digital campaigns on the Western Sydney University Facebook page and online local
newspapers. WSLHD Aboriginal Health Unit and Multicultural Health Education teams provided each participant with an in-depth
explanation of the project (in their preferred language) and assurance their participation would be voluntary and anonymous. As
shown in Table 1 below, our recruitment aim was almost fully met. The majority of participants identified as female, which is
consistent with the historically gendered character of caring roles (Craig & Churchill 2021).

Table 1. Distribution of photovoice participants by gender and cultural group

Participants Aboriginal Arabic Hindi Mandarin Other Total
Number of participants 4 4 3 4 15
Gender 4F 4F 2F 1M 3F1M 13F 2M



Research Findings

Data Analysis

The raw qualitative data for this project comprised transcriptions of the two-hour photovoice interviews. Each photovoice
transcript was analysed independently by two members of the research team following the principles of thematic analysis (Braun
& Clarke, 2021; Crowe, Inder & Porter, 2015). Analyzing the transcripts was an interpretative, qualitative, and data-driven
inductive process that focused on emergent themes as well as the specific research questions. This process identified common
and recurring themes (discussed below) that contribute to the broader project findings about people’s needs at end-of-life. In
collaboration with participants, the analysis of transcripts was also used to develop the one-page narratives that accompany
participant photographs in this report. Developing the stories was an iterative co-production process (Springham & Xenophontes,
2021). Researchers distilled key elements from the transcripts into each one-page story using the participant’s own words;
participants reviewed and made changes if required to ensure the integrity of their story.

Key Themes and Implications for Service Delivery
1. Connection and Trust

The data showed familial and social connections are important to people and their wellbeing, with community connections being
especially pronounced at end-of-life for participants from Aboriginal and Culturally and Linguistically Diverse (CaLD) communities.
These trusted relationships support both carers and the person facing end-of-life. However, the capacity of service providers to
build connections based on relationships of trust and cultural safety for patients and families is also crucial, indeed foundational
to the delivery of culturally appropriate end-of-life care (Broom et al 2013). While connections to service providers are central,
the data produced mixed results. On the one hand, there was evidence of strong relationships with supportive services: they did
heaps for our family...and they’re still a great support, even now (Shanna); the people who carry the services...they’ve all got a
good attitude. | was very touched and moved in all of what they do (Alice); the whole palliative care team, everyone that was
involved with him did so much, they couldn’t have done anything different or better. They treated him very well (Vanessa).
However, there were evident disconnections on the other: don’t dismiss family members. It’s not between just you and the
patient...that’s someone they love. Allow the family to be near them, it’s very important (Marine); once my daughter reached 18,
| found the specialists not talking to me, as if I’'m invisible in the room. Include us in delivering the information or giving her advice
or suggestion...| know she’s adult enough to understand but don’t exclude the parents (Amira).

The need for more sensitive communication by service provider staff (in multiple contexts) was a strong theme: Be a person
first...have the right attitude towards to others. Respect to the person who is passing... who is suffering, in pain. You need to
understand rather than discriminate. Ask them what they want. Everything you do, be friendly, be kind. Kindness. Human respect.
Very important (David); It was very hard for us, very, very hard...just be patient (Lilian); I think it’s important when they employ
people for these kinds of places, they check the person’s character, their heart — ask social questions, not just academic. To see
someone compassionate makes a lot of difference (Marine). Taking the time to build relational trust and rapport is important and
appreciated: they always talked with us, shared with us the stories. | remember this [nurse], she tried to speak Arabic for her to
feel supported (Lilian). Continuity of relationships between service providers, patients, families, and communities is needed to
provide quality supportive care from diagnosis, through treatment and into palliative care and bereavement. There is a need for
support through all these stages: there should be somebody there to make that contact. Someone with compassion, wisdom and
experience who understands the transition to the end of life, to support the person, as well as the family (Ann); she was in tears all
the time. They didn’t send any social worker or a psychologist. They didn’t offer help. Another doctor comes - ‘we will do the scan;
we will do the stress test’ - all these worries they’re putting on her without offering any comfort (Amira).

2. Cultural Traditions and Practices

Although generational change in some families can mean cultural or religious traditions may be adapted or abandoned, the data
showed that cultural practices and rituals related to end-of-life are important, sometimes crucial: their religious belief — that’s also
very important. That gives someone strength to continue, and it helps them accept separation and death (Marine). Here again, our
research produced mixed results. Some people’s experience of service providers was positive: the hospital, the nurses were
beautiful. They offered their condolences. They didn’t tell us to go ‘cos we were taking up the waiting room. We were taking up
the room and we were taking up the corridor. They allowed us to gather for that time (Rouba). However, other experiences were
less positive: one of the biggest things for us is food...we would pack some food from home and ask the nurses to warm it up for
the following day, but we just knew they weren’t. I’'m not saying there was specific staff that wasn’t helping out, it was just the
facility and the system was not...it wasn’t a positive experience at all (Aish). The data also indicated there was rarely options for
cultural practices in service contexts: he didn’t have a proper place to pray...so that stopped him. Culturally...he felt...isolated
(Khwaja); I don’t remember there ever [being] a chaplain or a spiritual person in the hospital to recite any words over the dead
(Rouba). Not being able to perform cultural rituals at death can be very distressing, even harmful: one thing that always still
bothers me, that in hospital at the very end after he passed, they put him into the hospital clothes. In Chinese cultural traditions,
when the body’s still really warm, we need to put on the formal best clothes for them to go. They didn’t give us the opportunity to
do all of that. No-one asked, no-one helped, no-one gave the opportunity to do it (Alice ). Elderly people when they go, they must
have these special clothes...the Holy Clothes (Mary).
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Sometimes the respect for patient autonomy in Western contexts is in tension with alternative decision-making practices that
may be collective or collaborative in nature: no one took that initiative to learn about the family dynamics. For us, family is really
important. Each of us has a specific role and responsibility. When we make any decision in the family, it involves the entire family
- Uncles and Aunts, too - making that decision together, especially the big decisions (Aish). Cultural beliefs and practices bring
complexity to the responses required of service providers, not least because of the diversity between and within different cultural
groups. On the one hand, implications for space availability may mean longer term capital investments to create suitable and
sufficient areas to accommodate extended families or kinship groups. Relationally, taking a position of cultural humility is a way
forward for service provider staff to address diversity and the attendant power imbalances often present in the context of cultural
needs at end-of-life. The concept of cultural humility suggests supportive interactions are based on attributes of openness and
reflexive self-awareness (Forondo et al 2016) where people are asked about their cultural needs rather than having these assumed
orignored. Its practice is “relationship-based” in contrast to the presumptions of ‘knowledge’ embedded in the “models of cultural
competence” shaping much diversity training (Loue 2022, p.105). Cultural humility offers a way to move beyond “cultural
stereotyping and predicting need” (Broom et al 2013, p.1043) toward creating respectful, inclusive environments with “optimal
care” (Forondo et al 2016, p.210).

3. Grief and Bereavement

A range of connections are central to a person’s cultural identity and sense of trust and belonging and when these connections
are lost at end-of-life, people can become isolated and the need for community and service provider connections are amplified.
Isolation is a key factor in the development of mental health issues (Neilson et al 2015) and can exacerbate grief leading to
protracted periods of complex grief. This further isolates people from their community and/or the services that could help. The
need for grief support starts with the beginning of the palliative care journey, not just at the point of bereavement. There is ‘loss’
long before death. Loss begins from the moment of diagnosis, through phases of treatment and again when treatment can no
longer assist. Access to counselling with a suitably trained person who understands the transition to the end of life (Ann) is needed
through all these stages: | understand the grief takes time to heal. | felt at that time that | need somebody just to listen to me. | felt
| want just to talk and somebody just to listen (Amira). Sometimes it helps to talk with a person outside the grieving family: having
someone to talk to...maybe that’s my best experience — talking to someone that wasn’t family about losing her or potentially losing
her at the time (Rouba). The data showed knowledge about the availability of counselling was not consistent across the participant
cohorts, indicating a need for dissemination of existing service availability through culturally appropriate means: no support
services were made available to help Mum with coping, or to help her process everything going on...we weren’t advised of services
available to us, such as a bereavement counsellor (Aish).

For some people from CaLD and Aboriginal communities, the experience of grief and bereavement is heightened when family or
community connections are broken by distance. The family of people who have migrated may live overseas with contact limited
to phone calls: we only had strong communication with our family back home, over here we didn’t have much community support.
It was a very isolating time (Aish). Similarly, the extended family of Aboriginal people may not be able to travel from Country or,
conversely, the dying person may not be able to return to Country, as is the preference for many Aboriginal people: he really
wanted to go home to Country, but we just couldn’t leave at the time given it was COVID then. There were a lot of restrictions,
(Vanessa). These situations can heighten distress for carers before and after their loved-one’s death. Connecting with nature
emerged in the findings in a variety of ways, including as a cultural anchor: the bottlebrush. | picked that as my symbol because it
will take me back into my history - I’'m Mununjali, Beaudesert mob. When | look at it, | remember. | can tell you my whole story,
my whole family background, where | come from...that’s the connection | have to my family (Ann); or symbolic of something
positive, such as a sunrise: every day is a new day and hopefully things will get better (Urvashi); or life affirming, such as new
growth on an old tree: | was very down. | lost hope. | was walking and suddenly | saw this tree. | said, ‘Maybe this is your hope...
it’s green’. Life, it should grow (Amira). From pets at home to special places in the natural world, connections to nature may
provide solace, be central to cultural practice, or contribute to self-care.

4. Caring and Self-care

Attending to self-care is an important aspect of caring for someone at the end of life. Self-care practices are crucial to the
compassionate delivery of services at end-of-life (Mills et al 2018) and work to support the attributes of cultural humility in the
people employed by service providers. Self-care is also vital for family carers: | had to make sure | had time for me during that
time (Anon). Our findings showed a variety of self-care practices supported people in their caring role. Connecting to nature was
a recurrent theme, with this often representing a space to unwind or connect spirituality: / found the beach really therapeutic, it
was just a bit of a space - getting into nature where | could unwind (Shanna); trees represent culture, roots into the ground,
connection to the land (Vanessa); a love heart in a gumtree at palliative care. It was my happy place out in the courtyard. | used to
go out there, | used to be upset then I’d turn and look at that love heart and I’d be like, ‘OK I’m right again now. | can go back
inside’ (Anon). Creative endeavours were also a common self-care activity. Artmaking, photography, dance, music and singing, for
example, were all undertaken either personally or with their loved one or social group. Creative practices provide a means of self-
expression and self-care, helping at distressing times. Creative activity has benefits for wellbeing, including increased focus,
relaxation, and the easing of stress, depression and anxiety (Hass-Cohen & Carr 2008, p.15): that’s helped me a lot to come out of
the emotional sadness, bring my life back to normal...we prepare many performances so we can concentrate on the rehearsals...my
time has been occupied by the busy schedule and it makes me feel better (Mary). Participating in the creative arts can also be a
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way of building relationships and social connections: a choir; Tai-chi; dancing; fashion parade — a lot of different activities - it’s
medicine, but it’s even better than medicine! (Anna). This can be an important way of offsetting the isolating tendencies of
overwhelming sadness and grief (Neilson et al 2015, p.1): participating in this dancing group and the art group has really helped
me to get out of [the depression] (Alice).

The key findings articulated here have been corroborated by, and contribute to, the findings of the companion report, What
matters in the End, which provides a comprehensive set of recommendations for improving the quality of care at end-of-life.

In the Caring — Culture and Connection At End Of Life

They treated us all very well. A lot of it had to do with connection and culture and just the care that they gave...it
was the respect of it all...it was mutual (Vanessa).

They did a good job but some things weren’t good about the connection. If [they] could talk with her — just talk —
not translate — it would make her feel safe (Lilian)

That the care one gives or receives during the end-of-life should be based on compassion, love and/or mutual respect seems self-
evident. For people from diverse communities, culture can provide the basis for the connection and belonging that underpins
care from families and communities. Yet, culturally diverse people’s experience of end-of-life services is often one that positions
them at the margins in terms of their specific cultural needs. As a result, the quality of care at end-of-life risks being undermined.
Yet, high quality supportive and palliative care “should be accessible to all Australians” (Department of Health, 2018). At the same
time, there is inconsistency in the collection and reporting of palliative care data (Productivity Commission, 2017). We therefore
need to hear directly from culturally diverse communities about their needs and the ways services can provide more culturally
safe end-of-life care.

Exploring Cultural Needs

There is much to be learned and understood about the traditions, beliefs, practices and needs of culturally diverse communities.
With its focus on Western Sydney, our research was undertaken in collaboration with the Aboriginal community and Arabic,
Mandarin and Hindi-speaking communities, which represent three of the largest language groups in the Western Sydney Local
Health District. Our generous participants have taken us inside an experience of caring for someone living with a life-limiting
condition or during a time of life-limiting illness. This period may span a number of years, months or just a few short weeks.
Participant contributions to the research presented in this report reveals what is important to people from diverse cultural
communities, what helped them and how culture can sustain and be sustained in the face of grief and loss. Importantly, their
stories contribute to our understanding of people’s end-of-life needs and what service providers might do to better deliver
culturally safe and appropriate services.

The experience of many people from Aboriginal or migrant communities is one of social marginalisation and invisibility. Their
specific needs at end-of-life are rarely accommodated. This can have serious impacts, including re-traumatisation, at a time when
people may be especially vulnerable. In this research, we used participant generated photographs as a starting point to learn more
about what works in the health service system and wider community to support people caring for someone at the end of life.
Visual imagery can be a helpful method in sensitive enquiry (Paton et al 2018), providing a gentle basis for entering into
conversations that are difficult due to their very personal nature. To understand more about cultural needs at end-of-life, we
turned to the research method known as photovoice (Wang & Burris 1997). This method exploits the power of photographic
imagery to communicate when matters are difficult to speak about and can be an empowering means for people to represent
their experience in a meaningful way (Booth and Booth 2003).

Photovoice uses photography to give visibility to the stories and experiences of research participants. It amplifies marginalised
voices in both scholarly and public domains, providing participants with a tangible opportunity to contribute to their communities
and broader society. Photovoice projects typically aim to influence policy or service delivery for vulnerable or marginalised groups.
It often disseminates findings in the form of photographic exhibitions and/or publications which can have a positive impact on
community building and contribute to social and cultural capital. The Stories of Care report provides an opportunity for
participants to project their stories in a public forum and contribute socially to developing understandings associated with end-
of-life needs in diverse communities. Their photographs and written narratives provide us with a cultural lens through which to
view and understand what is helpful and supportive to the experience of care at end-of-life.

To meet the aims and goals of our research, we modified the use of photovoice within a context where Covid 19 lockdowns
prevented us from meeting people face-to-face. Participants recruited for this part of the project used their own cameras or
devices to take photographs that represented what was helpful or meaningful to them during the time of caring for someone at
end-of-life. Sometimes taking the photographs was challenging and the Covid 19 context added to this when people’s mobility,
and therefore choices for photographic subjects, was limited. We suggested that people could also consider choosing existing
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photographs for the photovoice interviews. In the process of taking new photographs or choosing existing ones, participants were
able to revisit life memories and make or remake connections, visually expressing what was meaningful and important to them.
This established the basis for interviews about each participant’s end-of-life caring, including previously unexplored aspects of
that experience (Mclntyre 2003).

The semi-structured interviews with individual participants took place online using Zoom. Five of the fifteen photovoice
participants had a support person attend their interview for translation, as needed. The discussions focussed on the participant’s
experience of caring at end-of-life prompted by a selection of the photographs they had taken or chosen for the interview. These
conversations were also guided by a series of prompts based on the project information previously given to participants. This
process enabled us to understand what was helpful and supportive (or not) in the participant’s caring journey from their point of
view. Participants were then invited to choose photographs for inclusion in the Stories of Care report and to add anything further
they specifically wanted to be reflected in their one-page narrative. With permission, the individual interviews were audio
recorded and later transcribed. These transcriptions provided a rich basis for data analysis as well as developing the one-page
stories in collaboration with each participant.

Stories that Matter

The images given to this project bring into focus the experiences of people who are marginalised and often ‘voiceless’ as a
consequence. The photographs and narratives in the Stories of Care report provide a resource for members of the community
who may, now or in the future, care for someone at the end-of-life. They tell us what matters to people at such a time, and they
bring attention to some of the challenges people may experience. The report also offers stories of resilience and resourcefulness
that are inspiring, especially in contexts where cultural needs at end-of-life have been overlooked or dismissed. The report is a
resource for people working in the health sector who care (or should care) about culturally safe service provision. The capacity of
service providers to build trust and connection is foundational to the delivery of culturally appropriate end-of-life care. Themes
of culture, connection and belonging - all necessary to the development of trust - are strongly reflected in the findings and,
unsurprisingly, feature in the stories and photographs included in the report.

Familial, social and community connections are all shown to be important to people and their wellbeing. Connections to service
providers are also central with stories reflecting strong relationships with supportive services: they did heaps for our family...and
they’re still a great support, even now (Shanna). Sadly, there are also stories of disappointment: don’t dismiss family members.
It’s not between just you and the patient...that’s someone they love. Allow the family to be near them, it’s very important (Marine).
Connection to nature is a recurrent theme, with this often representing a space to unwind or as symbolic of something positive,
such as a sunrise: every day is a new day and hopefully things will get better (Urvashi); or new growth on an old tree: it’s green.
Life, it should grow. This photo is still life-giving (Amira). There are also stories indicating the significance of spirituality or faith,
as well as cultural traditions and practices. Although central to people’s identity, there was not always space for these in service
contexts: he didn’t have a proper place to pray...So that stopped him. Culturally...he felt...isolated (Khwaja).

A wide variety of connections are evidently central to a person’s cultural identity and sense of belonging and acceptance. When
these connections are lost at end-of-life, people can become isolated and the need for community and service provider
connections are amplified. lIsolation can exacerbate grief leading to protracted periods of complex grief and further isolating
people from their community and/or the services that could help. Social isolation is a key factor in the development of mental
health issues (Neilson et al 2015:1). The need for grief support starts with the beginning of the palliative care journey, not just at
the point of bereavement. There is ‘loss’ long before death. Loss begins from the moment of diagnosis, through phases of
treatment and again when treatment can no longer assist. There is a need for support and access to counselling through all these
stages: ...there should be somebody there to make that contact. Someone with compassion, wisdom and experience who
understands the transition to the end of life, to support the person, as well as the family (Ann).

In caring for someone at the end of life, care and self-care sit alongside each other. Self-care practices are crucial to the
compassionate delivery of services at end-of-life (Mills et al 2018) and are no less vital for family carers: | had to make sure | had
time for me during that time (Anon). Creative endeavours were a common thread between many participants’ self-care activities.
Artmaking, photography, dance, music and singing, for example, were all undertaken either personally or with their loved one or
social group. Such practices provide a means of self-expression and self-care, helping at distressing times. Engaging in the creative
arts can provide benefits for wellbeing, including increased focus, relaxation, and the easing of stress, depression and anxiety
(Hass-Cohen & Carr 2008:15). Creative activity can also be a way of building relationships and social connections, offsetting the
isolating tendencies of overwhelming sadness and grief (Neilson et al 2015:1): it’s medicine, but it’s even better than medicine!
(Anna)

Much like the social role of artists, the research participants in this report have made “the objects of...common life...poignant and
momentous” (Dewey 1934:118). The photographs are “saturated with story” connected to people and the rhythm of their lives
(Dewey 1934:344). Each image has the potential to bridge different worlds, opening up new areas of experience or revealing fresh
qualities in familiar scenes (Dewey 1934:144). Collectively, the photographs and stories generate an increased awareness in the
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Western Sydney region and beyond of how people are experiencing end-of-life issues from different cultural perspectives. In so
doing, they create the potential for greater social and institutional understanding, giving participants the hope that their stories
will make a difference in the future delivery of services for their communities. They have displayed bravery and resilience in
circumstances that do not always, perhaps rarely, fully accommodate the specific cultural needs of their communities and
traditions.

The contributors to Stories of Care have been generous in their sharing of personal and often emotive material. The stories held
within these pages come from the heart and soul. They also hold the hope of system change for people with specific cultural
needs at the end-of-life. In giving voice and visibility to the participants, this report provides them with a very tangible opportunity
to make a significant statement about their caring experiences. In turn, their willingness to portray those experiences in such a
public forum takes great courage. Their photographs and stories are serving to enrich our understanding of cultural needs at the
end-of-life. Through their engagement in the research project and report, participants are helping to build knowledge of the
relationships, values and practices that can sustain people, and the families who care for them, at the end-of-life. Most
importantly, they have given us all the opportunity to enter into their everyday stories, to reflect on what we see, and to be
changed by that encounter.
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SEHer 3 - AT & s # wepta AN oy

35l §H T & G TgA ITOT AR [HAT| SHT T ST ST FEll 3N FEpld & 5T g3 AT IR T g
3@ S 37gla Ygld #.. 3H T & IHeY IR HFAIA & G A IT.. Ig GREIRS &7 (Vanessa)

37l IETT HIH 47 dfdel FJ31d F a7 Fo el sed! dg1 A IR [d] 367 FIT FX 5 - dl Fael T
P - Heaig Tal - FHE IH GIET HgGH &1 (Lilian)

Ig TIT: & TISC Ui giar & fF Shaad & 319 & @Hg ogfad St WIS &aT § AT IS adT & dg oo, 97 3R/a1 aRTaRe
A W MR el aiferl Rfay weert & delt & v, depfa 39wl iR e & AMUR Y S #hl § S
aRaRT 3R FAGRT $T @ F Feo Tt g1 T o, FiEpiar &0 @ Ry et o1 Shaer & 3id @o & Q@i &1 3wepa
U QT BT @ St 3o fafise aiepfas smaeasdiat & dest & 308 @A & gAY W 3@l ¢ IRUTAEA®Y, Siae & 3
AT F AT T qoraet H FH gl 1 @A Ear &1 T o, 3= qurae arelr Feraes R 3umss c@sne "wah iteeforars
ST o fIT ForeT glell WIRT" (FATELT f#mT, 2018 - Department of Health, 2018)| S8 ATY &), 3YAHS SWHT STT (TG
AT, 2017 - Productivity Commission, 2017) & &g 3R Rulféer & ewrcn &1 safav g arepfas &0 4 fafay agert &
3T JERIHATIHT 3N 37 APl & IR F WY AT A TR § fFTd Far? Shaet & 3id & Wieplas &0 it gelaa
SEHTS UeTd X Fhall g

AEDTceh ITARTBATIT T Tl ST

Fieplash &9 A fafae wagerr A wWowrsd, faeard, gt it sraeasdst & aR # dwa 3R @@ge & v mh sgd 7o
g1 aRgAr Rseh o eareT Hfad A g, FHART MY IMARY Fogerr 3R IR, AR 3R Y amh wgerat & weer & frar
T AT, S IR sl T T S A e @9 99 W wepgl 1 yfafAficd a1 AR 3R gfasiaat o gA
Saet 1 AT Fe arenr Al & e a1 Sfaet a1 AT F aen el Sl &1 a3 = @ S aafed & Swad
e & T A AASG HY o dm &1 Ig 3@ F$ avl, A I T OIS Tedlgl H g vl &1 30 TRHETIH GEdh H
TNt & Aeree ¥ O Todr § & fafay aietas aeeEt & den & T w=r Ayt 8, R aa F 35 Aeg @ 3R
3@ IR el & @i A Pl F depfa 8 ooh ©® gt § 3R 58 H 9T @ S ghdr g1 Hgeaqol &9 F, Ieeh!
Feifaal ol & NaeT & g GHT N 3R At & aX F gAY gAsT AN TE gEee F deee S € B dar werar
AEpas T § WA 3R 3T A3 A 9gR &1 F JaTe e S AT F1 X T &l

nfeardt ar garl GAerdt & &S AN FT T FHTGS FIRIT W o AR 3@ e e 1 gar g1 Shad & 3d 'HT
&1 3ofehr fafIse Jraegerdrt & arre & Helt U R S g1 W @HI H S« oier R{Aw &9 @ H#fS gaeeler g g g,
g8 AR YT B Fehdl & TSITH UoT: HeAT o o AT B, | 3@ MYy A, gHA YIHEGI GART AR N A AEART AT
39T Tk GRS foig & &7 & o, 3R MR draer & A & wareey dar gomelt 3R sgmas @ae # 21 ard w1 S
g, [ad Sliaer & 3id @77 # fFe & q@sre e arel @l Hr FErar f S G| Hgerele qodre # & a1 aw iRt @
3UANT Teh TgrIeh Taf @Y Tehdl & (Paton et al 2018), ST 3o 3T aTaTadl I 3R el & [T Teh TIFT MR Y&l ol &
S o 3e1eh SATFAIIT FaHIT & HRUT 39 A0 o §1 Naet & 3Hd T77 F FEHAed aRTHasi & an # 3Rs a@se
& foU, A= WieEEd (Wang & Burris 1997) a1He e qeyfa &1 3N o@ fham| o9 el A & a0 # diele AR g ar
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Ig faf darg el & fov fosl ar qwdRi & afdd &1 3uaer wch § 3R e & fav 3o regerd @ A alie @ gEqd
FA & Ueh OAFT ATYA & 9 H ATHA 3T Thal & (Booth and Booth 2003)|

Pl ITauE gfasfiat f1 st R epEt B Rae & AT SidemhT # 39EeT R g1 IF Aeaet 3R s
alAr & 7 g U U Jrarelt Y gerar o g, fwd gfasnfaat @ e et AR caad gATS & Aeres e w1 Uh
mmﬁlﬂm%lﬁﬂﬁs@ﬁaﬁm&ﬁmaﬂ%m%ma@umrﬁaﬁmﬁ%%:ﬁﬁm@aﬁqﬁa
HT Fefac AT Bl gg TASHNT A GHR, A BIeranithe Jedifadt AR/ar veeEt & &9 & #ar § S deride Har
HHRIcHS THT STl Thdl & 3N FHATO IR AERfds tRIg § I9rer X Gahd &1 FNIoT Hw FIW (Stories of care)
WEETAS GEdh TGl $T 39N Ferfadl H AEelin Ha W 9 & iR R{fay ggert & s & 3iq aag &
IMaRThcI3 & I G I ARAT el # FASS & F IeTElT FA H HTH Feled Bl g1 3ol a&dl 3R fafed
quiet g T AEpiash o el R § o Aeds ¥ g7 ¢ 3R GAS Tohd & & Sliael & 3d Hg A S@eTel & 31eqerd
# 7 o1 3Tl AR gErEw gl

O QMY F 3eged HR Fed T qU F & U, FHA wielaisd & 3UAET H 3§ TG H gRafdd [FAT @t Hfas 19
ATRSBA o gH ARl A INHA-TA Aol § U fGar a1 aRasen & g8 o # afFafaa fre o gfasfaar o awar o
F AT 39 TG & FAY AT 3USHION T 39T fFar, S ATar o1 & e sgfea & Sfias & 3id AT el 3@ATT & el
3ot foIT &7 arct 39T A arde of| wefi-hell e S oot gar o 3R Sfe i & Tol e T wrEed @A o
3R 3@ HROT § Benfhs A & @ew off @ffT 4, & sud FfAs 19 &1 oot o J3 /| g gawra faar & ofter
Prerdisd AR & faT Hiser awdiRi & goet X 3 AR & dad &1 78 a6 o a1 Alser q&dRi &1 gofer 1 gfsar
&, gfdemel & Shaer & grel # vh R R F 2T 3R ReA-ard oo a1 38 qediftd el & @eTH g Foh, Tivcera &9 &
qE TFd FX G [ 39 [0 FA7 @19F 41 AR 7 Agcaqur A1l 38 Jfaenfadr & gar f 75 Sfiad & 3id 77 Hr
ST & SR A WeTlchR & T MR T fohar, TS 39 3037 & dgel @ g0 dge] off e & (Mcintyre 2003)|

Fo fafise gidenfat & @y rd-wRia et S (Zoom) &1 SUANT Feh 3iieTellge fhU | HTGRAHATAR, UsE HIeaigd
Qﬁmﬁﬁﬁqﬁé?agaﬁé?%mwwwﬁrmmwﬁ%mgmlail‘rqﬁsqﬁﬁraﬁmé?sha?rﬂ?ﬁ?r
AT A B Sl dTeN SWHTS F TAY GU 3ofoh Heqod T Had o, ST 39 ZarT o 18 I7 FElehR & fIT 37 ganr ger
S qERT & ¥ WX TR Y| So7 ardtardr &, gfaenfaat & aR@Aeer @ defeud S Sy 9gd @ & S o 3Ee
YR W FATC AT g TR Fehell o FEAH § ARG R aram a1l 5@ ufehan & g I Gogia & werd 9= fo wfcenfaat
& SEATS HT AT F 33 TRCHOT § FAT aTd Fgrad: A (A7 6T )| Y afqent w1 angar¥is qraw J aiffed & &
foT aE gae 3R To 3R Sisa & fov Il o mr 59 3 TR &9 & 39 ve-gse @ A wAr 7 gfafdfed wer
e A1 HATT & ATy, TPl HeflcehR T iSAT Repls foham arr 3R a1 & 3@er gfder@a (transcribe) foham amr| go
gfder@el @ e qEds HElaal & U vh FoHey MR Yel fhar, Seg gcds gfasmel & #galr dar f&har = o)

FEIAAT ST AT T@AT &

58 RIS & & IS TER 3 AEI F Al B AT A W § S FAS & GIRIT W § 3R IROTAEIRT 3 37
AT 361 H WETH 61 §Id &1 NI AP Y (Stories of Care) s # #Hisle a&N 3N AT FHCH & 37 HHAT &
fIT Ueh HETU TeleT adl & S addAme a1 g Jiasy #, Shael & 37d @77 & f5dr fir Swsme i 9 g Jarah & & @
AT # W9 & AT Far a1 A @ €, 3R T Al g@ry Jegerd Y S Fehel arell Fe getfadl f R e e €1 g8
Qe 3cUTel ATkl R HHTLAYOT it 1 hgifeial off U1 el § S IROTEIsh &, WHa 31 Hesil A gl Sl & 3 a7y
# HiEpfiden MaRIhI3 HT Heer X &Fr a1 § 1 @ikt X fear a1am 1 Ig JEds TRy 8T # HH & dald 3o Al
& T Ueh HETH § S HiEpich &9 & IS AaT Teled Flel T Walg Fd & (I 3¢ SHA UATg Hiall d1gC)| Far Ferarsit
&1 favard IR FEY FoAld HY &TACT, Sl & A THT H SWHTA H TIPS T & 39GFd &1 § U ol & fow ayereqd
g1 TEpld, Ty 3N B @ 3 81, I Tl fAwy fAard 3cueed el & v 3maeass €, F @el qeash A anffer werfaat 3k
TEERT & Toar ¥ yfafefea g &

qIRaRe, aTTerh AR AHEIs et @l wel gaRT AN IAHT oS & AT Ageaqut A o & FerTH Jan F @Y T
ﬁéﬁﬁa&ﬁﬁmﬁrmﬁﬁﬁ@mmﬁ%m&aﬁrﬁmﬁmmaﬁ%ﬁgm%ﬁﬁgm?qﬁwa%fﬁvagﬁgw
131, 3R & 3737 8t vk T WERT &, Tgl @& fa 3 T (Shanna)| @ & a1 ¢ T g TR & oft swgrfarar & gRarw
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& Fewgl F TR F F| Ig AE 9 3R AT F T Fr G17 A 897 HS 0w & 5% @ @ Fv &1 aRar @ 37
T e &, 6 g Hgcaqol & (Marine)| Y & S[31d IR-R EIHe 3T dTell U fAvT &, F§ 3 IRH A & T 15
ST i & I1 Tl gehRTeHes Wt &1 Yol gian €, SN T gAfew: &Y fom ve Far e & il 37 & 13 s @ &
Sreaft (Urvashi); a1 el R U5 &1 A0 X @ 396 T 697 &/ Sfidel, 39 dga =1ew/ Jg Piel 317 8 sigwardt & (Amira)|
JTEATTCH AT, 3TEAT & Hged, HiEpicleh WU 3R T3 &1 Hohel o aTell Fgliardl o &1 e T a1 el T ggar
Fg g § W A1 & ol # AT $1h [T TAT TG AT 373 G GrefaTT et & [lv 3fala & 7@ . ST 39 FIeT
& 38 AF QT FEPIAF TG 8. 36 TG HEGH 37 (Khwaja) |

foret safda & arepias gegare, 3 8 i AR FThFHfa & e & fav RBfdy ger & d9d geger ®9 & Ageaqol g B
S & Hud Sfael H I A AT @ A §, O AT AT I3 oot § 3R FHerd IR [ar veranst & e g1 dohi A
3MaRTehdl 3R 8 §¢ ST &1 7ol @ HT el Thl &, i Sifeed §:@ I AT & 3R a1 FT Fehcl @ 3R &9l 30T
FHET 3N O Fan3 & 3R o g7 Y HhT § Sl 3R Heg A Hehd A| ARAHG FEOELT ARG & fEHw # s
3T Ueh F@ FROT ¢ (Neilson et al 2015:1)| €Y & H WETI I MaRTehcdl IYRATHF STHT & TR § & YE & el
¢, 7 % $ao 37 TAF S TRl Y W & FT §F T Acg W 9gd Teel & W &F F A g el & WS H e
fAeTe & &10T @ &1 Y &1 S g, ITUR & [&AfFest woll # IR @ & 3R Y & 39 67 W 8 519 3TER g g et
FX FHAT &1 57 T O & SRt Ferraw Wit 3K R IF 9T @ Hr snaeIwA AN . .. F5T F g TR 7 0
a9 F FUT FX | FEN, e N Hgdid 78at alell Fig SfFd St Sidet @ e g7 dd @ GRadeT Flel F TH TP,
3 FFT & Tr-TTY, 385% GRAN F HF TErIar #e @ T/ (Ann)l

ShaeT & 3iceprel & fohall T S@eTTer X GAY, 3TehT 3R e T STHTS aledl Toh-gaR o HY-ATY " §| Sfael & Hd A
# Qar3it & FEEPayad T F Yald A & (U TT-C@siie 3 Hgeaqor ¢ (Mills et al 2018) 3R IRAR &1 @I el
arell & T o &a HAgcaqol A& & FF TF AT FXeAr o7 [ 37 aNTeT AR qrE A [T FHT 81 (Anon) | TEeTcAS TRt
Fe wfaenfaat & Ta-cwerer afafafal @1 v aHeT e A 3erEeer & fav, wer AT, weEnd, gog, @i 3R e,
T AT T F A7 379 TIeieT A1 WATSIS Fg & 1Y v a0 & 560 a¥g @ e sneA-sifdeafada iR srer-dasre
T T AU Yol Xl 8, [ad TRl & AT H A [Aedl & TeAlcA® Hell3il H Holddd gl TI-Hed10T & [T ATHSBRT
& T g, OO e dfegd A B AT A Fer, Rf¥ear AR aama, sraare 3R ”™ar & Fr smer afde § (Hass-
Cohen & Carr 2008:15)| T@allcAs afafafer Redl ik @mafors daul & HHor 1 v alier o g @ 8, s 7l g@ 3R
SIYT & HAT-Yeldl el aTell YAl &l gy el § (Neilson et al 2015:1): JF &aT &, &lfder gar & # dgav 87 (Anna)

FATHRT T TIHITSE HET T & AE, U APIEAF Todd & ARGASATI o "3 Shaet T axg3i H... AfF 3R Agcaqer
ST § (Dewey 1934:118)| AFAR olalt 3R 3a7eh Sfiael &1 o @ 31 "dhglell ¥ Q" ¢ (Dewey 1934:344)| Tl TR &
FAIT-3TeET AU I SN, HTHT o AU &Hl Al Wield A1 IRFAT zeat # AT Ui A Jehe aA S &ATT & (Dewey
1934:144)| H¥fEH §9 ¥, FEN 3 FHgriAar aiRad s &7 7 3R 388 W, 360 IR A FAErEwar 9er Fer § & Fa afer
fafeies aiepfas fSehvl @ Shaed & 30 THT A FATABN FT 36 W E & W & H, 7 AR 3fAs q@fEs 3R
TEART §HST T WHGA & ool & 8, forad wfasnfarat 1 33 ferch § & 3o el 3o wejert & #fasy &
Aot arell Far3it & RaRor 7 3w dar H4N| 3egia 30 aRFEAfART 7 sgigl 3R 3cue afFa wefdfa & § S gaer o aig,
G G &, 37 IR AR Wt A AT aiErad smavadant @ @ S §

FeIeT 3% &7 (Stories of Care) & ARTEIASIN o AFdId 3R 3O HIGATcHS® dTd 18T F H 3GRAT 6@ &1 3
Teal 7 Gof T IS FEiAr Gt 3R e ¥ I §1 T Shaw F 3 @ww A Aftne depfas smargeant aer e & v
HIEYT IRAd T IR T @ ¥l TE TS Gedsh, JAIE F Iare AR FeFeIdr JeT A gU, 3ed ST &
mﬁagmﬁ%aﬁﬁagmﬁmaﬁwwagaamwmmﬁlmaﬁ,ﬂﬂm‘cﬁmmwsﬁ:ﬁm
1 RAIFT At i $ToT TG Toh g &1 TEEYdh 91 g1 3T TER 3R Ferfdr Sliaet & 37T T & Fepaeh HaeaH3it
& 9N H GARY HASH h HHCY Hlel T HIH A QT ¢ | U TRASTAT AR RS geds & Aol dAefieh & Aead 4,
gfdermelt 357 Redl, Feal 3R g3l & aR & A 0T A A Aeg X @ & S Shad & 3Hd & olell R 37t Swarer et

18



arer IRERT T FeIrer A §| FIW Hgeaqul a1 Tg & o Segiad gl el JSTERT T Fgrferdl 7 Jaer #¥el, g Sff ¢ud § 39
W AR F iR 36 T § G T aeoe T IEE AT B

FERMA: IHA SIS S AR

CHENTASFCNT T Ao IRA — 2 G F . KA LARMNTEG T HI KA Ko ML T EEE

(Vanessa)

NI R IREF, (HIEHEZR [ — L2 I s IR T BEVE S U R ik — WA K — TP, XA
(e Fz+"  (Lilian) .

FEIRARMERE S, 4 F B2 MO RZ LR . 2/ B0 BLR B LA, XA F MM . X1k B AR
DXHINR YL, SCHTT DUNER R AN B R Bt A, IR REE AL X SRR ER . SRTT,  STAE 2R MR T I 2 S PR AR
55 28 PIAEAT AR AT TAE Tt FARp i SO T R AL T AL B . BRI, i 2 SC PR B0 o B2 T M 4 9 95 B XU . 28T, ot
EASCRHE S IR M “ NAZAE P A BRI AT ERAG 7 (CAERE, 2018 45D o SULEINS, 55T Im 2 M ik
MG AEA—BWE (B IERN S, 2017 8 o Bk, JRATHEEEITBOR B SRR I &, T b AT
iR, BLKCT g R 5 HLRA AT DA e 2 43 B LS4 22 A P I 255G PR IR 55«

R TR

ARIAZFEEAL XL S E0. SHRATER, AR ARETREE I T . RATMB M E TR Em X, Jf
5 IRAE RARIX DLR BT R AR 8  EIE A E i ik XA AR AT TR TE, SR EEREARAAR T IR BT PA KR K =ES
RER. XERMAIS 5 EUEBATRN T T RUE A A7 A BRER N, BUS LR A2 . 3K BUN 8] 7T RERS
BV TN H AR EE U . 2 5F AR X EB i sTikaEs 17k B ARSI AT GE R E A, X
A AT BRI, DA AE AR FIRE SR I SCAG iy 4 R R A 2R . BRI A B T JRATTEAR ANATTAE I 4 By
BRI dioR, BRI S5 3R A AT RESR U 4 i it R S 4 s 4 (3t BAT SCAE 22 A VRS 2 I R 55

V22 JRAE R RS AL X AATT I T Wl A 2 10 A A 20 o A AT T/E I 8B BE R4S 58 T SRARADAS 2 2 . X T RE &4
FEE R, R AR R A5 R R E 2 A . X RIE S, BRAMER T2 58 AR AR R H AT,

PLIE— 25 TR EIT RS RGEANT 12 AL IX R SR AL I 2 S PR 1N BT B A 1 A0 2 S o5 AR 45 AT 176 5 B o A0 PR Gt U
R AIE 5 TH AT RE AN I 78 )71 (Paton et al 2018) , JNiE N RIAEH AN AL Ak LABEAT (X SR 4 7 IR A 1 L hl
T I T IR B SCAL TR, FRATTR T R R IR 2 (photovoice) HRFFTJ7i% (Wang Hil Burris 1997) .
AR B i, TR ME DU DV H SRR #7108, AT LA AT B & X7 R IEAATT & T —
A 2T-B (Booth A1 Booth 2003) .

MR 2 RIS R st FE 2 538 M A o IR P AR SR FORN A AUk p ik BE 22 AW 3 1 O S AL i =

NS 5ERBE T RN DA )i A4k 2 BAR DRI & o B8R 22 P 0 H O 5 (R R A X 59 95 sl S AL i
PR BB B 55 BN . BRI H 4 LIS R WA /s RV R T A A R 25 R, X A X B R A B R

HHM TSNS REANRR .  (RHFHF) X XEHANZ5EFRME T P, ERRRIER R,
FrAEAE 2 BN 22 JoARIX [ 28 5 SRAR S B ARGl Dk A AT (0 EOR AN S BUR A AR T — A St Ag, Jd
R FRATT AT LU BRI AL I 28 PR I 28 D rh AT 4 2 s M SRR PR R

N T SEBLBATHEFTR) HARATH ), COVID-19 (gt B BR A (AT TEi- 5 AT X At - DRI E3AT TS B P 2 7 i fi P kAT
T NIH RIXE 2 502 5% AT CRANLE R S, X AR T ORI 26 A 0 R0 X Atk
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Aboriginal, Arabic, Hindi and Mandarin Cultural Stories
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Going to another place

Ann’s Story
Cultural identity: Aboriginal

I'd like to start with the bottlebrush. | picked that as my symbol because it will take me back into my history - I'm Mununjali —
Beaudesert mob. | can tell you my whole story, my whole family background, where | come from. When | look at it, | remember.
| remember the way things are. I've got two of those bottlebrush trees in my backyard...so when | look at them...that’s the
connection | have to my family. Some people have photographs and things like that. Not me because we never owned a camera.

When | was going there...at palliative care...the garden was nice but there could be other things to brighten up the place, you
know — the flowers. I’'m mad about flowers. It could be a symbol — it could be a red bottlebrush that an Aboriginal person can
recognise. Or somebody from overseas like my husband, he was Maltese, came here to Australia when he was seven. | think
maybe an olive tree or something like that. To look out — like a sanctuary garden. If they go out the back on that back verandah
— they can sit down and they can see things.

That photo represents when you feel like everything is on you — like there’s a storm coming. Like things are pressing in on you.
Yes, that time wasn’t easy. | think my husband was going into denial — he couldn’t believe it was happening to him. He didn’t like
talking about his emotions...he used to go out in the front porch and sit down. He wasn’t a man for his emotion, he was a very
private man. It wasn’t easy. For me, | think that | withdrew inside myself. | think | went into shock. | went into shock in those
days — not withdrawal, how would you put it, | just sort of coped with it. You cope with it, but you’re in a daze.

That’s when | think everybody needs support — during that transition period, there should be somebody there to make that
contact. Someone with compassion, wisdom and experience who understands the transition to the end of life, to support the
person, as well as the family. Not give them a card and say, ‘If you need anything ring me’. No. | think it’s very important that
they form that relationship with the person. Be with that person all the way through their stages, because this is a big thing for
somebody to go through: ‘Oh you’re going to pass over’. You’ve got to look at their spiritual wellbeing to help them too.

If they could have come in from the beginning when he was diagnosed, made contact, even now and again ring up and say, ‘Oh
Auntie I'll come around to have a cup of tea with you’ or something like that — then that would be good. Go through the stages
until he passed away — stage by stage leading up to that. Yes, yes. It’s very, very important.

That’s the moon — 1 like that because the moon is spiritual for me. The photo of the moon brings up the bible verse that says, ‘Be
still and know that I am God’. | like that. | look at the moon and say prayers for people, many times. Sometimes you get lonely,
and | find that’s very comforting. Yes, I like that very much.

I think for my husband, because he was Catholic, a priest or somebody could have come along and said prayers with him. Come
along and talked to him and said, ‘I'll say a prayer for you’. | prayed for him for the end. | prayed, ‘Our Father, Hail Mary and Glory
be’, and that was comforting for him. That was comforting — that was to help him on his end-of-life journey. And | would like to
hear that for myself when I’'m passing.

That’s where my husband’s ashes were scattered [beach]. And it’s peaceful. It was important to him because he come by boat -
and | asked him, and he said he wanted to be cremated and his ashes scattered. He came by boat so that would be a nice place
to scatter his ashes. The red geraniums I've got growing in the garden. And that was his favourite — he liked the geraniums. 1 like

a bible verse to that one, too: ‘Blessed are those who mourn because they shall be comforted’.

Sunrise is a special beautiful time for me as it reminds me to keep on moving forward. Every day you’re moving forward, you
move forward. You can’t look back on some things — you’ve got to keep moving forward.

It’s a new day.
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No regrets... The story of mine and my Dad’s journey

Anonymous
Cultural identity: Aboriginal

We were told in the February that Dad wasn’t going to last for more than three to six months. A few years before that he had had
bowel surgery. After that he never gained weight, never sort of got back to 100%. | used to say, ‘I still think you’ve got cancer
Dad’. And then when COVID started, he kept on saying, ‘No I've just got COVID. Yeah, I've got COVID.” But when they finally did
run a heap of tests...cancer was through his whole body.

It was a long journey, but the palliative care place is awesome. They sort of became family. | was there every day. | was just a
regular. They were welcoming — they’d share how he was. Even if | was there to do things for him, they were still happy to do
things for him, too. | always knew in the night-time Nicole (Aboriginal Palliative worker) would be there. ‘Cos I'd been there most
of the day, so | knew she always went to check on him before she went home. It was really nice.

| was happy that Dad went to palliative care because he wanted to die at home but Mum wasn’t able to give him the care he
needed. When it was getting close and he was in that delirious stage...he said, ‘Come on! You’ve got to take me home. You’ve
got to take me to your house. | just want to die on your lounge’. |said, ‘Sorry Dad the dog’s there. The dog’ll jump all over you’'.
He said, ‘1 don’t care, | like the dog’, but he didn’t, he hated the dog.

It was probably only a week before he passed away. It was in the middle of the night and | thought, | really don’t know that much
about my Dad. Just general things like, what’s his favourite colour, his favourite food. So that was it. | sat up in bed and I just
started writing lists of his favourite music, his favourite plants, everything that | could. And then | got there the next morning,
ready for breakfast with him and | said, ‘Right. We’re doing an activity today’. And he was like, ‘What the hell?’ | said, ‘I need to
know some of your favourite things’. | found out one of his favourite smells is fresh compost! He worked on the council. Maybe
that’s where he got the compost smell from. So, it’s all little things. Like his favourite plant was a hibiscus, so at Christmas time |
was given a hibiscus as a gift — my Dad’s plant. And things like the compost — I've got a compost maker now.

My chiminea. That was my happy place. | would just sit in front of the fire, drink my coffee, try and ignore the dog ‘cos she’d be
trying to get me to come back inside — and just keep putting more wood on the fire. My own little getaway. It could be three
o’clock in the afternoon and I'd already have a fire cranking. It just takes your mind off things...gave me something else to think
about. | had to make sure | had time for me during that period.

That was a love heart in a gumtree at palliative care. It's beautiful. I'd say when the tree was little somebody just carved it in
there. It was my happy place out in the courtyard. | used to go out there, | used to be upset then I'd turn and look at that love
heart and I'd be like, ‘OK I’'m right again now. | can go back inside’. Even though you can’t see it very well, but when somebody’s
sick sometimes you’ve just got to look for other things that make you happy. And it might be the tiniest little thing.

That’s my Dad. From the first day he went into palliative care, it became my screensaver on my phone. And just every time |
looked at him when he was looking quite sickly or very thin, I'd always look at my phone and remember what he used to look like.
That’s the photo that we put on his coffin too. And the photo I've got in my house. As soon as | walk in the front door, | see him
and there’s a salt lamp behind it so it sort of glows. Looks like a bit of an angel. Every morning | wake up and | turn the salt lamp
on and | say, ‘Good morning Dad’. At night | hear my partner turn it off, and he says ‘Goodnight’.

[Nicole] had been there through basically the whole time. It was just like another family member was there really. The nurses
they’re doing their nursing part you know...whereas just having Nicole there for that support, | think it would have been very
different if we didn’t have her. You just feel you’re not doing it alone...it’s just nice to know that you’ve got somebody there on
your side. It’s not just the fact she’s Aboriginal —you know what | mean...it’s not all about doing that tick-a-box I’'m here, I’'ve done
my part. It’s more Nicole’s brought herself into our family — she was there.

If | can give one piece of advice it’s no regrets, say and do what you need to do so that when the end comes you have no regrets.
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An amazing gift

Shanna’s Story
Cultural identity: Aboriginal

During Dolly’s life | went and I lived in Coffs Harbour...right near the beach. | found the beach really therapeutic — it was just a bit
of a space — getting into nature where | could unwind.

| took her and | put her feet in the sand, and | put her legs in the water. For me, that photo actually represents her footprints in
our lives. There's a saying, you know, that some people come into our lives and leave quickly, and some people come and leave
footprints across our hearts. And that’s it. That was definitely it for Doll. The dragonflies represent Dolly’s condition that she
had. The back of her brain was actually the shape of a dragonfly. So, it’s a symbol for her condition. Pontocerebellar hypoplasia.

Bear Cottage were fabulous — they did heaps for our family. For Dolly and her siblings as well and they’re still a great support,
even now. | think things could have been very different without them to be honest. And then Westmead Children’s Hospital
cared for Dolly...they were fantastic through her life. | was very fortunate to have some great consultants work with her. They
were just very down to earth, and they were very good doctors, and they were genuine.

| started studying biomedical subjects...when Dolly was about three. | started studying things that she was impacted by...I wanted
to be able to hold conversations with her specialists because there was a lot of people that | felt were making decisions and | was
unaware of what those decisions actually were — so | wanted to be a part of that decision making. | got into Medical School this
year. | feel like my journey’s part of her legacy. So, kind of wanting to honour her in how | live my life, and this is my way of doing
that. Knowing that it doesn’t heal or take away my grief or my loss, but it gives me the capacity to help others.

The picture there of two little Aboriginal dolls was to represent the culture. | didn’t know how else to do it but they’re Dolly’s
dolls. I called them Sun and Moon because there’s a story about the sun and moon I've always heard — that they’re two lovers
that never meet...they only ever meet when there’s an eclipse. Our culture was very important to me —and it still is very important.
The photo was to speak to the community as well —the dolls represent something bigger.

Myself and Dolly’s Dad are both Aboriginal and were both community workers at the time. We were known and Dolly was known
in the community, and | did feel that the community tried to support us where they could — which was nice because it was
obviously a really difficult and challenging time for our family. And Dolly deserved that too. She deserved to be acknowledged
and our community did that so well.

So, part of what was done was like a bit of a bucket list...just knowing that we didn’t have a long time. Something that was on
Dolly’s bucket list was to do a sunrise with her. | got Dolly and | put her in the pram and if you haven’t been to Bear Cottage,
there’s a really big f'ing hilll And I’'m running down the hill, poor Dolly — she’d just had surgery: ‘Got to go see a sunrise Doll!" She
just put up with anything — God bless her. She was such a tolerant little girl. She was amazing. So, | rush her down to the beach
and me and Doll did our first sunrise together. So, sunrises are very special, even now.

I also took her home to Country — | took her to Lightning Ridge and her Dad took her to Brewarrina, and | was meant to take her
to Manilla just outside of Tamworth. But we were never able to make it there. | was going to take her to my Grandmother’s grave
too because she was named after my Grandmother, but funnily enough she died on the same day as my nan — nine years later. |
just think Nan came and got her. We’re very spiritual people — Aboriginal people — so those things are significant and do mean
something more.

But | think | always knew to be honest. Even when she was little. Because | always knew I'd lose a child — | had a feeling. When
she was born, | knew that she was that child. Strange but that’s true. Sometimes you know.

Dolly was an amazing gift to me and to my family. I’'m forever grateful for her. She’s a beautiful, beautiful chapter of my life that

| got to have. I'm proud to be her Mum. She was amazing. Special needs kids — there’s something about them — they just love
completely. They bring an amazing, amazing gift to the world. And she got to be ours.
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He’s up there watching over us

Vanessa’s Story
Cultural identity: Aboriginal

My Grandchildren - they talk about their Pop and yeah...we let them know he’s up there watching over us. He was always Pop.
The kids took the photo of the moon - we stood out here and they took it — that was on my verandah. They’ve always known
they’ve had a connection with their Pop. Even now when they go out at night, they all look up in the sky ‘cos the moon is on the
other side now, it’s not off the verandah. Just to keep the Dreamtime alive, you know.

This one is like the flag - the sun and the ocean - the Aboriginal flag. | didn’t take that one, but | chose it. My husband was very
big on culture, so we wanted to have this one, given that it looks like the flag.

Water was always a part of our culture. He was always trying to teach the kids, you know, that water is important. He would say,
‘Don’t throw anything in there — things that weren’t meant to be in there’. He would tell the kids to always cherish the water.
Always respect the land. Preserve everything - preserve what we’ve got left. Yeah, that’s right. He’s made a mark. He has. He
did a lot of culture and heritage stuff in the community. | 've always — well both of us — always kept our culture. Told the kids
about the culture. My language is Gamilaroi.

One night, we were laying in the room and the boys had a laser light. One is nine and the other one is turning eight soon. They
were shining it up there [on the ceiling] and then they said, ‘Oh look there’s the stars Nan, what Pop always talked about at home’.
That was because we’ve got a lot of stars in the sky back in Walgett. He always talked about back home with all the stars in the
sky — to the kids. So, with that photo — the stars — we can remember Pop by that...it's about the Dreaming.

That was in the morning. Early morning when we were up getting ready for school. The kids were like, ‘Let’s take a photo of all
that fog. Would Pop walk through the fog?’ He’d always talk about trees to them; talk about the land and everything. Yep. The
trees and grass when we were driving with the boys in the back. Yeah, the connection to the land. So yes, trees — represents
culture again - the root style - roots into the ground, connection to the land.

He really wanted to go home to Country, but we just couldn’t leave at the time given it was COVID then. There were a lot of
restrictions, and he really didn’t want to pass away at that time. He kept saying, ‘l can’t pass away because there wouldn’t be
many people coming to my funeral’. And | said, ‘Don’t worry about who’s going to come to your funeral. You don’t really need
to be worried about any of that’.

I think he really wanted to go home. Well, he was a very strong person so he would have tried to get home. Like he really wanted
to come back and live there but like at the time | said to him, ‘Look we can get another bed put in. We’ll bring you home’'.
Aboriginal people prefer to die out [on country] ...but he knew that we couldn’t make it home. He had to be in palliative care,
given his condition at the time.

The [team] did what they could, and they made his end-of-life really good for him. The whole care that they gave him - it was
genuine, yeah — definitely. That’s important for so many Aboriginal families. The doctors were like family to us. Family is very
important to Aboriginal people — well it could be important to other cultures too. We’ve always had extended families that we
take in and care for. The doctors were like family. There was the respect of it all. It was mutual. It’s always mutual - respect that
comes from our culture and the people we meet, you know.

They couldn’t have done any more for him. So pretty much, you know, he loved all the doctors there. The whole palliative care
team, everyone that was involved with him — did so much. He was a very grateful person. He loved everyone, respected
everybody. They did so much - they couldn’t have done anything different or better. They treated him very well.

We had all the support we needed through all of that. Yeah. They treated us all very well. A lot of it had to do with connection

and culture and just the care that they gave, like the whole care of everything. So, to sum it all up | guess just respect and yeah...
a lot of it - it’s respect.
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Angel of faith

Amira’s Story
Cultural identity: Iranian
Arabic speaking

My daughter was 26 when she passed away — very young to go. She was in and out of the hospital all the time. The relationship
between me and my daughter was very, very strong. Two weeks before she passed away —a condition with her heart, but believe
me, during those two weeks she was a very, very happy girl — she told me, ‘Il love everyone’. She used to tell me, ‘Just act like
what God told us. Serve everyone regardless — gender, religion, whatever. Just support everyone — as long as you’re still alive,
support everyone’. She was a very successful social worker.

This tree actually near my house and after my daughter gone, | was very, very stressed. | was very down. | lost hope. | was
walking and suddenly | saw this tree. Very old tree but towards the end of the tree | found this green leaves. | said, ‘Maybe this
is your hope. Maybe this is a message from God to comfort me. It’s green’. Life, it should grow. This photo is still life-giving.

I understand the grief takes time to heal. | got support from my daughter, from my son...from my church — it is my extended
family, so they support — they call from time to time, every occasion they call. | have no family here. Only my husband and me
and my kids. Yes. So, | wish | have anyone [from] my family — my sister, my brother — just to tap on my shoulder when | cried, but
this is the life here. | felt at that time that | need somebody just to listen to me. | felt | want just to talk and somebody just to
listen — don’t give me any suggestion. Just to give me a glass of water and say, ‘I’'m here to listen to you. I'm here to hear you. |
understand your feelings’.

This is my daughter’s violin - electric one. She used to perform for her school. She used to perform for her church. She used to
play violin for me. She loved playing music. The violin was her friend. When she was sad, she used to play violin. When she was
happy, she used to play violin.

She loves the red colour. My daughter bought [this] when she went to Singapore. She went by herself. She booked the plane,
she booked the accommodation, she did everything and she bought this from Singapore. She sent me a photo, ‘Mum do you like
it?’ |said, ‘Yes, | like it". And when she came back, she said, ‘Mum, thank you very, very much, you allowed me to go by myself to
explore’.

This is the Angel of Faith. My daughter, she was an angel in the house. | remember once | was very sick — | couldn’t move. | saw
my daughter standing next to me praying. |said, ‘Oh my gosh, your faith...you have that strong faith’. And believe me, | think God
listen to her. | got some strength...the moment my daughter was standing next to me praying, | survived. We kept talking about
this story and on one of the Mother’s Days — | think she was in Year 9 or Year 10 — she bought me this statue. | told her, ‘This
statue, it’s not for me, that’s yours’. She said, ‘No Mum. Maybe I’'m angel because you are the big angel. Because of you Mum’.

When my daughter was young all the communication is with the parents. But once my daughter reached 18, | found the specialists
not talking to me, as if I'm invisible in the room. All the talk is with the patient. | totally understand — she was an adult, she is
responsible for herself — but I’'m still her Mum. Especially as she has a special condition — I’'m also responsible for my daughter’s
condition. Include us in delivering the information or giving her advice or suggestion...| know she’s adult enough to understand
but don’t exclude the parents.

All her life —in and out in the hospitals. | experienced so many hospitals. Each hospital is different. | was looking for just a social
worker to be with her. | can provide the support, but | need external support as well, because the support Mum provides is
different from the outsider. Don’t wait for the parents or the person to ask for a social worker or somebody to talk to. She was
in tears all the time. They didn’t send any social worker or a psychologist. They didn’t offer help. Another doctor comes — ‘We
will do the scan; we will do the stress test’” — all these worries. Worries, worries they’re putting on her without offering any
comfort.

Emotional support is really, really important. Unconditional care. Not too much talk during difficult time like that. Don’t give
lectures. Just be there. Bring a tissue box with you. If they cry, cry with them. If they laugh, laugh with them. Don’t ask questions.

Just listen. Just tell them, ‘I'm here. I’'m available when you need me’. That’s it.

My culture, the Arabic Coptic Orthodox people — try to understand their culture...their traditions. They are very close to God. So,
when you serve them and when you want to develop anything for them, it should be based on their faith.
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Story of my dear Mother-in-Law Elien

Lilian’s Story
Cultural identity: Egyptian
Arabic speaking

| cared for my Mother-in-law for 10 years in Egypt when she was sick. Not in the same apartment but the one building. In Australia
| cared for her full-time, she lived with me for around 20 years because when she came, she was 70 years old. She passed away
at 92. She was like my Mum.

She had depression — severe depression. Sometimes she was good, sometimes she was bad. She had the seasons — like three
months very bad, two months good, three months bad. Her health was good but when she had depression everything stopped
and she was very upset, always sleeping. When the depression was gone, she changed completely. When she was good,
everything was very good. She wanted to go out, she wanted to go to church, to visit people. Then when the depression came to
her, nothing. Nothing. That was her life, it was hard. It was hard for us and for her too because she was very active.

[l received support] from my church, from the community, from my family — my family supported me because | did a lot of things
for her. My husband supported me a lot. In 2016 we went to Egypt for around two months and after we came back, we found a
change, a big change — in her life and her body, she was very weak. She went to the hospital for five months and did not come
back again. She moved to the nursing home, after just one month or one month and a half, she passed away.

Her situation [in hospital] was very bad and she needed special care and treatment. Special bed and special equipment to get her
up. They did a lot of things for her. The people were very nice. She was in a lot of pain — very, very painful — and they did a lot
for her. Thank God for Australia! They always talked with us, shared with us the stories. | remember this [nurse], she tried to
speak Arabic for her to feel supported. They were very good, very good, because she [Mother-in-law] didn’t know any words of
English just ‘thank you’! All the time we wanted to be with her to translate what we would do. If someone spoke Arabic it would
be easier for people. When they bring a doctor or a specialist — they bring an interpreter. But during the day, there’s nothing, no-
one [speaking the language]. Sometimes nothing happened for her. When we would come the next day, they would try to explain
for us what they wanted and [we] explained for her. Sometimes someone spoke one word, two words — like this nurse — but the
Arabic for Egyptian is different Arabic from Lebanon and different from Irag. Sometimes when translating they brought to her an
interpreter from Lebanon and she didn’t know the accent, she didn’t understand. Some words are different, and the accent is
different.

They did a good job but some things weren’t good about the connection. If anyone could talk with her —just talk — not translate
— it would make her feel safe — because all the time she stayed in hospital, she didn’t talk. When we went, we went for one hour,
two hours, three hours but how about the 20 hours she stays with herself without any talk? An [Arabic] pastor always visited her
[in hospital] and prayed with her. And another one from the hospital, | think he was Australian. But she loved anyone to pray for
her like that. When this pastor came, my husband always translated for her what he said. And the elders from our church, they
visited her too. She liked psalms — this is psalms in Arabic. From when | first knew her, she was reading the bible. Especially when
she was feeling good, she read the bible every day. In hospital when the pastor came, he read a little bit from the bible and prayed
for her.

The church was very, very important for her and she liked church. Every Sunday when she was feeling good, she woke up very
early — like four o’clock — and she prepared herself. | took a photo for it — like her watch, she wore it when she went to church.
The black dress is a special dress, just for occasions, she wore this one when she took Holy Communion. She liked to hear spiritual
songs and this [tape recorder] was especially for her. She would sit there and listen all the time to Arabic spiritual songs. She
loved to stay with herself in her room and she listened, and she tried to sing along with who was singing. And she prayed —
sometimes she prayed with the spiritual song, singing and praying.

[It would be good to have] more support for the family because it’s hard for some people to take loved ones to the nursing home.
The social worker told us, ‘You can’t take her home...” She sent her to the nursing home. We tried, we tried many times with
them, but they refused, and they told us it was ‘Very, very big care you have to do’. Her treatment needed nurses to do it, not
just anyone. We were in a hard situation to agree with the social worker, but we had to. It was very hard for us, very, very hard.
[My advice is] just be patient because it was hard for us to leave her, because she loved to stay with us, but we couldn’t. We
couldn’t do [what was needed for her].

She was a special lady. We feel like she still lives with us.
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Making the most of our time together

Marine’s Story
Cultural identity: Lebanese
Arabic speaking

Their first approach was, ‘She’s too weak, she’s too tired’, like she may not last the day. But then when we dig through more, ‘So
why is she not going to make it?’ ‘Because she’s dehydrated’, ‘Why don’t you give her fluid?’ ‘Why is she not going to make it?’
‘Because she has fluid on her lungs.” | had to literally beg for treatment. One doctor even said to me, ‘it’s like a dog chasing its
tail’. I don’t know if it’s to do with her age, because she turned 90 — that’s why they didn’t want to treat her? Is that fair? | believe
God decides if it’s time for the person to go or not.

At that time also, they wanted to put her on comfort medicine [morphine] and she pulled through. She didn’t need to go to
hospital for another year or so. One time when she was to be discharged from hospital, they wanted to send her to a nursing
home. | said, ‘But why? We want to take care of her. She likes her independence and I’'m not going to deprive her of that.’

After a few years, it was becoming difficult for her. | said, ‘Mum, there is a place you can go. You can have help if you want but
we will still come visit you.” | decorated her room just like home. We were heavily involved in her care and wellbeing. My sibling
and | had a timetable to visit her. We would bring food from home, do her washing, and give her showers. Mum had physical
problems, but her brain was very sharp — you would enjoy sitting with her. You make her laugh, she makes you laugh.

In COVID, Mum was in isolation for 10 weeks and that was a massive battle for me again, because I'm 100% confident that Mum
was entitled for special visits. When she was in isolation | was on the telephone, on the internet — searching and researching. |
contacted OPAN (Older Person Advocacy Network). | spoke to Aged Care Quality and Safety Commission and various other
agencies. All of them confirmed that Mum was entitled for visits. According to the Industry Code of Practice for Visiting Aged
Care Homes During Covid-19, principle 7-b clearly states that, Residents who have a clearly established and regular pattern of
involvement from visitors contributing to their care and support...must continue to have these visits facilitated. But the manager
was like a rock. She said to me, ‘Only people in palliative care can have visitors.’ | said, ‘If she stays without us for two months,
she’s going to become a palliative care patient’. And you know what she said to me? ‘Then you can visit her’. Is this the manager
of a centre that claims to care for the elderly? | was shocked. How can you trust someone like that?

On the phone Mum says to me, ‘I just stare at this door waiting for one of you to walk in’. We reached a brick wall with the
manager. | took Mum out. | hired all the equipment needed for her. She was with me only two months — she had heart failure.
She was 96 when she died. | did say that I’d rather she’d last with me three months than last with them six months without us,
but she only lasted two months with me. | wish | took her out sooner but in my mind at that time, | was convinced the manager
would finally let us. But there was no way. I’'m grateful we took her out. | was with her 24 hours a day not a few hours a day.

I think it’s important when they employ people for these kinds of places, they check the person’s character, their heart — ask social
guestions, not just academic. To see someone compassionate makes a lot of difference. To see someone tapping Mum’s back
and see tears in her eyes, that makes me comfortable that Mum is in good hands when | go home, but if you see someone rushing
and not caring and dismissive of your concern... Don’t dismiss family members. It’s not between just you and the patient. They’re
devastated —regardless of age because that’s someone they love. Allow the family to be near them, it’s very important. And their
religious belief — that’s also very important. That gives someone strength to continue. And it helps them accept separation and
death.

I’'m grateful for one thing — when the hospital tried to get rid of Mum eight years ago — that made me aware that the time will
come she’s going to leave, and | became proactive doing everything in my power to make her happy. I'd become a clown just to
make her happy — to put a smile on her face. My motto became, don’t leave room for regrets, no regrets. These [photos] reflect
my feelings of what | did to try and make the most of whatever time | had left with her.

I’d taken her to Auburn Gardens ‘cos she loved animals, we were feeding the ducks and the duck came right to her hand — it was
so amazing! | wasn’t embarrassed to ask people anything, so someone passing on the street, ‘Oh can Mum pat your dog?’ Look
at her smile. She is beautiful. I’'d arrange pictures on the wall of her room at the aged-care facility. Mum lost a son [my brother]
in the civil war in Lebanon, ‘cos we came from Lebanon, so that’s his picture up there. And this is her chair she’d sit in when in
my home, and the jacket she was wearing before she passed. The empty chair is a constant reminder of the void she left in my
heart.

I miss her. | know it was better for her she went ‘cos all the problems she had, but I still miss her. She is forever in my heart.
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Goodbye my angel

Rouba’s Story
Cultural identity: Lebanese
Arabic speaking

That photo, | took of me holding my son’s hand. That was the only way | could visually represent that when you’re losing a loved
one, the most important thing that you need is your family. ‘Cos my Grandmother was near and dear to all of us. Losing a mother
—she’s a Mother, she’s a Grandmother. She helped in raising us. Saw us as babies. Going through those troubling years as teens.
Then through marriage. And she got to see me give birth to a special needs child, get divorced as a result of that, and try to live a
life as a single woman. Her support was everything at that time. So, losing her —the only thing that makes it bearable, is having
family at the time. We were on the phone with the family in Lebanon pretty much every day. Yes, family’s everything.

The phone...keeping in touch with everybody. We needed the communication, so there was chat and all that. When she passed
away, the only way we can tell everyone was through messages. The only way they found out Grandma had a heart attack at
night was through the messages in the morning.

She was in ICU. | can’t recall the conversation clearly, but they decided to move her to a ward, and she said, ‘Am | dying?’
‘Grandmal!’ | don’t know, maybe she was trying to prepare herself. I'm like, ‘No! You’re not dying! We're just taking you to a
ward’. Maybe two days or three days later — that’s when the palliative nurses came.

And so, this lovely woman walked in, and she introduced herself. | can’t recall the name, but she says she’s a palliative nurse. |
didn’t know what that was, but she explained that they’re there to make the end-of-life more comfortable — ‘cos death is a painful
thing. She was lovely — | actually remember that — she was a lovely woman.

I don’t remember there ever was a chaplain or a spiritual person in the hospital to recite any words over the dead. My Father
grabbed his phone. He had the Koran —there’s an app —and he read chapter Yaseen, which is what we recite over our dead. He
made Dua — Dua is the supplication for the dead. It’s for the soul for the one that’s leaving — not only that —it’s for those that are
now having to deal with this new trial of losing somebody. We’re all travellers, we’re all going to leave. Someone’s going to
mourn us.

| think — if the family asks — if they want someone there that can recite the Koran, that can make Dua for them, possibly there
should be that option there. ‘Cos in a difficult situation like that, in an emotional situation like that, it might bring some comfort
knowing at least they did that for their dead. My Mother and my aunt were the ones that washed my Grandmother — I couldn’t
doit. 1 was a mess. There was a woman guiding them how to wash the body, how to wrap her, make sure everything was clean
and everything’s covered. Ready for the family to say goodbye to her.

Mag’sal means to wash the body. A funeral home, it's where it’s washed. They move the body. In an adjacent room we say
goodbye to our loved one and then they put the body in the coffin, the men — only the men — hold the body. She’s a woman, so
she gets twirled seven times around and then she goes to the mag’sal. It was mid-afternoon prayer, which is Dhuhr. So, we had
that prayer and then we did the Janazah prayer — the funeral prayer. Then they take the body, they say, ‘There’s only one God'.

The hospital — the nurses were beautiful. They offered their condolences. They didn’t tell us to go — ‘cos we were taking up the
waiting room. We were taking up the room and we were taking up the corridor. They allowed us to gather for that time. We
didn’t gather all night. As silly as it sounds — maybe more chairs!

Oh. Maybe if the person is one that prays five times a day, for someone to come in and remind the person that’s leaving, ‘Oh it’s
time for this prayer’. My Grandmother was praying in her bed. She was lying down and she was praying. We would tell her,
‘Grandmother this prayer has arrived. Do you want to pray?’ And she would pray.

The palliative nurses were beautiful. Just their understanding of losing someone is not an easy thing. | suppose with experience
— they’ve done this for a while — I’'m just assuming they had, they were really understanding. The fact that they give you time.
They give you that space. Yeah, they were lovely. And having someone to talk to even at that time when you’re losing someone
—that’s not family. Maybe that’s my best experience —talking to someone that wasn’t family about losing her or potentially losing
her at the time.

I know it’s not easy but still remembering her in any way —you don’t stop loving them even though they’ve left. They’re with you

till you leave.
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A Grandfather’s love

Aish’s Story
Cultural identity: Indian
Hindi speaking

Those are my Grandparents when they were in their early 20’s. They got married when they were 16 and 19 years old. My
Grandmum passed away fairly young, early 50’s, so my Granddad widowed quite early. Mum had a lot on her plate when my
Grandmum passed away, having to care for me and my brother when we were literally one and two years old. So, her going
through that when she was younger — with my Granddad a few years ago, she knew what she wanted, and she knew what my
Granddad would want.

That’s my Mum when she was maybe three or four years old. It was taken in a place in South India called Chennai. She was the
last child for my Grandparents, and they adored her. This is one of my favourite photos, my Granddad played a big role in my life.
He’d always take me for my singing classes, dancing classes, swimming and to school. He played the role of mum and dad in one,
and then himself and my Grandmum in one person. Grandad loved to gift and give, he was a true role model and showed us so
much love, generosity, and learning. Grandad loved to learn new things and always adapted to change really well, | vividly
remember Grandad arguing with Siri at one stage.

Granddad had some pain come along his spine and that’s when we took him to ED at Blacktown Hospital, at a later stage this
developed into a paralysis on one side of my Grandad’s body. We didn’t have a positive experience with the health system. It
was just not a very pleasant experience, in in terms of clinicians not being very empathetic, or culturally sensitive with the way
they interacted with us or in understanding the roles and responsibilities each of us play in my Granddad’s life. We almost found
the patient journey to have had some form of medical negligence in the duty of care for my Grandfather with the clinical
misdiagnosis. No one took that initiative to learn about the family dynamics. For us, family is really important. Each of us has a
specific role and responsibility. When we make any decision in the family, it involves the entire family — Uncles and Aunts, too —
making that decision together, especially the big decisions.

In our culture, it’s quite taboo for a family member to go to an aged care facility. It’s almost like we can’t care for our own. It's
quite shameful. Especially for my Mum, she felt very ashamed that that was where my Granddad had to go. During the family
meeting, it was sort of “this is what’s gonna happen, that’s the end of that. He’s gonna have to go to an aged care facility.” It
wasn’t like we had an option — or any ability to ask, or negotiate, or see what other options were available to us. No support
services were made available to help Mum with coping, or to help her process everything going on. Even for me, knowing there
was some young carer support service or someone for me to reach out to. We weren’t advised of services available to us, such
as a bereavement counsellor. | think it would just have been a little bit of a lighter process if we had someone to vent to or learn
how to cope with this. Mum once sort of opened up with a GP and said that she wanted to speak to someone, but she found the
entire interaction really insensitive. It was just sort of ticking boxes on an anxiety and depression checklist or some questionnaire,
and my Mum just didn’t feel comfortable. If there were support services or a community that we could have mixed with, if Mum
could have worked with other carers, | think that would have helped her. We only had strong communication with our family
back home, over here we didn’t have much community support. It was a very isolating time.

Granddad struggled with depression after my Grandmum passed away and really appreciated how much my Mum had done for
my him in terms of moral support and just companionship, someone to be there, even just cooking the traditional foods that he
loves. One of the biggest things for us is food, eating good food. We’ve got a lot of festivals and religious days that we observe,
and some days we’re fasting and some days we’re vegetarian for religious purposes. For example, my Granddad’s passing date
or my Grandmum'’s passing day, we would observe that day and we would be vegetarian. It's very typical and specific to every
family. But the food in the [aged] facility was not for us, every time we went and saw our Granddad, we would pack some food
from home and ask the nurses to warm it up for the following day but we just knew they weren’t — I’'m not saying there was
specific staff that wasn’t helping out — it was just the facility and the system was not — it wasn’t a positive experience at all.

Our dog was one of the last things our Granddad gifted us. He sort of said, “Once | go, she’ll be there in place of me” and we hold
her very dear to us. My Granddad would always say that she reminds him of his Mum, it’s funny how human animals can be. But
she was so impactful in my Granddad’s life for how short that time was they spent with each other to when my Granddad
transitioned to aged care. | think | just realised the importance of family and treating them with respect and not knowing what
could happen the next day and just being grateful for the small things. And | think that’s what my dog really taught me.
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Only one regret

Khwaja’s Story
Cultural identity: Indian
Hindi speaking

My parents —we are from India. | came to Australia in 1990 because my brothers were already here and | was working in America.
My family managed to bring our parents here to Australia in 1997. They really adjusted very nicely here.

In 2009, my Mother passed away. Mostly my Father stayed with me after that...he was quite old when he passed, 96, | think. He
had a long and quiet, healthy life. He was quite mobile and active. And he was an avid reader. He kept himself busy in gardening
and in reading. That was maybe when he was 90, | would say, when his health started deteriorating. He developed arthritis and
then he had a mild heart attack, so they put a stent in his heart. His GP, after the operation, recommended that he live in a nursing
home, but we didn’t like that idea. He was quite happy with us, and we were happy too. So, we prolonged that. But one day,
while | was at work, he had a fall. He didn’t have any fractures but then the doctor insisted that it’s time that he should be going
to the nursing home now. He had had two falls by that time.

So, then we spoke to him. Initially he was not very happy — but he agreed in the end. We organised a nursing home for him very
close to our house. All three brothers took turns to go and visit him daily. And the people there, they’re very good —in the nursing
home. He was happy there. They took good care of him. Every weekend | used to bring him home. Go Saturday to bring him
home and he would stay all night with us and then | used to drop him off on Sunday evening.

There was a visiting doctor — he visited every week and just before his death, maybe a couple of months before, the doctor called
me and said, ‘Your Father’s getting sick — his health’s deteriorating. His kidney prolapsed so we don’t expect him to live longer’.
Like, he mentally prepared us. But he went suddenly. Just one day he was okay and then he passed.

That’s my sister in his lap — he’s holding her. He was around 48 at that time. In India, they call it, ‘Sherwani’. | think it is originally
from Iran, adapted in India. It’s a kind of dress —you wear it on happy occasions. So that’s what he’s wearing in that photo. That
is the Liberty Bell in Philadelphia. If you see where my Mother is standing, the bell is cracked...they’d just noticed the crack in the
bell — I think it was due to some lightning or something. That’s when the authorities brought the bell down to the ground. These
are all my brothers and sister. It was just after our Mother passed away. Almost seven years, | would say. She passed away in
2009 and our Father passed away in 2016.

This one is very, very important. This is our family tree for many generations. He developed that. And | couldn’t even open the
whole thing. A huge, huge thing. He was afraid that we’re forgetting all our generations...so he compiled all this. Some is in Urdu
—but | can read it. | have to sit down and write it again — | don’t get time to but I’'m going to do it one day. When | retire.

This photo was taken in the nursing home. His last years here. What | regret now is that we shouldn’t have sent him to the nursing
home. He should have still stayed with us. | blame myself — not blame, but | could have taken a year’s leave from work and then
looked after him rather than sending him there. Especially his last year. Although he had no complaints about the nursing home
— they were very good — but it’s just a cultural thing that in his old age he should have been with us and not away from us. Even
though his doctor was telling us to put him in the nursing home for a long time, but we delayed that, we did not do that —that’s a
cultural thing.

It was very difficult. The good thing we always took as a family decision. Not just one person but all discuss, and we decide on
something. At home he used to pray. But in there — not that there was anyone stopping him from praying, but he wanted a clean
corner to pray and the prayer mat — he didn’t have a proper place to pray there. So that stopped him. Culturally...he felt a bit
isolated because there was no-one to speak his language in that facility there. Although he could speak English but because of his
accent, other people couldn’t understand him, or he couldn’t understand their accent. He was a writer —he’d read and write...and
the lights used to go off at 8 o’clock at night so he couldn’t read if he wanted to, so that’s one more thing.

The only thing that happened good was he was able to come to our house every week for the weekend. That was good because
here he could meet all his Grandchildren. That was good he did that.
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Being positive

Urvashi’s Story
Cultural identity: Indian
Hindi speaking

So, this is a picture of sunshine — sun rising. That was something that when Mum was in hospital, the hope that every day it is
another day. Yes, the bright sun will come out. Every morning | was so positive...| remember saying to her, ‘No. You should look
at the good side...look how many people, how many nurses there are to help you. How many friends and family are calling you.’

| wanted to see it as positive as well. | was not ready to listen to those words and | always look at this and think, ‘OK every day is
a new day and hopefully things will get better.” And that positivity did help her...her body was functioning well, but again —1 don’t
know — something happened and then she had a fever and next morning what | heard was that she’s gone. And all the strength
that | had was gone. So, for two days my body completely — you know the fighting element or the fighting soldiers that you have
in your body, in your spirit, in your soul — you can fight — but they were gone completely out of it. Even today —sometimes | have
episodes — like you know you feel your Mum is there but sometimes you just miss that phone call. You just want to talk to her.
You want her to listen to you.

Dad said that | am the older — | will take the decision, and everyone was happy with my decisions. My siblings never questioned
me. | should have given or done more. That’s what my regret was —in terms of —just like the decision power was in my hand and
just changing a doctor might have helped. 1 don’t know...I just listened that okay everything is working ‘cos I’'m being positive. Or
maybe getting a second opinion might have helped.

| don’t know what was going through her head but...she would put it on her phone — those bhajans — and she would listen to it,
and she would be calm. Peaceful, | would say. Maybe she might be talking to someone spiritually. Maybe she was trying to
connect to some other world...or meditating — | don’t know — but it definitely — yeah, she was calm.

This is a photo of two idols. In my culture, which is Indo-Asian, we do worship Lord Ganesha —the one on the right is the Ganesh.
This is a god where any first good, auspicious events — you go and bow to this god. Every first ritual should be started with his
name, if you start with his name it is believed in Hinduism that it will be always positive and right — it will end right way. Next to
him is Saraswathi...goddess of knowledge. First time Mum was admitted to the hospital — when we leave the house, Mum has a
picture of Ganesh on the door, and she worshipped that picture. We have to just say, ‘Give us your blessing, so she will come
back well, home.” When | was having all those negative messages coming that she is not doing well, she might not come back
from when she went for the first time — | prayed and yes, she did come back. That’s why | believe.

This is Lord Shiva — Shiva is the meditation and Shiva is Om. Lord Ganesha is the son of Shiva. So basically, | am the one who
believes in both of them — Shiva and Ganesha. Shiva has a meaning to life. He says everything comes to zero. Everything comes
back to me — the cycle of the earth or mankind cycle — it creates, it destroys and then again it creates and again it gets destroyed.
So, get away from your sentimentals because everything is definitely coming back and everything is going back — rebirth — the
cycle of life.

With us, what my problem was, that to some degree we don’t know where to ask for help. So, psychologically that pressure at
that moment — if you can ask right question, if you know whom to ask. Because the lack of knowledge is the reason why and
believe me with Hindu culture — particularly with Indian culture — I am 100% sure that a lot of families in Sydney, in Western
Sydney, are not having access to that information. We all try to — the first thing is — ‘Hey, | am your friend. | know your friend, his
Father passed away, so can you give me what happened? So, you will access that information, you will pass it to me and | will give
it to someone else’. That is the only way. And that also depends on how big your network is and how accessible that information
is.

| believe...giving access to those bhajans and the meditation in the ICU section as well...just by mingling or just by giving that laugh
therapy in the hospital, in the ICU, people can get well. My observation is that the laughing is the best sometimes. Just like the
strength that Lord Shiva and Lord Ganesh — it is photogenic — pictures for them, whether they want to do it. It is important to

make your mind calm and it is important to make your mind diverted.

I’'m not sure of the proper answer but bringing that positivity.
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Dancing out of the depression

Alice’s Story
Cultural identity: Chinese
Mandarin speaking

My husband passed away in Australia. Nearly three years now. Thinking about it, it’s [gone] so fast. | temporarily lost control, |
was suffering depression. He was the rock of the family, he did everything for the family. So after he left, | just completely lost
everything. It was very, very sad. Very difficult.

His condition was only discovered one year [before] he passed away. We tried every single medical way. My daughter tried to
find all the different doctors. The doctor said he still clear in the mind but if they’re going to give him operation, it might make it
worse. So, they couldn’t operate. Later on, he was sometimes clear, sometimes unclear — like confused. He was not quite
conscious all the time.

The palliative care at home was very, very good...I think Australia has done wonderfully in this aspect. | really feel grateful. In
China we would never dream to have something like this. The most helpful thing was [the people] coming to help care for him.
And also giving us a lot of instruction, teaching us how to care for a patient. The people who carry the services...they’ve all got a
good attitude. | was very touched and moved in all of what they do.

[At times] it was too hard to carry him by myself. [One day] | accidentally dropped him and he fall on the ground just as the nurse
came in...I asked, ‘Can | have a hand to bring him up’ and the nurse refused because she didn’t want to hurt her back. So, she
couldn’t help me. After the nurse left, | tried my very best a little bit by little bit try to bring him up and then we both fell on the
ground again. | was disappointed that people are different. Some people just kind enough [to help]. Some will not do it.

Before he went to the palliative care hospital, the palliative care doctor told us, ‘You’ve got to be prepared. He’s probably going’.
They asked if we wanted to send him to the palliative care hospital or care for him at home. My daughter tried to insist to care
for him at home. But my daughter had to go to work. So, | just really think we have to go to the hospital. Even though we made
the decision to take him to the palliative care hospital, my daughter after a heavy day of working, she would go to the hospital
and stay there the whole night with her Father. | was thankful that | have such a devoted daughter.

One thing that always still bothers me, that in hospital at the very end after he passed, they took clothes off of him and put him
into the hospital clothes. In Chinese cultural traditions, we pay great attention to the clothes that the person goes out wearing.
When the person passes, when the body’s still really warm, we need to put on the formal best clothes for them to go. They didn’t
give us the opportunity to do all of that. No-one asked, no-one helped to do it, and no-one gave the opportunity to do it.

We cannot ask more, but medical people, you choose your career as medical care for other people. At the end-of-life, that’s
where people need more care...put your feet into the person’s shoes or the family’s shoes. Be more respectful for what you do
for the people, for the family who are passing.

This photo was taken about half a month after my husband passed away. My daughter tried to divert my attention and bring me
out of the sadness, so she took me to the city. It was the celebration for Christmas, Pitt Street mall. That evening the performance
was very, very good. | felt that my spirits were lifted up. | was feeling severe depression for the next year, so to get me out of this
my daughter took me on a trip to Europe. This was Interlaken, on the highest mountain in Switzerland. Three days in Switzerland
but we travelled Europe for more than 20 days. | went back to China...to my hometown, Shandong. A very beautiful city. My
daughter and my Granddaughter accompanied me back. It was very, very difficult for me to go back to our house...I felt more
depressed. Coming out meeting relatives and friends, especially at night-time to see the beautiful night scenery...it made me feel
a little bit better.

This [photo] was about two years later. Because my husband was a professional singer and | love dancing, | had joined this arts
group. Before he was diagnosed, | would regularly join the group. But when he got sick, it had been more than two years that |
didn’t go. | stopped all of this. My daughter suggested | go back to the group for dancing. It helped me emotionally, [l felt] much,
much better. This performance [at Darling Harbour], we practiced the rehearsal many times before. We also won the prize! |
have to find a way to get myself out of the depression, so participating in this dancing group and the art group has really helped
me to get out of it.
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Community connection, care, and contribution

Anna’s Story
Cultural identity: Chinese
Mandarin speaking

In 1996, my Mum had breast cancer and had an operation. It later spread. She got very, very ill. The hospital cannot see any
treatable solution, so they suggest to us to take her home. | went back to China April 2004 and Mum passed away in November
2004. We were looking after her under the care and instructions of the doctors. No palliative care, no other support, but most of
the relatives came visiting. Especially my brother and my Mother’s nephew and nieces — they came from different city of China
to come and pay a visit. Only three months before she passed away, we started telling her the truth of her spread of cancer. This
is part of the tradition, the cultural thing in China - the people would hide the truth for the person who suffers. If we tell her, she
would be more stressed and more worried and that would contribute to the deterioration of her problems. When we told her,
she told us that she in fact already knew how seriously ill she was, but she didn’t want to worry the family.

My older brothers and all of us at that time were asking my Mum for any last wishes. She told us the only thing she wanted was
to go back to her own hometown, Harbin. We lived in my older cousin’s house — they hosted the whole family. Had a special
room for my Mother allowing us all to take care of her in their place. Nurses came in every day to provide some injections,
nutrition stuff and also the pain killer medications they inject for her every day. Everyone was very supportive. Not only my
cousin and his wife but also their children. That made me understand why Mum kept asking to go home — go back to her
hometown. Because all of the family — the relatives — are the ones that really care about her, and they treated her and all of us
really nice.

[In this photo] the two sitting in front are my Father and my Mother and my left hand is my younger sister and the right hand is
my older brother. And the two younger ladies at each end are my nieces. Because | came to Australia — my parents were looked
after by my younger sister and my older brother. But because my Father was quite strong, he took the main care role for my
Mum. When my Mum passed away, | applied for a visiting visa for my Father [aged 81] to come to Australia. My Father really
liked Australia, the civilisation, the climate. During the time my Father was in Australia, he was diagnosed with cancer. [After his
diagnosis] the family decision was to bring Father home, to get treatment in China because he didn’t have Medicare in Australia.
| went back to China with my Father straightaway, and he had operation in China. The test says it was already later stage and
spread through his system. The doctor said he won’t last more than half a year. Because my Father liked Australia so much, |
applied another visa for him to visit again in 2006. He came here and spent some really happy time with us. We took him for
travelling — to the park, the sceneries, we went to Melbourne and a lot of places. In January 2007, we realised that he’s getting
worse and in February | sent him back to China. That time the cancer had spread to his kidney, so he started dialysis every week.

Because my Father loves travelling, although we know he’s not in very good health, | took him travelling to Shanghai. So, both my
Mother and my Father, before they passed away, they were all in a very good happy status. Number one is because the family
altogether. Number two is merely that we made sure the painkiller — everything — was adequate. We didn’t let them suffer, they
both died peacefully. In 2012, me and my husband brought our little Grandson back to China to see my Mother-in-law. She really
likes boys — she was very, very happy to see him! | was very pleased that before my Mother-in-law passed away, she has seen her
Great-grandsons.

The passing of my parents made me depressed for a number of years until | found and joined The Hills Chinese Association in
2012. Although my little Grandson was only two years old and | was extremely busy at home taking care of the family, joining the
association changed my life. The majority of Association members came from China and they’re aged between 60 to 80. Now we
have members at age of 92. Due to the language barrier and those unable to take transport, | pick them up and drive them home
each week after our activities. Since the establishment of our Association, we had about four members die from cancer. We often
visit them in the hospital, visit them at home. Having an association like this has given them great mental and spiritual and social
support. Our regular activities every week include a choir; Tai-chi; dancing; fashion parade — a lot of different activities. We also
have health information or seminars from time to time. This is also the reason for me to continue to lead this Association. It's
the best medicine — but it’s even better than medicine! Having the social interaction helps people to overcome a lot of difficulties
and sadness. It directly helps those who newly arrived to Australia to overcome many challenges and assists them to integrate
into Australian Society.
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Respect and kindness

David’s Story
Cultural identity: Chinese
Mandarin speaking

Talking about end-of-life care, | have very strong feelings...no matter whether my parents, or my parents-in-law, and including my
Grandparents — they were treated very, very well. The strongest experience and feelings | have, is the tradition of my family.

In 1994, | went to New Zealand and then came to Australia. The biggest regret in my life is that Mum never came to Australia.
The reason being Mum was carsick, [when she travelled] she suffered a lot. In 1995, | got a Permanent Residence Visa and | talk
to Mum about it, and she started crying. | told Mum not to worry and that | will be back all the time but in fact we didn’t
permanently go back, but | made sure that | go back to see her every year.

One thing that | was really, really comforted by is that | have a sister and one brother and one younger sister. The four of us. My
older sister passed away a bit earlier [than my Mum] and my younger sister and brother respect and treat my [Mother] really,
really well. We don’t have support from the government. My brother and sisters were a very strong support for Mum. She never
lived on her own. She always lived with family members. In Feb 2015, my sister told me Mum might not be able to pass
September. So, | went back to China, Mum was okay. Because she was sick, that year, | went back to China three times. She
actually passed away in January 2016. Before that there was a family gathering. My Mum was acting normal but said something
weird, she said ‘You're all coming too early’, she felt that she will still live longer. | know that Mum was going, that time...I knew
from my heart. Of course, | want her not to be going so soon, but | understood that a human life has an end. You just can’t control
that. So, I just feel that if she can peacefully go, then that’s what it is.

For Chinese people, it's important for someone to die wearing nice clothes, so my wife prepared everything before we left the
country. She made all those clothes by her own hands. At the end stage of my Mum, she was asleep all the time...so sometimes
| try to feed her a little bit of milk, she would open her mouth, accept a little bit of milk. But my brother and my younger sister,
realised that Mum will not get any better, so they kept telling me, ‘Don’t trouble her anymore because she’s a high age and let
her peacefully go’. We believe this is the good ending. And also should be celebrated.

The night when she was passing, the whole night, we company Mum. So, everyone was comforting her — reading prayer — Buddhist
prayer. Every single person would be shaped around reading those prayers next to her — that whole night until she passed. My
sister, my brother and myself. We believe it was ageing, she didn’t have a proper diagnosis of medical conditions...she didn’t have
any medical suffering. She was 92.

This photo was taken in 1987. Mum was living with us. This was my house, located in the campus of the University in Heilongjiang
where | was a teacher in Electronic Automotive Control. This other photo was taken 1999, | was 50 years of age and | went to visit
Mum and the family. That’s the four children of Mum. My brother, my two sisters. My sister passed away 2005, | was there with
her as well. | knew that no medical treatment can be provided, so | just thought to be with her is important, so | was there with
her. This one is [Mum’s 83rd] birthday, 2007, nine years before she passed away.

If I had my Mum here in Australia with me...I would do my very best to do what | can for her. My Mum treated her own Father-
in-law so well. My Father left earlier...passed away. And then before my Grandfather was passing away, my Mum bought the
coffin and did everything for my Grandfather. Taking care of him. Mum is a person that treated everyone so nicely, including the
neighbours, friends, everyone that had been fond of her.

We talk about end-of-life — we should educate our young people. Regardless how many degrees you have got, how much
knowledge you have, or the hierarchy you are at, your position...if you can’t be a great person then that’s all nothing. So, you
need to be a kind person. Be a person first. | would suggest to [medical and support teams] that they not just fulfil their job
responsibility, but to smile, be friendly and have the right attitude towards to others. Smile to the person you care to show your
respect in a nice human way...give the person who is passing the feeling: I love to do what I’'m doing for you. Not that | have to
do what I do for you. Very important. Care for end-of-life —the Chinese tradition is respect. Respect to the person who is passing...
who is suffering, in pain — give them more understanding and also provide more sympathy rather than be impatient. You need to
understand rather than discriminate. Ask them what they want. Everything you do to them, be friendly. Be friendly, be kind.
Kindness. Human respect. Very important.
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Love with no ending

Mary’s Story
Cultural identity: Chinese
Mandarin speaking

10 years ago, | was running a restaurant. | gave up the restaurant business and just wanted to spend a bit of time to go to China
to visit my parents. | went back every year for three months — each time | take care of my parents while | was there. | really
treasure the time that | spend with them. | refused to see friends or classmates, | spend every single minute with my parents. |
was cooking three meals for them. This is a photo of when | went back to take care of my parents.

Five years ago, both of my parents passed away within months, one by one. Mum had a fall and was unconscious and she had
operation, she never recovered, never made it home. She was 90 years old. Dad was very sad, shocked. He followed by one
month. He went into hospital and then he passed. | didn’t even know Mum had a fall. I had just returned from China. The family
decided not to bother me because | only just returned. But after 11 days [in hospital] Mum passed away. | return to China straight
away to be with my Dad, but my Father...he just can’t come out of it. He was talking about Mum all the time. Everything happened
so sudden for him. | knew he was not well...we called the ambulance and after about one week, only just one week, my Father
passed. He was 95. Everything happened so suddenly. All of my family were there, I've got five siblings. The family members,
two of us at a time, we did shifts at night so we can stay in the hospital every night. Because of my Father’s age, we didn’t want
anyone else. We prefer ourselves to look after him. We were making juice and we purée all the food at home and we bring them
into the hospital to fed him. Yes, we were all putting in our hardest, our best, to look after him that time.

Because we saw Mum’s operation failed, was unsuccessful, we insist that we wouldn’t let Dad suffer. We refused operation or
any other treatment, we did not agree to insert the tube but only allow to have him on drips. | left the hospital 10.30 and | was
going to go home to cook fish soup for him. My older sister and her husband were there, and Dad was asleep. There was no sign
of going to pass. My sister discovered the machine — the heartbeat had stopped. He was asleep so that’s how he went. All of us
straightaway went back to the hospital. We were all very, very, very sad.

The traditional Chinese way is to put all the clothes for him out. So, there was someone [at the hospital] helped us, instructing
us...this is called the Holy Clothes. It’s all in silk...including the shoes. Has to be embroidery with flowers. Elderly people when
they go, they must have these special clothes. | think in English this word is shroud? We have prepared this for my parent some
time ago before they passed away. This is a long tradition. In Australia, there’s no way we can decide. It all depends on our
children if they still continue do this [tradition] or not. We can’t make that decision once the patient is in hospital, the hospital
will arrange everything. In this aspect, | think they wouldn’t because number one — we couldn’t buy those clothes here and the
children | don’t think they will do it.

Migrating has changed a lot of traditions...a lot of traditions since been given away. Gone. One strong Chinese tradition is that
children should always respect their parents, take care of their parents, especially when their parents are getting old. This is not
as strong as before...totally different from our generation — we have whole heart full to our parents. These days the young people
are a bit different. We talk about this a lot. Chinese people say, ‘We’re the last generation treat our parents like this’. | really
want this kind of moral to be maintained and continued.

| came back from China after my parents passed...I just couldn’t come out of the emotional sadness. | was very lucky that | had
the Hills Chinese Association...that’s helped me a lot to come out of the emotional sadness, bring my life back to normal. | came
back and joined the volunteer work. We visit the aged-care facilities, and we prepare many performances so we can concentrate
on the rehearsals. So, in that way all my time has been occupied by the busy schedule and it makes me feel better.

This picture was a multicultural event of Celebration on Australia Day. China has 56 nationalities. This is the costume of the
Xinjiang Province, you can identify the different nationalities by different dress. This is one of the poses in our performance of the
Xinjiang dance. This other one is representing The Chinese Porcelain —these two colours symbolise Chinese tradition. It is called
“QING HUA CI” ging is blue; hua is flower...it's this blue and white specifically. We made a dance of that representing the culture
of China...the porcelain. | participated in a Family Health Fun Day, The Night of Shanghai — is a very popular piece of music of
China. We also held a barbeque during the event. Yes, yes. | feel my life is fulfilled and very full up. Until now, | continue to be
a volunteer serving our community in whichever way | can.
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Taking photos and telling your story about caring
for someone at the end of their life

Your story is important.

Would you like to share your experience so that it might help other people?

In this storytelling activity, you will be invited to take photos of what was helpful, meaningful or supportive when you were caring
for someone at the end of their life, and to tell your story to an English speaking researcher. This conversation will take place either
in person or using Zoom video conferencing, at a mutually agreeable time.

Your memories and experience will be treated with respect and sensitivity. You can also choose to have your story and photos pub-
lished in a community book, using your own name, or you can remain anonymous.

This activity is part of a research project conducted by Western Sydney University and Western Sydney Local Health District. It will
help health professionals understand more about the specific traditions, beliefs and needs of your community around caring for
someone in the last stages of life.

If you would like some more information about the project, or you would like to participate, please contact the Western Sydney
University research assistant Helen Psychogios: Telephone: 02 4736 0083

Email: h.psychogios@westernsydney.edu.au
For more information on the project or to
help us by participating in a survey, scan this WES{;I'NIEII\":IIEIR§¥RNEY
code or type this web address into your browser w

www.wslhd.health.nsw.gov.au/CALD-end-of-life-needs

Consent Form — Photovoice Participants

Project Title: Understanding the end-of-life needs of CALD and Aboriginal Communities in Western Sydney Local Health District
This study has been approved by the Human Research Ethics Committee at Western Sydney University. The ethics reference number is: H13743
| hereby consent to participate in the above named research project.
I acknowledge that:
¢ | have read the participant information sheet (or | have had it read to me). | was given the opportunity to discuss the information and my
role in the project with the researcher/s.
¢ | understand what the project is about, what | am expected to do and how long it will take. When | asked questions about the project, |
received satisfactory answers.
Please indicate your consent below:
|:| | agree to be contacted 2-3 times by the Research Assistant, Helen Psychogios, to support me in taking the photos for the project. | would
like this to be by telephone/email (cross out whichever you don’t want). | understand each call will take about 15 minutes and Helen will
take notes for research purposes.

|:| | agree to participate in a 2-hour conversation to be held over Zoom video conferencing at a mutually convenient time to discuss the photos
| have taken and to begin to write my story. | consent to this conversation being video and audio recorded and transcribed. | understand |
will see a copy of the transcript and can delete anything | don’t want included. | understand a support person can attend the conversation
with me if | want them to.

|:| | understand that the video recording and transcript will be stored for up to 5 years. This will be done in a way that does not reveal my identity.

|:| | agree to a researcher contacting ... _if I become distressed (but please check with me first).

|:| | agree to my story and the photos I’'ve chosen being used in an illustrated book of community stories. This may include them being used in
conference presentations, reports about the project and journal articles. | also realise that this may mean that they become visible on the internet.

If applicable:

|:| | agree to photos of me being used in an illustrated book of community stories. This may include them being used in conference presentations,
reports about the project and journal articles. | also realise that this may mean that they become visible on the internet.

| am 18 years of age, or more.
| consent for my data and information provided to be used for this project.

| understand that my involvement is confidential and that the information gained during the study may be published but no information about
me will be used in any way that reveals my identity, unless | have agreed otherwise.

1 understand that | can withdraw from the study at any time without affecting my relationship with the researcher/s, and any organisations
involved, now or in the future.

Signed: ... NAME: e Date: ...

Return address: Please scan or photograph both sides of this form and email to research assistant, Helen Psychogios at
h.psychogios@westernsydney.edu.au

What if | have a complaint? If you have any complaints or reservations about the ethical conduct of this research, you may contact
the Ethics Committee through Research Services on Tel 02 4736 0229 or email humanethics@westernsydney.edu.au 75

Any issues you raise will be treated in confidence and investigated fully, and you will be informed of the outcome.




WESTERN SYDNEY
UNIVERSITY

Photovoice Instructions and Tips
Project: Understanding the End of Life Needs of Aboriginal and CALD Communities in Western Sydney Local Health District

In this project, we are interested in learning more about your experiences of care and caring at times of life-limiting illness, death,
dying and grief. In particular, what has been helpful or meaningful for you/your community and what services you have found
useful or believe could be useful. As a photovoice participant, we ask you to take photos that represent this or are metaphors of
this.

Showing us what was helpful — the photos may be of a place, an item/object, or an activity, for example - it is entirely up to you
which photos you take and why. There is no right or wrong photo. If an image comes straight to mind, we invite you to pick up the
camera and take a photo right now! Sometimes acting on that impulse is important. You don’t need to think too hard about this
task. We want to see what you want to show us. If you need some prompts these questions might help you:

» Whatis it that helped? Take a photo of that.

» What image could capture what you did?

» Who else was around and how did they help?

» What things did you use? Take a photo of them.

Whether or not to include people in the pictures — sometimes the photo subject will be people. If you provide images of people,
they will not be reproduced/made public without their specific consent.

How many pictures to take — you can take as many photos as you like; and then narrow the selection down to no more than 12 to
email to us for looking over during our meeting.

What to do when you’ve finished taking photos — please your digital photos to Helen at h.psychogios@westernsydney.edu.au or
Joy at joy.paton@westernsydney.edu.au

Once we have received your photos, we will get in touch with you to arrange a time to discuss your photos and write your story.
Refer to page 2 of the Participant Information Sheet “What will | be asked to do?” (attached) for further details.

Thank you for choosing to participate in this project, we look forward to your photo stories.

Joy & Helen

Talk to Helen or Joy about participation in the project.

Sign consent form; receive tip sheet for taking photos.

Over the next 2-3 weeks:
take photos about your caring at end-of-life experience;
have 2-3 phone (or email) chats with Helen or Joy about how the photos are going;

email digital images (max 12) to Helen or Joy.

Meet with Joy:
discuss your photos and story of end-of-life care;
choose (4) photos for the community book;

decide about the writing of your (one-page) story for the community book. 76









