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Aboriginal and Torres Strait Islander people are warned that this publication contains images of people who 
are deceased.  
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 شكر وتقدير 

ي كتاب  
ي البحث الخاص بطريقة التعببر بالصور )فوتو فويس( ومن ساهم ف 

 أن نعبّّ عن جزيل شكرنا لكل من شارك ف 
ّ
ي مرحلة نهاية  نود

"قصص عن تقديم الرعاية ف 
ي كتاب المجتمع هذا. لم يبخل المشاركون بوق  الحياة"،

ي شاطرونا إياها ف 
ف بقصصهم النابعة من القلب والتر  أن نعبر

ّ
تهم ولا بتجارب  هم عندما تحدثوا معنا بمحض  كما نود

ي 
موا صورهم وقصصهم بشجاعة كي يتم عرضها ف 

ّ
. علاوة على ذلك، قد

ً
ي معظم الأحيان عاطفية أيضا

ي كانت ف 
هذا الكتاب لربما   إرادتهم عن تجارب  هم الشخصية والتر

 الم
ّ
ي البحث. ونأمل أن يكون قد استمد

ي المجتمع من مشاركتهم ف 
ي مراحل ما من دون  يستفيد آخرون ف 

وع وإن كانت صعبة ف  ي هذا المشر
شاركون قوة من تجربتهم ف 

ون للغاية لمساهمتهم. 
ّ
 شك، ونحن ممتن

 
 

، هيلتر  سايكوجيوس، روزماري لينارد   
 جوي بايتر
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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 illness.  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. 
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 المقدمة 

وع البحث والتقرير   مشر

ي نهاية عام 
 
" وممثلو ، قام ممثلون عن 2019ف ي

ي غرب سيدب 
 
صحة السكان   ن عن "مركز "الرعاية الداعمة والتلطيفية التابعة للمنطقة الصحية المحلية ف

  " الجالياتالأصليتر  ي تقديم    وعن "خدمة صحة 
 
البحث ف به أعضاء "برنامج  الذي سوف يقوم  للبحث  بتكوين مجلسٍ استشاري  الثقافات"  متعددة 

ي 
 
ي مرحلة نهاية الحياة" ف

 
ي الرعاية ف

وع البحث الذي استمر لمدة ثلاث سنوات تحت عنوان    جامعة غرب سيدب  جات مرحلة  "فهم احتيا . وقد قام مشر

( ي 
ي غرب سيدب 

ف  المحلية  الصحية  المنطقة  ي 
ف  الأصليتر   السكان   ومجتمعات 

ً
ولغويا  

ً
ثقافيا المتنوعة  المجتمعات  لدى  الحياة    ("، 2022-2020نهاية 

الت  الباحثون مع أشخاص من مجتمعات    عند وقوع فاجعةلطيفية وأشكال المواساة  باستقصاء احتياجات الرعاية  لدى أرب  ع مجموعات ثقافية. وعملَ 

ثة باللغات العربية والصينية والهندية؛ كما قاموا بالعمل مع أشخاصٍ يقومون بتقديم الرع
ّ
ي مرحلة  السكان الأصليتر  وأشخاص من الجاليات المتحد

 
اية ف

ي العمل مع مجتمعات متنوعة )وكان بعضهم ينتمون إلى هذه المجتمعات المعينة(. وتم استخدام عدة طرق لجمع  نهاية الحياة ممن لدي
 
هم الخبّة ف

نت عن المعلومات المتعلقة بالموت"، و"مجموعات تركبر  لجمع المعلومات من أفراد الم ي ذلك "استطلاع رأي عبّ الإنبر
 
جتمع"،  بيانات البحث، بما ف

"أصحومقابلات مع   ي بجميع مراحل البحث بتمويلٍ من المنطقة الصحية  و"مقابلات فوتو فويس"  اب خبّة ومعرفة رئيسيتر 
. وقامت جامعة غرب سيدب 

وع الذي استغرق ثلاث سنوات ويتضمّن استنت ي النهاية"كامل المشر
 
ق تقرير البحث الذي يحمل عنوان "ما يهم ف

ّ
. ويوث ي

ي غرب سيدب 
 
اجات  المحلية ف

  nw28-https://doi.org/10.26183/cnxj:  ت. والتقرير متاح على الرابط التالىي البحث والتوصيا 

 

 
 

   كتاب المجتمع

 كتاب المجتمع  
ّ
ي مرحلة نهاية الحياة" يعد

ي    "قصص عن تقديم الرعاية ف 
نتاج تعاونٍ فريدٍ بتر  باحثتر  ومشاركتر  بواسطة التعببر بالصور )فوتو فويس( ف 

. وقد أجري البحث   ي
ي غرب سيدب 

مبادرة بحث متعددة الأساليب تستقصي احتياجات مرحلة نهاية الحياة لدى أشخاص من ثقافات متنوعة يسكنون ف 

ي مرحلة نهاية ال
ي تقديم الرعاية ف 

.  من ضمن "برنامج البحث ف  ي
ي غرب سيدب 

ي بالتعاون مع المنطقة الصحية المحلية ف 
حياة" التابع لجامعة غرب سيدب 

ثون اللغات العربية  
ّ
والصينية  وفيما يتعلق بإجراءات فوتو فويس، عملنا مع مشاركتر  من مجتمعات السكان الأصليتر  وأشخاص من خلفيات متنوّعة يتحد

ي مرحل 
موا الرعاية لشخص ما ف 

ّ
ة تقديم الرعاية. وهذا ما  والهندية ممن قد  خلال مسبر

ً
 وداعما

ً
ة نهاية الحياة . وطرحنا عليهم أسئلة حول ما وجدوه مفيدا

ي المجتمع على نطاق أوسع من أجل دعم الأشخاص والعائلات من خلفيات  
ي نظام الخدمة وف 

ق بما يصلح ولا يصلح ف 
ّ
كشف النقاب عن قصص تتعل

ي مرحلة نهاية الحي
 ف 
ً
اة. ويعرض كتاب المجتمع صور المشاركتر  وقصصهم، مما يتيح الفرصة لسماع تجارب  هم واحتياجاتهم ورؤيتها. وقد  متنوّعة ثقافيا

ي من شأنها أن  
، بتوطيد امتناننا للعلاقات والقيم والممارسات التر ي

امهم السخ  ي نهاية حياتهم وتكون    تؤازر ساهم المشاركون من خلال البر 
الأشخاص ف 

  والسيدة هيلتر  سايكوجيوس    مهمة لهم. وقامت كل من
بالتعاون مع المشاركتر   قصص عن تقديم الرعاية"  كتاب المجتمع "    بتنسيقالدكتورة جوي بايتر

ي البحث. والكتاب متاح على الرابط التالىي 
  qn16-https://doi.org/10.26183/w66h: ف 

     

पररचय 

अनुसंधान पररयोिना और ररपोटव 

2019 के अंि में, पजश्चमी लसडनी स्थानीय स्वास््य जिला सहायक और उपशामक िेखभाल (Western Sydney Local Health District Supportive 

and Palliative Care), आदिवासी स्वास््य और बहुसांस्कृतिक स्वास््य (Aboriginal Health and Multicultural Health) के प्रतितनगध पजश्चमी 
लसडनी ववश्वववद्यालय (Western Sydney University) के केयररिं एट एंड-ऑफ-लाइफ ररसचव प्रोग्राम के सिस्यों द्वारा ककए िाने वाले शोध के 
ललए एक सलाहकार पैनल के रूप में एक साथ आए। िीन साल की अनुसंधान पररयोिना - पजश्चमी लसडनी स्थानीय स्वास््य जिले में CALD 

और आदिवासी समुिायों की िीवन के अंि समय की आवश्यकिाओं को समझना (2020-2022) - चार सांस्कृतिक समूहों में उपशामक (palliative) 
िेखभाल आवश्यकिाओ ंऔर िेखभाल के समय शोक के िरीकों की िााँच की िई। शोधकिावओ ंन ेआदिवासी समुिायों के लोिों और अरबी, मैंडेररन 
और दहिंी भाषी पषृ्िभूलम के लोिों के साथ काम ककया; साथ ही िीवन के अंि में समय काम करने वाले लोिों के साथ जिनके पास ववववध 

https://protect-au.mimecast.com/s/Lv8XCJyBv1cRM3oGiVW5Y6?domain=doi.org
https://doi.org/10.26183/w66h-qn16
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समुिायों के साथ काम करने का अनुभव था (इनमें स ेकुछ ववलशष्ट समुिायों के सिस्य थे)। अनसुंधान के ललए डेटा संग्रह के कई िरीकों का 
उपयोि ककया िया, जिसमें ऑनलाइन मतृ्यु साक्षरिा सवेक्षण, सामुिातयक फ़ोकस समूह, प्रमुख सचूना िेनेवालों के साक्षात्कार और फोटोवॉइस 
साक्षात्कार शालमल हैं। शोध के सभी चरण पजश्चमी लसडनी ववश्वववद्यालय द्वारा पजश्चमी लसडनी स्थानीय स्वास््य जिल ेसे ववत्त पोषण के साथ 
ककए िए थे। व्हाट मैटसव इन ि एंड ररसचव (What Matters in the End) ररपोटव पूरे िीन साल के प्रोिेतट का एक ललखखि रूप है और इसमें 
शोध के तनष्कषव और लसफ़ाररशें शालमल हैं। ररपोटव यहां उपलब्ध है: https://doi.org/10.26183/cnxj-nw28 
 
सामुिातयक पुस्िक 

िीवन के अंि समय में िेखभाल की कहातनयााँ सामुिातयक पुस्िक पजश्चमी लसडनी में रहने वाले सांस्कृतिक रूप से ववववध लोिों की िीवन के 
अंि समय की आवश्यकिाओ ंके बारे में पिा लिाने वाली एक बहु-ववगध अनुसंधान पहल के अिंिवि शोधकिावओं और फोटोवॉइस प्रतिभागियों के 
बीच एक अद्वविीय सहयोि की पररणति है। यह शोध वेस्टनव लसडनी यूतनवलसवटी केयररिं एट एंड-ऑफ-लाइफ ररसचव प्रोग्राम द्वारा वेस्टनव लसडनी 
लोकल हेपथ डडजस्ितट के सहयोि स ेककया िया था। फोटोवॉइस प्रकिया में, हमने आदिवासी समुिाय और अरबी, मैंडेररन और दहिंी भाषी पषृ्िभूलम 
के प्रतिभागियों के साथ काम ककया, जिन्होंन ेिीवन के अंि समय में ककसी की िेखभाल की थी। हमने उनस ेपूछा कक उन्हें अपनी िेखभाल के 
िौरान तया उपयोिी और मिििार लिा। इसने िीवन के अंि समय में सांस्कृतिक रूप से ववववध लोिों और उनके पररवारों की सहायिा करन े
के ललए सेवा प्रणाली और व्यापक समुिाय में तया बािें काम करिी हैं (और तया नही)ं उन बािों के बारे में कहातनयों को उिािर ककया। 
सामुिातयक पुस्िक प्रतिभागियों की िस्वीरों और कहातनयों को प्रिलशवि करिी है, िो उनके अनुभवों और आवश्यकिाओं को एक आवाज़ और 
दृश्यिा प्रिान करिी है। अपने उिार िुडाव के माध्यम स,े प्रतिभागियों ने उन ररश्िों, मूपयों और प्रथाओं की हमारी हादिवक सराहना में योििान 
दिया है िो िीवन के अंि समय में लोिों के ललए सहायक और महत्वपूणव हो सकिी हैं। िेखभाल की कहातनयााँ सामुिातयक पुस्िक को अनुसधंान 
प्रतिभागियों के सहयोि स ेडॉ. िॉय पैटन और सुश्री हेलेन साइकोगियोस (Dr Joy Paton and Ms Helen Psychogios) द्वारा रुगच पवूवक संग्रहीि 
ककया िया था। पुस्िक यहााँ उपलब्ध है: https://doi.org/10.26183/w66h-qn16 

 
 
简介 

研究项目和报告 

在 2019 年底，西悉尼地方卫生区的支持性与临终关怀、原住民健康和多元文化健康代表共同组成一个咨询小组，为西

悉尼大学临终关怀研究计划的成员进行的研究提供支持。为期三年的研究项目–《了解西悉尼地方卫生区文化和语言多

元化群体和原住民社区的临终需求》（2020-2022 年）–调查了四个文化群体中的临终关怀需求和丧亲抚慰模式。研究人

员与来自原住民社区的人以及来自阿拉伯语、普通话和印地语背景的人合作，还与在临终关怀领域有着与多元社区合作

经验的从业人员合作（其中一些人是特定社区的成员）。在这项研究中采用了多种数据收集方法，包括在线死亡素养调

查、社区焦点小组、关键信息人访谈和照片之声访谈。研究的所有阶段都是由西悉尼大学在西悉尼地方卫生区的资助下

进行的。《临终时的重要事宜》研究报告记录了整个三年的项目，包括研究结果和建议。该报告可在以下网址获得：

https://doi.org/10.26183/cnxj-nw28 

 

 

社区图书  

《临终关怀故事》社区书籍是一项独特合作的结晶，由研究人员和照片之声参与者共同完成，这是一个多方法研究倡议

的一部分，旨在探讨居住在悉尼西部地区的文化多样性人群的临终需求。该研究由西悉尼大学临终关怀研究计划与西悉

尼地方卫生区合作进行。在照片之声研究的过程中，我们与来自原住民社区、阿拉伯语、普通话和印地语背景的参与者

合作，他们曾照顾过临终的人。我们询问他们在护理过程中他们认为什么是有帮助和什么支持了他们。这项研究揭示了

关于服务系统和更广泛社区在临终关怀方面支持文化多样性人群及其家庭的做法哪些有效哪些无效。这本社区图书展示

了参与者的照片和叙述，让他们的经验和需求得到表达和关注。通过他们的慷慨参与，参与者帮助我们更深入地了解能

够支持并对临终人士具有重要意义的关系、价值观和做法。《临终关怀故事》社区图书由Joy Paton博士和Helen 

Psychogios女士与研究参与者合作策划。该书可在以下网址获得: https://doi.org/10.26183/w66h-qn16 

 

 

 

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
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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  3F 1M   13F 2M  
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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. I 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, 
I 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…I 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. I 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 opportun ity 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 
or ignored. 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: I understand the grief takes time to heal. I felt at that time that I need somebody just to listen to me. I felt 
I 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. I picked that as my symbol because it 
will take me back into my history - I’m Mununjali, Beaudesert mob. When I look at it, I remember. I can tell you my whole story, 
my whole family background, where I come from…that’s the connection I 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: I was very down. I lost hope. I was walking and suddenly I saw this tree. I 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: I had to make sure I 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: I found the beach really therapeutic, it 
was just a bit of a space - getting into nature where I 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. I used to 
go out there, I 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. I 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 



13 

 

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 (McIntyre 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.  Isolation 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: I had to make sure I 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.  

 

ي مرحلة نهاية الحياة 
 تحت الرعاية: الثقافة والتواصل ف 

 

ي  
، ويعود ذلك بمعظمه إلى تواصلهم معنا ومراعاة ثقافتنا ولمجرد الرعاية التر

ً
 بطريقة جيدة جدا

ً
ي ... لقد عاملونا جميعا

ام كل شر قدموها لنا... واحبر

 )فانيسا(. 
ً
ام متبادلا  وكان الاحبر

جمة  -التحدث فقط  –قاموا بعملٍ جيد ولكن لم تكن بعض الأمور المتعلقة بالتواصل جيدة. لو كان بإمكانهم التحدث معها لقد   لكانت  –وليس البر

 (.  ليليان ) شعرت بالأمان

 

ي مرحلة نهاية الحياة مبنيّة على الرأفة والحب و/أو ا
مها شخص ما أو يتلقاها ف 

ّ
ي يقد

م به أن تكون الرعاية التر
ّ
ام المتبادل. وبالنسبة للأشخاص  قد يبدو أنه من المسل لاحبر

 للتواصل والانتماء  
ً
ة ل الثقافة ركبر 

ّ
ي تستند إليها من مجتمعات متنوّعة، يمكن أن تشك

ي  التر
تقدمها العائلات والمجتمعات. لكنّ تجربة الأشخاص من خلفيات   الرعاية التر

 ما تجعلهم يشعرون بأنهم مهمشون من ناحية احتياجاتهم الثقافية المحد
ً
ي مرحلة نهاية الحياة غالبا

 مع خدمات الرعاية ف 
ً
دة. ونتيجة لذلك، تتعرّض جودة  متنوعة ثقافيا

ي مرحلة نهاية الحياة لخطر التقليل م
  ن شأنها. الرعاية ف 

ّ
"  رفيعة المستوى الرعاية الداعمة والتلطيفية   بيد أن اليتر  )دائرة الصحة،    "يجب أن تكون متاحة لجميع الأسبر

ي جمع المعلومات عن الرعاية التلطيفية والإبلاغ عنها )هيئة الإنتاجية،   ؛(2018
ي نفس الوقت، هناك تباين ف 

 من المجتمعا2017وف 
ً
ة  ت (. لذا علينا الاطلاع مباشر

ي 
 وملاءمة من الناحية الثقافية ف 

ً
 أكبر أمانا

ً
ي بموجبها يمكن أن تقدم الخدمات رعاية

 عن احتياجاتهم والأساليب التر
ً
 مرحلة نهاية الحياة. المتنوعة ثقافيا

 

 استكشاف الاحتياجات الثقافية 

 ومعتقداتها وممارساتها واحتياجاتها. وركز بحثنا على منطقة غرب س
ً
ي وأجري بالتعاون مع مجتمع  هناك المزيد لنتعلمه وندركه عن تقاليد المجتمعات المتنوعة ثقافيا

يدب 

 من أكبّ المج
ً
ل ثلاثا

ّ
ي تمث

ثة باللغات العربية والصينية والهندية، التر
ّ
. السكان الأصليتر  والمجتمعات المتحد ي

ي غرب سيدب 
ي المنطقة الصحية المحلية ف 

موعات اللغوية ف 

 حياته. وقد 
ّ
ة مرض يحد  حياته أو خلال فبر

ّ
ي من حالة صحية تحد

م لشخص يعاب 
َّ
قد
ُ
ي ت
ة الرعاية التر ي مسبر

نا المشاركون الكرام ف 
َ
ة إلى عدد من   وقد أخذ  هذه الفبر

ّ
تمتد

ة. وتكش ، وعما السنوات أو الأشهر أو حتر بضعة أسابيع قصبر
ً
ي هذا الكتاب المجتمعي عما هو مهم للأشخاص من مجتمعات متنوّعة ثقافيا

ف مساهمة المشاركتر  ف 

ي وجه الحزن لفقدان عزيز. و تدعمهم  ساعدهم وكيف يمكن للثقافة أن  
ي مرحلة نهاية الحياة،   المهم هو وأن تستمر ف 

ي فهمنا لاحتياجات الأشخاص ف 
 قصصهم تساهم ف 

ّ
أن

 بشكل أفضل. وفهم ما يمكن لم
ً
مي الخدمات القيام به من أجل توفبر خدمات آمنة ومناسبة ثقافيا

ّ
 قد

 ما يتم استيعاب ا
ً
 وإقصاءً لهم؛ ونادرا

ً
 اجتماعيا

ً
 تجربة العديد من الأشخاص من مجتمعات السكان الأصليتر  أو المهاجرين تهميشا

ّ
عد
ُ
ي مرحلة نهاية  ت

حتياجاتهم الخاصة ف 

ب عن ذل
ّ
ت ة منها  الحياة. وقد يبر ات خطبر جاع  ك تأثبر ي هذا البحث، استخدمنا كنقطة  اسبر

ي الحيلة بشكل خاص. وف 
ي وقت قد يكون فيه الأشخاص ضعيف 

الصدمة، ف 

 قام المشاركون بالتقاطها لنعرف أكبر  
ً
ي المجتمع الأوسع من أجل دعم الأشخاص  عانطلاقٍ صورا

ي نظام الخدمة الصحية وف 
ي    لأحد الذين يقدمون الرعاية  ما يصلح ف 

ف 

ي استقصاء المواضيع الحساسة )
 لفتح  Paton et al 2018مرحلة نهاية الحياة. وقد تكون الصور المرئية وسيلة تساعد ف 

ً
 جيدا

ً
ل أساسا

ّ
    حوارات( وتشك

ً
صعبة نظرا

ي مرحلة نهاية الحياة، لجأنا إلى طريقة البحث المعروفة باسم فوتو  
ي فهم الاحتياجات الثقافية ف 

. ولمساعدتنا ف 
ً
 Wang & Burris)فويس  لطبيعتها الشخصية جدا

ي مواضيع ما (1997
ث ف 

ّ
التحد التواصل عندما يصعب  الفوتوغرافية على توفبر  المشاركتر  من . تستغلّ هذه الطريقة قدرة الصور  ن 

ّ
، كما يمكن أن تكون وسيلة تمك

ة   .(Booth and Booth 2003)تجسيد تجارب  هم بطريقة معبّّ

 ت
ُ
ي كل من المجالتر  ُ

ي البحث وتجارب  هم؛ كما تزيد من أهمية الأصوات المهمشة ف 
ي وسيلة فوتو فويس الصور من أجل عرض قصص المشاركتر  ف 

 العلمي  ستخدم ف 

 إلى التأثبر على السياسة أو تقديم الخدمة والعام، ما يتيح فرصة ملم
ً
ي المساهمة بمجتمعاتهم وبالمجتمع العريض. وتهدف مشاري    ع فوتو فويس عادة

وسة للمشاركتر  ف 

 على بن
ً
 إيجابيا

ً
ا  ما يتم نشر النتائج إما من خلال معارض صورية و/أو منشورات ويكون لذلك تأثبر

ً
ي رأس اء المجللفئات الضعيفة أو المهمشة. وغالبا

تمع والمساهمة ف 

. ويوفر   ي
ي تطوير المفاهيم    " قصص عن تقديم الرعاية"كتاب المجتمع  المال الاجتماعي والثقاف 

 ف 
ً
ي منتدى عام وللمساهمة اجتماعيا

الفرصة للمشاركتر  لعرض قصصهم ف 

ر لنا صور 
ّ
ي مرحلة نهاية الحياة. كذلك توف

هم وقصصهم المكتوبة عدسة ثقافية نرى من خلالها ونفهم ما هو  المرتبطة باحتياجات الأشخاص من مجتمعات متنوّعة ف 

ي مرحلة نهاية الحياة. 
 مفيد وداعم لتجربة تقديم الرعاية ف 
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وس   ات الإغلاق بسبب فبر ي منعتنا من مقابلة    Covid-19ومن أجل تحقيق أهداف بحثنا، قمنا بتعديل استخدام طريقة فوتو فويس لكي تتماشر مع مجريات فبر
التر

 لوجهالأش
ً
 وذا مغزى بالنسبة خاص وجها

ً
ل ما كان مهما

ّ
ي تمث

اتهم وأجهزتهم الخاصة لالتقاط الصور التر وع كامبر ي هذا الجزء من المشر
لهم خلال  . واستخدم المشاركون ف 

ي ظل ظروف  
 ف 
ً
 وخاصة

ً
ي بعض الأحيان كان التقاط الصور صعبا

ي مرحلة نهاية الحياة. وف 
ة تقديم الرعاية لشخص ف  حيث كانت تنقلات الأشخاص، وبالتالىي    Covid-19فبر

 موجودة لمقابلات فوتو فويس. وعند التقاط الصور الج
ً
حنا أن يختار المشاركون صورا ديدة أو اختيار القديمة منها خيارات مواضيع التصوير، محدودة. وبناءً عليه، اقبر

ي حياتهم وإنشاء روابط أو إع 
ة  استطاع المشاركون استحضار ذكريات مرت ف   وذا مغزى لهم بطريقة بصرية. وقد كان هذا الأمر ركبر 

ً
ين عما كان مهما ادة تكوينها، معبّّ

 من تلك التجربة 
ً
ي ذلك جوانب غبر مستكشفة سابقا

ي مرحلة نهاية الحياة، بما ف 
 . (Mclntyre 2003)للمقابلات الخاصة بمشاركتر  يقدمون الرعاية لأشخاص ف 

نت باستخدام تطبيق  و  جريت المقابلات شبه المُنظمة مع المشاركتر  بصورة فردية عبّ الإنبر
ُ
ي فوتو فويس من أصل الخمسة عشر  Zoomأ

. وقد احتاج خمسة مشاركتر  ف 

ي ت
زت المناقشات على تجربة المشارك ف 

ّ
جمة عند الحاجة. وقد رك ي البر

ي مرحلة مشارك إلى شخص داعم يحصر  المقابلة معهم لمساعدتهم ف 
قديم الرعاية لشخص ما ف 

ي هذه الحوارات بمجموعة من المواضيع المح
شاد ف  زة المتعلقة بمعلومات نهاية الحياة من وحي مجموعة صور كان قد التقطها أو اختارها للمقابلة. كذلك تم الاسبر

ّ
ف

  
ً
نتنا هذه العملية من فهم ما كان مفيدا

ّ
. مك  إلى المشاركتر 

ً
عطيت سابقا

ُ
وع أ ي تقديم الرعاية وما لم يكن كذلك. وبعد ذلك تمت دعوة  المشر

ة المشارك ف   لمسبر
ً
وداعما

ي الموجز المكوّن
ي كتاب المجتمع وإضافة أية معلومات يريدون على وجه التحديد ذكرها ف 

ون إدراجها ف 
ّ
ي يود

من صفحة واحدة الخاص    المشاركتر  لاختيار الصور التر

 بموافقة المشاركتر  ومن ثم تمّ  بهم. وتم تسجيل المقابلات الفردية صو 
ً
ي تمت صياغتها استنساخها تيا

نات أرضية غنية لقصص كتاب المجتمع التر لت هذه المدوَّ
ّ
. وشك

 بالتعاون مع كل مشارك. 

 

 قصص ذات أهمية 

وع الضوء على   ي هذا المشر
ط الصور المقدمة ف 

ّ
 ما يكون  تجارب  تسل

ً
ي كتاب   "لا صوت لهم"أشخاص مهمّشتر  وغالبا

نتيجة لذلك. وتعتبّ الصور والقصص الموجودة ف 

ي المستقبل. وتخبّنا بما يهمّ " قصص عن تقديم الرعاية"
ي الحاض  أم ف 

ي مرحلة نهاية الحياة، أكان ذلك ف 
 لأفراد المجتمع الذين قد يقدمون الرعاية لشخص ف 

ً
  مرجعا

ي مثل هذا الوقت، كما تلفت الانتباه إلى بعض الصعوبا
ي قد يواجهها الشخص. الناس ف 

 ملهمة عن القدرة على التكيّف وسعة الحيلة،   ت التر
ً
م هذا الكتاب قصصا

ّ
ويقد

 للأش
ً
ي نهاية الحياة أو تجاهلها. كذلك يعتبّ هذا الكتاب مرجعا

ي عن الاحتياجات الثقافية ف 
ي تمّ فيها التغاض 

ي السياقات التر
 ف 
ً
ي قطاع الصحة  وخاصة

خاص العاملتر  ف 

مي الخدمة على بناء الثقة و الذين يهتمّون  
ّ
 قدرة مقد

ّ
. وتعد

ً
ي مرحلة    التواصل)أو يتعترّ  أن يهتموا( بتقديم خدمة آمنة ثقافيا

 ف 
ً
ي تقديم رعاية مناسبة ثقافيا

 ف 
ً
 أساسيا

ً
أمرا

ها ض  
ّ
ي تعتبّ كل

ي يتضمّنها الكتاب مواضيع الثقافة والتواصل والانتماء التر
 ورية لبناء الثقة. نهاية الحياة. وتعكس الصور والقصص التر

   ويبّتر  الكتاب أن أشكال التواصل العائلية والاجتماعية والمجتمعية مهمة جميعها للمشاركتر  وللحفاظ على رفاهيتهم. كذلك يعتبّ التواصل
ً
مع مقدمي الخدمة أساسيا

 لنا،  "لقد فعلوا الكثبر من أإذ تعكس القصص أن وجود خدمات داعمة يؤدي إلى بناء علاقات متينة، كما عبّت شانا بقولها:  
ً
ا  كببر

ً
جل عائلتنا... وما يزالون يقدمون دعما

 قصص مخيّبة للآمال كما ذكرت مارين على سبيل المثال:  حتر الآن"
ً
"لا تتجاهلوا أفراد الأشة. ليس الأمر بينكم وبتر  المريض فقط... أن أفراد  . لكن للأسف هناك أيضا

"الأشة يحبون هذا الشخص. أتيحوا لهم الفرصة للتواجد بقر 
ً
وي    ح عن  به، فهذا مهم جدا  للبر

ً
 ما يمثل مساحة

ً
 إذ غالبا

ً
 متكررا

ً
. هذا ويعتبّ التواصل بالطبيعة موضوعا

ي 
وق الشمس كما تقول يورفاشر  من الرموز الإيجابية، مثل شر

ً
  بحسب  ؛ أو عودة الحياة إلى شجرة قديمةكل يوم هو يوم جديد ونأمل أن تتحسّن الأمور"“:  النفس ورمزا

ة كذلك هناك قصص ترمز إلى الأهمية الروحانية أو الإيمان، بالإضافة إلى التقاليد   . إن الحياة كالشجرة، يجب أن تنمو. ما تزال هذه الصورة ترمز إلى انبعاث الحياة"  : أمبر

 ال
ً
ر دائما

ّ
ي سياقات الخدمة كما يقول والممارسات الثقافية. وعلى الرغم من أن هذه الأمور هي جوهر هوية الأشخاص، إلا أنه لم تتوف

فرصة لهذه الممارسات والتقاليد ف 

". خواجه
ً
ف عن ذلك. لقد شعر... بالعزلة...ثقافيا

ّ
 : "لم يكن لديه مكان مناسب للصلاة... ما جعله يتوق

ل أساس هوية الشخص الثقافية وشعوره بالانتماء والقبول. وعند فقد
ّ
 مجموعة متنوّعة من الروابط تشك

ّ
ي مرحلة نهاية الحياة، يمكن  من الواضح أن

ان هذه الروابط ف 

مي الرعاية. من هنا فإن العزلة
ّ
داد حاجتهم للروابط المجتمعية والتواصل مع مقد ات طويلة من    أن يصبح الأشخاص معزولتر  فبر  يمكن أن تؤدي إلى تفاقم الحزن وإلى فبر

د وتزيد من انعزال الأشخاص عن مجتمعاتهم و/أو الخدما
ّ
ي تطوّر مشاكل الصحة العقلية  الحزن المعق

 ف 
ً
 رئيسيا

ً
ي يمكن أن تساعدهم. وتعتبّ العزلة الاجتماعية سببا

ت التر

(Neilson et al 2015:1)  ة الرعاية التلطيفية وليس فقط عند وقوع الفاجعة. إذ هناك ي من الحزن مع بداية مسبر
قبل الوصول    "خسارة". وتبدأ الحاجة إلى الدعم للتعاف 

 أخرى حتر  يصبح العلاج غبر مجدٍ. لذلك هن
ً
العلاج ومرة  إلى مراحل 

ً
إذ تبدأ الخسارة من لحظة تشخيص المرض وصولا الموت بوقت طويل،  اك حاجة للدعم إلى 

كات: ...يجب أن يكون هناك شخص يقدم هذا الدعم.   ي جميع المراحل كما قالت آن، إحدى المشبر
شخص يتمتع بالرأفة والحكمة والخبّة  والحصول على المشورة ف 

 ويفهم الانتقال إلى مرحلة نهاية الحياة، من أجل تقديم الدعم للشخص وللعائلة على السواء. 

ي مرحلة نهاية الحياة، تتماشر رعاية
ي غاية الأهمية م أثناء تقديم الرعاية لشخص ف 

ن أجل تقديم الخدمات الآخر مع الرعاية الذاتية، إذ تعتبّ ممارسات الرعاية الذاتية ف 

ي مرحلة نهاية الحياة 
، آنون:   (Mills et al 2018)برأفة وتعاطف ف  مي الرعاية لأحد أفراد العائلة كما يقول أحد المشاركتر 

ّ
 بالنسبة لمقد

ً
"كان علىيّ التأكد من ولا تقلّ شأنا

، على سبيل المثال ممارسة  ومن نشاطات الرعاية الذاتية كا  تخصيص وقت للاهتمام بنفسي أثناء تلك المرحلة".  ك بتر  المشاركتر 
نت الفنون الإبداعية القاسم المشبر

اجتماعية. ومثل   و ضمن مجموعةالتعببر بالأعمال الفنية والتصوير والرقص والموسيفر والغناء، والقيام بذلك إما على بصورة ذاتية أو مع الأحباء الذين تتم رعايتهم أ 

ي الفنون الإبداعية فوائد للصحة والعاهذه الممارسات يوفر وسيلة للتعب 
ر الانخراط ف 

ّ
ي الأوقات العصيبة. ويمكن أن يوف

 مما يساعد ف 
ً
فية، بر عن الذات وللرعاية الذاتية معا

خاء وتخفيف التوتر والاكتئاب والقلق  كبر  والاسبر
ي ذلك زيادة القدرة على البر

ل (Hass-Cohen & Carr 2008:15)بما ف 
ّ
النشاط الإبداعي وسيلة  . كذلك يمكن أن يشك

"إنه دواء، إنه ووصفته آنا بقولها:    (Neilson et al 2015:1)لبناء العلاقات والروابط الاجتماعية ولمقاومة الميول للعزلة الناجمة عن الشعور الغامر بالحزن والأش  

 حترّ من الدواء!" أفضل

ي كتاب الم
، جعل المساهمون ف   كدور الفنانتر  الاجتماعي

ً
قة ... بالحياة العادية ... مؤثرة و جتمع هذا  وتماما

ّ
، فالصور Dewey 1934:118)  "بالغة الأهمية "الأشياء المتعل

ة حياتهم   "مثقلة بقصص"الفوتوغرافية   . ولكل صورة القدرة على ربط عوالم مختلفة وفتح مجالات جديدة من التجارب (Dewey 1934:344)ترتبط بأشخاص وبوتبر

ي مشاهد مألوفة  أو الكشف عن صفات جد 
ي مناطق أخرى  (Dewey 1934:144)يدة ف 

ي وف 
ي منطقة غرب سيدب 

 ف 
ً
ايدا  مبر 

ً
د الصور والقصص وعيا

ّ
. وبصورة عامة، تول

عيد  ل أكبّ على صحول طريقة مواجهة الأشخاص لقضايا مرحلة نهاية الحياة من وجهات نظر ثقافية مختلفة. وبذلك فإنهم يمهدون الطريق لفهم هذه القضايا بشك
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ي المستقبل. وقد أظهر المشاركون
ي تقديم الخدمات لمجتمعاتهم ف 

شجاعة وقدرة على   المجتمع والمؤسسات، ما يعطي المشاركتر  الأمل بحصول تغيبر نحو الأفضل ف 

، الاحتياجات الثقافية الخاصة بمجتمعاتهم وتقاليدهم.   ما تلتّي
ً
، وربما نادرا

ً
ي ظروف لا تلتّي دائما

 التكيّف ف 

ي  
ي طيات هذا الكتاب قصص نابعة من القلب والروح،   "قصص عن تقديم الرعاية"لقد زوّدنا المساهمون بسخاء ف 

ي أغلبها. وف 
بمعلومات وصور شخصية وعاطفية ف 

ي مرحلة نهاية الحياة. و 
ي تغيبر النظام للأشخاص ذوي الاحتياجات الثقافية الخاصة ف 

، ما يتيح لهم  هذا الكتاب المجتمعي صيمنح  وتحمل الأمل ف   للمشاركتر 
ً
 وظهورا

ً
وتا

ي مثل هذا ال
 استعدادهم لوصف هذه التجارب ف 

ّ
ي تقديم الرعاية. ومن ناحية أخرى، إن

 للتعببر بشكل ملحوظ عن تجارب  هم ف 
ً
ب  فرصة ملموسة جدا

ّ
منتدى العام يتطل

ي فهمنا للاحتياجات الثقافية عند مرحلة نهاية ال ة، وصورهم وقصصهم تبر ي كتاب  شجاعة كببر
وع البحث وف  ي مشر

حياة. ويساعد المشاركون من خلال مساهمتهم ف 

الحياة. والأهم من نهاية  ي مرحلة 
ي يمكن أن تدعم الأشخاص وعائلاتهم ف 

التر المعرفة بالعلاقات والقيم والممارسات  ي بناء 
    أنهم ذلك  المجتمع هذا، ف 

ً
منحونا جميعا

ي قصصهم اليومية والتفكبر 
 مليالفرصة للولوج ف 

ً
ي ما نراه وتغيبر نظرتنا  ا
 . إلى الأمورف 

 

 

िेखभाल में - िीवन के अिं में संस्कृति और संबंध  
 

उन्होंने हम सभी के साथ बहुि अच्छा व्यवहार ककया। इसका एक बडा भाि संबधंों और संस्कृति से िुडा हुआ था और बस वह 
िेखभाल िो उन्होंन ेप्रिान की... इस सब के आिर और सम्मान के बारे में था... यह पारस्पररक था (Vanessa) 

 
उन्होंने अच्छा काम ककया लेककन िुडाव को लकेर कुछ चीज़ें अच्छी नही ंथीं। अिर [वे] उससे बाि कर सकें  – िो केवल बाि 
करें - अनुवाि नही ं- इससे उस ेसुरक्षक्षि महसूस होिा (Lilian) 

 

यह स्विः ही स्पष्ट प्रिीि होिा है कक िीवन के अिं के समय व्यजति िो िेखभाल िेिा है या प्राप्ि करिा है वह करुणा, प्रेम और/या पारस्पररक 
सम्मान पर आधाररि होनी चादहए। ववववध समुिायों के लोिों के ललए, संस्कृति उन संबंधों और अपनेपन का आधार प्रिान कर सकिी है िो 
पररवारों और समुिायों की िेखभाल को सुदृढ़ बनािी है। कफर भी, सांस्कृतिक रूप स ेववववध लोिों का िीवन के अंि समय की सेवाओं का अनभुव 
प्रायः ऐसा होिा है िो उनकी ववलशष्ट सांस्कृतिक आवश्यकिाओ ंके संिभव में उन्हें समाि के हालशये पर रखिा है। पररणामस्वरूप, िीवन के अिं 
समय में िेखभाल की िुणवत्ता में कमी होने का िोखखम रहिा है। कफर भी, उच्च िुणवत्ता वाली सहायक और उपशामक िेखभाल "सभी ऑस्िेललयाई 
लोिों के ललए सुलभ होनी चादहए" (स्वास््य ववभाि, 2018 - Department of Health, 2018)। इसके साथ ही, उपशामक िेखभाल डेटा (उत्पािकिा 
आयोि, 2017 - Productivity Commission, 2017) के संग्रह और ररपोदटिंि में लभन्निा है। इसललए हमें सांस्कृतिक रूप से ववववध समुिायों स े
उनकी आवश्यकिाओं और उन िरीकों के बारे में सीधे िानने की आवश्यकिा है जिनसे सेवाएाँ िीवन के अंि में सांस्कृतिक रूप से अगधक सुरक्षक्षि 
िेखभाल प्रिान कर सकिी हैं। 
 
सांस्कृतिक आवश्यकिाओं का पिा लिाना 
सांस्कृतिक रूप स ेववववध समुिायों की परंपराओ,ं ववश्वासों, प्रथाओं और आवश्यकिाओ ंके बारे में सीखन ेऔर समझने के ललए अभी बहुि कुछ 
है। पजश्चमी लसडनी पर ध्यान कें दिि करिे हुए, हमारा शोध आदिवासी समुिाय और अरबी, मैंडेररन और दहिंी भाषी समुिायों के सहयोि से ककया 
िया था, िो पजश्चमी लसडनी स्थानीय स्वास््य जिल ेमें िीन सबसे बड ेभाषा समूहों का प्रतितनगधत्व करि ेहैं। हमारे उिार प्रतिभागियों न ेहमें 
िीवन को सीलमि करन ेवाली जस्थति के िौरान या िीवन को सीलमि करन ेवाली ककसी बीमारी का सामना कर रहे ककसी व्यजति की िेखभाल 
करने के अनुभव में शालमल कर ललया है। यह अवगध कई वषों, महीनों या कुछ छोटे सप्िाहों की हो सकिी है। इस सामुिातयक पुस्िक में 
प्रतिभागियों के योििान से पिा चलिा है कक ववववध सांस्कृतिक समुिायों के लोिों के ललए तया महत्वपूणव है, ककस बाि ने उनकी मिि की और 
िःुख और ककसी को खोन ेकी जस्थति में संस्कृति कैसे बनी रह सकिी है और इस ेकैसे बनाए रखा िा सकिा है। महत्वपूणव रूप से, उनकी 
कहातनयााँ लोिों की िीवन के अिं समय की आवश्यकिाओं के बारे में हमारी समझ और यह समझने में योििान िेिी हैं कक सेवा प्रिािा 
सांस्कृतिक रूप स ेसुरक्षक्षि और उगचि सेवाओ ंको बेहिर ढंि से प्रिान करन ेके ललए तया कर सकिे हैं। 
 
आदिवासी या प्रवासी समुिायों के कई लोिों का अनुभव सामाजिक हालशए पर रहने और अनिेखा ककए िाने का होिा है। िीवन के अंि समय 
की उनकी ववलशष्ट आवश्यकिाओ ंको शायि ही कभी पूरा ककया िािा है। ऐसे समय में िब लोि ववशेष रूप से अति संवेिनशील हो सकि ेहैं, 
इसके िंभीर प्रभाव हो सकिे हैं जिनमें पुन: सिमा लिना भी शालमल है, । इस शोध में, हमने प्रतिभागियों द्वारा िैयार की िई िस्वीरों का 
उपयोि एक प्रारंलभक बबिं ुके रूप में ककया, और अगधक सीखन ेके ललए कक स्वास््य सेवा प्रणाली और व्यापक समुिाय में तया बािें काम करिी 
हैं, जिसस ेिीवन के अंि समय में ककसी की िेखभाल करने वाल ेलोिों की सहायिा की िा सके। संवेिनशील पूछिाछ में गचत्रों या िस्वीरों का 
उपयोि एक सहायक ववगध हो सकिी है (Paton et al 2018), िो उन्हें उन वािावलापों को आरंभ करने के ललए एक सौम्य आधार प्रिान करिी है 
िो कक उनके व्यजतििि स्वभाव के कारण उनके ललए कदिन हैं। िीवन के अंि समय में सांस्कृतिक आवश्यकिाओ ंके बारे में अगधक समझन े
के ललए, हमन ेफोटोवॉयस (Wang & Burris 1997) नामक शोध पद्धति की ओर रुख ककया। िब ककसी मामल ेके बारे में बोलना मुजश्कल हो िो 
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यह ववगध संवाि करन ेके ललए गचत्रों या िस्वीरों की शजति का उपयोि करिी है और लोिों के ललए अपने अनुभव को साथवक िरीके से प्रस्ििु 
करने के एक सशति साधन के रूप में सामन ेआ सकिी है (Booth and Booth 2003)।  
 
फोटोवॉयस अनुसंधान प्रतिभागियों की कहातनयों और अनभुवों को दिखाने के ललए फोटोग्राफी का उपयोि करिा है। यह ववद्वानों और साववितनक 
िोनों के्षत्रों में हालशये पर पडी आवाज़ों को बढ़ावा िेिा है, जिससे प्रतिभागियों को अपने समुिायों और व्यापक समाि में योििान करने का एक 
िोस अवसर लमलिा है। फोटोवॉइस पररयोिनाओ ंका लक्ष्य आमिौर पर तनबवल या हालशए पर रहन ेवाले समूहों के ललए नीति या सेवा की पहुाँच 
को प्रभाववि करना है। यह तनष्कषों का प्रसार, अतसर फोटोग्राकफक प्रिशवतनयों और/या प्रकाशनों के रूप में करिा है िो सामुिातयक तनमावण पर 
सकारात्मक प्रभाव डाल सकि ेहैं और सामाजिक और सांस्कृतिक धरोहर में योििान कर सकि ेहैं। स्टोरीज़ ऑफ़ केयर (Stories of care) 
सामुिातयक पुस्िक प्रतिभागियों को अपनी कहातनयों को साववितनक मंच पर पेश करन ेऔर ववववध समुिायों में िीवन के अंि समय की 
आवश्यकिाओं से िुडी समझ को ववकलसि करन ेमें सामाजिक रूप स ेयोििान करन ेका अवसर प्रिान करिी है। उनकी िस्वीरें और ललखखि 
वणवन हमें एक सांस्कृतिक लेंस प्रिान करि ेहैं जिसके माध्यम से हम िेख और समझ सकि ेहैं कक िीवन के अंि समय में िेखभाल के अनुभव 
में तया बािें उपयोिी और सहायक हैं। 
 
अपने शोध के उद्िेश्यों और लक्ष्यों को पूरा करने के ललए, हमन ेफोटोवॉइस के उपयोि को उस संिभव में पररवतिवि ककया िहााँ कोववड 19 
लॉकडाउन न ेहमें लोिों स ेआमन-ेसामन ेलमलन ेस ेरोक दिया था। पररयोिना के इस भाि में सजम्मललि ककए िए प्रतिभागियों न ेिस्वीरें लने े
के ललए अपने स्वयं के कैमरे या उपकरणों का उपयोि ककया, िो िशाविा था कक ककसी व्यजति की िीवन के अंि समय वाली िेखभाल के िौरान 
उनके ललए तया बािें उपयोिी या साथवक थीं। कभी-कभी िस्वीरें लनेा चुनौिीपूणव होिा था और िब लोिों के चलन ेकफरन ेका साम्यव सीलमि था 
और इस कारण से फोटोग्राकफक ववषयों के ववकपप भी सीलमि थ,े िो इसमें कोववड 19 का संिभव भी िुड िया। हमने सुझाव दिया कक लोि 
फोटोवॉइस साक्षात्कार के ललए मौिूिा िस्वीरों को चुनन ेपर भी ववचार कर सकि ेहैं। नई िस्वीरें लेने या मौिूिा िस्वीरों को चुनन ेकी प्रकिया 
में, प्रतिभािी के िीवन की यािों को एक बार कफर स ेिेखन ेऔर ररश्िे-नािे बनाने या उसे पुनस्थाववपि करने में सक्षम हो सके, दृजष्टिि रूप स े
यह व्यति कर सके कक उनके ललए तया साथवक था और तया महत्वपूणव था। इसन ेप्रतिभागियों के द्वारा की िई िीवन के अिं समय की 
िेखभाल के बारे में साक्षात्कार के ललए आधार स्थावपि ककया, जिसमें उस अनुभव के पहले से अनछुए पहलू भी शालमल थ े(McIntyre 2003)। 
 
कुछ ववलशष्ट प्रतिभागियों के साथ अधव-संरगचि साक्षात्कार ज़ूम (Zoom) का उपयोि करके ऑनलाइन ककए िए। आवश्यकिानुसार, पंिह फोटोवॉइस 
प्रतिभागियों में से पााँच के अनुवाि के ललए एक सहायक व्यजति उनके साक्षात्कार में शालमल हुआ। चचाव प्रतिभागियों द्वारा के िीवन के अंि 
समय में की िाने वाली िेखभाल के समय हुए उनके अनुभव पर कें दिि थी, िो उनके द्वारा ली िई या साक्षात्कार के ललए उनके द्वारा चुनी 
िई िस्वीरों के चयन पर आधाररि थी। इन वािावलापों को, प्रतिभागियों को पररयोिना स ेसंबजन्धि िो िानकारी पहल ेस ेिी िई थी उसके 
आधार पर बनाए िए बहुि सारे संकेिों के माध्यम से तनिेलशि ककया िया था। इस प्रकिया ने हमें यह समझने में सक्षम बनाया कक प्रतिभागियों 
की िेखभाल की यात्रा में उनके दृजष्टकोण स ेतया बािें सहायक थी ं(या नहीं थीं)। कफर प्रतिभागियों को सामुिातयक पुस्िक में शालमल करन ेके 
ललए िस्वीरें चुनन ेऔर कुछ और िोडन ेके ललए आमंबत्रि ककया िया जिस ेव ेववशेष रूप स ेअपन ेएक-पषृ्ि की सारांश कथा में प्रतिबबबंबि करना 
चाहि ेथे। अनुमति के साथ, व्यजतििि साक्षात्कार का ऑडडयो ररकॉडव ककया िया और बाि में उसका प्रतिलेखन (transcribe) ककया िया। इन 
प्रतिलेखनों ने सामुिातयक पुस्िक कहातनयों के ललए एक समदृ्ध आधार प्रिान ककया, जिन्हें प्रत्येक प्रतिभािी के सहयोि ियैार ककया िया था। 
 
कहातनयााँ िो मायने रखिी हैं 
इस पररयोिना को िी िई िस्वीरें उन लोिों के अनुभवों को ध्यान में लािी हैं िो समाि के हालशए पर हैं और पररणामस्वरूप अतसर अपनी 
आवाज़ उिान ेमें सक्षम नही ंहोि ेहैं। स्टोरीज़ ऑफ़ केयर (Stories of Care) पुस्िक में मौिूि िस्वीरें और कथाएाँ समुिाय के उन सिस्यों के 
ललए एक संसाधन प्रिान करिी हैं िो विवमान या शायि भववष्य में, िीवन के अंि समय में ककसी की िेखभाल करेंिे। व ेहमें बिािी हैं कक ऐस े
समय में लोिों के ललए तया बािें मायने रखिी हैं, और व ेलोिों द्वारा अनुभव की िा सकने वाली कुछ चनुौतियों की ओर ध्यान दिलािे हैं। यह 
पुस्िक उत्थान शजति और संसाधनपूणव होन ेकी कहातनयााँ भी पशे करिी है िो प्रेरणािायक हैं, खासकर उन संिभों में िहां िीवन के अंि समय 
में सांस्कृतिक आवश्यकिाओं को अनिेखा कर दिया िया है या खाररि कर दिया िया है। यह पुस्िक स्वास््य के्षत्र में काम करन ेवाल ेउन लोिों 
के ललए एक संसाधन है िो सांस्कृतिक रूप से सुरक्षक्षि सेवा प्रिान करने  की परवाह करिे हैं (या उन्हें इसकी परवाह करना चादहए)। सवेा प्रिािाओ ं
की ववश्वास और संबंध बनान ेकी क्षमिा, िीवन के अंि समय की िेखभाल को सांस्कृतिक रूप से उपयुति ढंि से ककए िाने के ललए मूलभूि 
है। संस्कृति, संबंध और ककसी से िुडे होन,े ये सभी ववषय ववश्वास उत्पन्न करन ेके ललए आवश्यक हैं, ये सभी पुस्िक में शालमल कहातनयों और 
िस्वीरों में दृढ़िा स ेप्रतिबबबंबि होिे हैं। 
 
पाररवाररक, सामाजिक और सामुिातयक संबंध सभी लोिों द्वारा और उनकी भलाई के ललए महत्वपूणव माने िािे हैं। सहायक सेवाओं के साथ दृढ़ 
संबंधों को िशावन ेवाली कहातनयों में सेवा प्रिािाओं के साथ बनाई िई िान पहचान भी कें ि बबिं ुहोि ेहै: उन्होंने हमारे पररवार के ललए बहुि कुछ 
ककया... और व ेअभी भी एक बडा सहारा हैं, यहााँ िक कक अब भी (Shanna)। िःुख की बाि है कक इनमें तनराशा की भी कहातनयााँ हैं: पररवार 



18 

 

के सिस्यों को अनिेखा न करें। यह लसफव  आपके और मरीज़ के बीच की बाि नही ंहै...वह कोई ऐसा है जिसे व ेप्यार करिे हैं। पररवार को उनके 
पास रहन ेिें, यह बहुि महत्वपूणव है (Marine)। प्रकृति स ेिुडाव बार-बार सामन ेआने वाला एक ववषय है, यह अतसर आराम करन ेके ललए कोई 
ििह होिी है या ककसी सकारात्मक चीज़ का प्रिीक होिा है, िसै ेकक सूयोिय: हर दिन एक नया दिन है और उम्मीि है कक चीज़ें बेहिर हो 
िाएंिी (Urvashi); या ककसी पुराने पेड का नए लसरे से उिना: यह हरा है। िीवन, इसे बढ़ना चादहए। यह फ़ोटो आि भी िीवनिायी है (Amira)। 
आध्याजत्मकिा, आस्था के महत्व, सांस्कृतिक परंपराओं और प्रथाओं का सकेंि िेन ेवाली कहातनयााँ भी हैं। यद्यवप ये बािें लोिों की पहचान का 
कें ि बबिं ुहैं पर सेवा के सन्िभव में हमेशा इनके ललए स्थान नही ंथा: उसके पास प्राथवना करन ेके ललए उगचि स्थान नहीं था...इसललए इस बाि 
ने उसे रोक दिया। सांस्कृतिक रूप से...उस.े..अलि-थलि महसूस हुआ (Khwaja)। 
 
ककसी व्यजति की सांस्कृतिक पहचान, िुडे होने की और स्वीकृति की भावना के ललए ववववध प्रकार के संपकव  प्रत्यक्ष रूप स ेमहत्वपूणव होि ेहैं। 
िब ये संपकव  िीवन का अंि आिे आि ेखो िाि ेहैं, िो लोि अलि-थलि पड सकि ेहैं और समुिाय और सेवा प्रिािाओ ंके बीच इन संपकों की 
आवश्यकिा और भी बढ़ िािी है। अलिाव ि:ुख को बढ़ा सकिा है, िो िदटल ि:ुख की अवगध को और लंबा कर सकिा है और लोिों को अपन े
समुिाय और ऐसी सेवाओं स ेऔर भी िरू कर सकिा है िो उनकी मिि कर सकि ेथे। मानलसक स्वास््य समस्याओं के ववकास में सामाजिक 
अलिाव एक प्रमखु कारण है (Neilson et al 2015:1)। िहरे िःुख में सहायिा की आवश्यकिा उपशामक िेखभाल के सफ़र से ही शुरू हो िािी 
है, न कक केवल उस समय िब ककसी को खो िेन ेका िःुख हो। मतृ्यु स ेबहुि पहल ेही 'खो िेन ेका अहसास' होन ेलििा है। खो िेन ेका अहसास 
तनिान के क्षण से ही शुरू हो िािा है, उपचार के ववलभन्न चरणों में िारी रहिा है और कफर से उस समय पर भी िब उपचार कोई सहायिा नही ं
कर सकिा है। इन सभी चरणों के िौरान सहायिा प्राजप्ि और परामशव िक पहुाँच होने की आवश्यकिा होिी है: ... वहााँ कोई होना चादहए िो ऐस े
संपकव  को स्थावपि कर सके।  करुणा, ज्ञान और अनुभव रखने वाला कोई व्यजति िो िीवन के अिं होने िक के पररविवन काल को समझ सके, 
उस व्यजति के साथ-साथ, उसके पररवार की भी सहायिा करने के ललए। (Ann)। 
 
िीवन के अिंकाल में ककसी की िेखभाल करिे समय, उनकी और खुि की िेखभाल िोनों एक-िसूरे के साथ-साथ चलि ेहैं। िीवन के अंि समय 
में सेवाओं के सहानुभूतिपूववक रूप से प्रिान करन ेके ललए स्व-िेखभाल अभ्यास महत्वपूणव है (Mills et al 2018) और पररवार की िेखभाल करन े
वालों के ललए भी कम महत्वपूणव नहीं हैं: मुझे यह सुतनजश्चि करना था कक उस िौरान मेरे पास मेरे ललए समय हो (Anon)। रचनात्मक कियाएाँ 
कई प्रतिभागियों की स्व-िेखभाल ितिववगधयों का एक सामान्य साधन थीं। उिाहरण के ललए, कला तनमावण, फ़ोटोग्राफ़ी, नतृ्य, संिीि और िायन, 
सभी व्यजतििि रूप स ेया अपने वप्रयिन या सामाजिक समूह के साथ ककए िए थे। इस िरह की कियाएाँ आत्म-अलभव्यजति और आत्म-िेखभाल 
का एक साधन प्रिान करिी हैं, जिससे परेशानी के समय में मिि लमलिी है। रचनात्मक कलाओं में संलग्न होना स्व-कपयाण के ललए लाभकारी 
हो सकिा है, जिसमें ध्यान केजन्िि करने की क्षमिा में बढ़ोत्तरी, लशगथलिा और िनाव, अवसाि और गचिंा में कमी आना शालमल हैं (Hass-

Cohen & Carr 2008:15)। रचनात्मक ितिववगध ररश्िों और सामाजिक संबंधों के तनमावण का एक िरीका भी हो सकिी है, िो भारी िखु और 
व्यथा की अलि-थलि करने वाली प्रववृत्तयों को िरू करिी है (Neilson et al 2015:1): यह िवा है, लेककन िवा से भी बेहिर है! (Anna) 
 
कलाकारों की सामाजिक भूलमका की ही िरह, इस सामुिातयक पुस्िक के योििानकिावओ ंने "आम िीवन की वस्िुओं को... मालमवक और महत्वपूणव" 
बनाया है (Dewey 1934:118)। िस्वीरें लोिों और उनके िीवन की लय स ेिुडी "कहानी से भरपूर" हैं (Dewey 1934:344)। प्रत्येक िस्वीर में 
अलि-अलि ितुनयाओ ंको िोडन,े अनुभव के नए के्षत्रों को खोलने या पररगचि दृश्यों में नए िुणों को प्रकट करने की क्षमिा है (Dewey 

1934:144)। सामूदहक रूप से, िस्वीरें और कहातनयााँ पजश्चमी लसडनी के्षत्र में और उससे परे, इस बारे में िािरूकिा पैिा करिी हैं कक कैसे लोि 
ववलभन्न सांस्कृतिक दृजष्टकोणों स ेिीवन के अंि समय की समस्याओ ंका अनभुव कर रहे हैं। ऐसा कर के, वे और अगधक सामाजिक और 
संस्थािि समझ की संभावना को िन्म िेिे हैं, जिसस ेप्रतिभागियों को उम्मीि लमलिी है कक उनकी कहातनयााँ उनके समुिायों को भववष्य में 
लमलने वाली सेवाओं के वविरण में अंिर पैिा करेंिी। उन्होंने उन पररजस्थतियों में बहािरुी और उत्थान शजति प्रिलशवि की है िो हमशेा भी नही,ं 
शायि िलुवभ ही, उनके समुिायों और परंपराओ ंकी ववलशष्ट सांस्कृतिक आवश्यकिाओं को पूरा करिी है।  
 
स्टोरीज़ ऑफ़ केयर (Stories of Care) के योििानकिावओ ंन ेव्यजतििि और अतसर भावनात्मक बािें साझा करन ेमें उिारिा दिखाई है। इन 
पन्नों में ििव की िई कहातनयााँ दिल और आत्मा से आिी हैं। व ेिीवन के अंि समय में ववलशष्ट सांस्कृतिक आवश्यकिाओ ंवाले लोिों के ललए 
व्यवस्था पररविवन की आशा भी रखिी हैं। यह सामुिातयक पुस्िक, प्रतिभागियों को आवाज़ और प्रत्यक्षिा प्रिान करि े हुए, उन्हें िेखभाल के 
अपने अनुभवों के बारे में बडे रूप से बयान िेने का एक बहुि ही िोस अवसर प्रिान करिी है। इसके बाि, ऐस ेसाववितनक मंच पर उन अनुभवों 
को गचबत्रि करन ेकी इच्छा रखना एक बहुि ही साहसपूववक बाि है। उनकी िस्वीरें और कहातनयााँ िीवन के अंि समय में सांस्कृतिक आवश्यकिाओ ं
के बारे में हमारी समझ को समदृ्ध करने का काम कर रही हैं। अनुसंधान पररयोिना और सामुिातयक पुस्िक में अपनी भािीिारी के माध्यम स,े 
प्रतिभािी उन ररश्िों, मूपयों और प्रथाओं के बारे में ज्ञान स्थावपि करने में मिि कर रहे हैं िो िीवन के अंि में लोिों और उनकी िेखभाल करन े
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वाले पररवारों की सभंाल करिे हैं। सबसे महत्वपूणव बाि यह है कक उन्होंने हमें अपनी रोज़मराव की कहातनयों में प्रवेश करने, हम िो िेखिे हैं उस 
पर ववचार करन ेऔर उस अनुभव स ेखुि को बिलने का अवसर दिया है। 
 

 
 

在关怀中：临终关怀的文化与联系 
 

“他们对我们都非常好。很大一部分与联系、文化以及他们给予的关怀有关……彼此互相尊重”
（Vanessa）。 

 

“他们做得很好，但在联系上有一些不好的地方。如果[他们]能够与她交谈 – 只是交谈 – 而不是翻译，这会
使她感到安全”（Lilian）。 

 
 

在临终关怀过程中，给予或接受的关怀应该以同情、爱和/或相互尊重为基础，这似乎是不言而喻的。对于来自不同社

区的人来说，文化可以为联系和归属感提供基础，这是家庭和社区关怀的基础。然而，文化多样性群体对于临终关怀服

务的经历往往使他们在满足其特定文化需求方面处于边缘位置。因此，临终关怀的质量面临被削弱的风险。然而，高质

量的支持性与临终关怀“应该是所有澳大利亚人都可获得的”（卫生部，2018 年）。与此同时，关于临终关怀数据的收

集和报告存在不一致性（生产力委员会，2017 年）。因此，我们需要直接听取来自文化多样性社区的声音，了解他们的

需求，以及了解服务机构可以如何提供更具文化安全性的临终关怀服务。 
 

探索文化需求 

有关文化多样性社区的传统、信仰、习俗和需求，还有很多东西需要学习和了解。我们的研究侧重于悉尼西部地区，并

与原住民社区以及阿拉伯语、普通话和印地语社区合作进行了研究，这些群体代表了西悉尼地方卫生区最大的三个语言

群体。这些慷慨的参与者让我们深入了解了照顾患有使人寿命有限疾病的人，或患者在此期间的经历。这段时间可能跨

越几年、几个月或只是短短几周。参与者在这本社区图书中的贡献揭示了来自不同文化社区的人们所关注的重点，对他

们有所帮助的事物，以及在悲伤和丧亲时文化如何维系和被维系。重要的是，他们的故事有助于我们理解人们在临终阶

段的需求，以及服务提供者可能采取什么措施来更好地提供具有文化安全性和适当的服务。 
 

许多原住民或移民社区的人们的经历被社会边缘化和被忽视。他们在临终阶段的特定需求很少得到满足。这可能会产生

严重的影响，包括人们在特别脆弱的时候再次遭受创伤。在这研究项目中，我们使用了参与者提供的照片作为出发点，

以进一步了解医疗服务系统和广泛社区向提供临终关怀的人所提供的哪些支持服务对他们有帮助。视觉图像对于敏感议

题的研究方面可能是个有用的研究方法（Paton et al 2018），为进入因非常个人化而难以进行的对话提供了温和的基础。

为了更好地了解临终阶段的文化需求，我们采用了一种称为照片之声（photovoice）的研究方法（Wang 和 Burris 1997）。

这种方法利用摄影的力量，在事情难以开口用言语描述时进行沟通，可以成为人们以有意义的方式表达他们的经历的一

种有效手段（Booth 和 Booth 2003）。 

 

照片之声利用摄影来展示研究参与者的故事和经历。照片之声在学术界和公众领域中让更多人听到了被边缘化的声音，

为参与者提供了能为他们的社区和更广泛的社会做出具体贡献的机会。照片之声项目通常旨在影响针对弱势或边缘化群

体的政策或服务供应。照片之声项目经常以摄影展览和/或出版物的形式传播研究结果，这对社区建设具有积极影响，

并有助于社会和文化资本的积累。《关怀故事》这一社区图书为参与者提供了一个机会，在公共论坛中展示他们的故事，

并在社会上为发展与多元社区的临终需求相关的理解做出贡献。他们的照片和文字叙述为我们提供了一个文化视角，通

过这个视角我们可以看到和理解在临终关怀的经历中什么是有益和支持性的。 

 

为了实现我们研究的目标和目的，COVID-19 的封锁限制使我们无法与人们面对面交流，因此我们对照片之声的使用进行

了修改。为项目的这部分招募的参与者使用他们自己的相机或设备拍摄照片，这些照片代表了在照料临终人士期间对他

们有帮助或有意义的事物。有时要拍摄照片相当不容易，COVID-19 的环境又使人们的行动受到限制，因此对摄影对象的

选择也受到限制。我们建议人们也可以考虑选择现有的照片用于照片之声的访谈。在拍摄新照片或选择现有照片的过程

中，参与者能够回顾生活中的片段，建立或重建联系，并通过视觉方式表达对他们来说有意义和重要的事物。这为关于

参与者临终关怀的访谈奠定了基础，包括以前对临终关怀照顾未曾进行探索过的方面（McIntyre 2003）。 

 

与个别参与者进行的半结构化访谈是通过Zoom在线进行的。在15名照片之声参与者中，有五人在访谈时由支持人员陪

同出席进行翻译。讨论的内容主要围绕着参与者在提供临终关怀方面的经历，由他们为访谈拍摄的或选择的照片作为讨

论话题加以进行提示。此外，讨论的内容也根据之前向参与者提供的项目信息作为提示进行引导。这个过程使我们能够

从参与者的角度了解在他们的关怀历程中哪些是有帮助和具有支持性的（或者哪些是没有帮助和不具支持性的）。然后，
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参与者被邀请选择将要加入社区图书中的照片，并进一步补充任何他们特别希望刊登在一页总结叙述中的内容。每次访

谈都在征求了参与者的同意后进行了录音，并随后转录成文本。这些转录文本为社区图书的故事提供了丰富的基础，这

些故事是与每个参与者合作编写的。 

 

 

重要的故事   

这个项目中提供的图片聚焦于那些被边缘化并经常成为“无声”的人的经历。《关怀故事》一书中的照片和叙述为现在或

将来可能照顾临终者的社区成员提供了资源。他们告诉我们，在这样的时刻，什么对人们来说是重要的，他们让我们注

意到人们可能经历的一些挑战。该书还提供了一些坚韧不拔和智慧的故事以鼓舞人心，特别是临终阶段的文化需求往往

都是被忽视或被拒绝考虑的。这本书对于关心（或应该关心）文化安全服务提供的医疗部门的工作者来说是一项资源。

服务提供者建立信任和连接的能力是提供符合文化需求的临终关怀的基础。文化、联系和归属感等主题对于信任的建立

至关重要，而这些主题在书中包含的故事和照片中得到了很好的体现。 

 

家庭、社交和社区联系对人们及其福祉都非常重要。与服务提供者的联系也是核心所在，故事反映了参与者与支持性服

务建立了牢固的关系：“他们为我们的家庭做了很多事情...即使现在，他们仍然是巨大的支持”（Shanna）。不幸的是，

也有一些令人失望的故事：“不要忽视家庭成员。这不仅仅是你和病人之间的问题...那是他们所爱的人。让家人靠近他
们，这非常重要”（Marine）。与自然界的联系是一个反复出现的主题，参与者常常表示大自然是一个能让他们放松的

空间，或者大自然也往往象征积极的事物，比如日出：“每一天都是新的一天，希望事情会变得更好”（Urvashi）；或

者是在一棵老树上冒出的新芽：“它是绿色的。生命，它应该生长。这张照片仍然有生命力”（Amira）。还有一些故事

表明了宗教信仰、文化传统和习俗的重要性。尽管这些对人们的身份认同至关重要，但在服务环境中并不总是有足够的

空间容纳这些元素：“他没有一个适当的地方可以祈祷...所以这阻止了他。在文化上...他感到...被孤立”（Khwaja）。 

 

各种各样的联系显然对一个人的文化身份以及归属感和接受度非常重要。当人在生命末期失去这些联系时，人们会变得

孤立无援，对社区和服务提供者联系的需求也会加大。孤立会加剧悲痛，导致长期的复杂悲痛，并使人们进一步与他们

的社区和/或可能提供帮助的服务机构隔离开来。社交孤立是心理健康问题发展的关键因素（Neilson et al 2015:1）。对

悲伤支持的需求始于姑息治疗旅程的开始，而不仅仅是在丧亲之时。在亲人去世之前，早已有所“失去”了。“失去”从

诊断的那一刻开始，在治疗的各个阶段仍持续发生，治疗不再有帮助时仍旧持续“失去”。在所有这些阶段都需要支持

和获得咨询：“...应该有人在那里建立这种联系。应该有一个具有同情心、智慧和经验的人，一个了解过渡到生命终结

的过程的人来支持患者和家人”（Ann）。 

 

在照顾临终的人时，关怀和自我关怀是相互并存的。自我关怀的做法对于在临终阶段提供富有同情心的服务至关重要

（Mills et al 2018），对于家庭照顾者同样至关重要：“在那段时间，我必须确保给自己留出时间”（Anon）。创意艺术

活动是许多参与者自我关怀活动的一个共同点。例如：艺术创作、摄影、舞蹈、音乐和唱歌，都是他们个人或与所爱之

人或社会团体一起进行的活动。这种做法提供了一种自我表达和自我关怀的方式，在痛苦的时候会有所帮助。参与创意

艺术活动可以为心理健康提供好处，包括提高注意力、放松身心、缓解压力、抑郁和焦虑（Hass-Cohen & Carr 2008:15）。

创意活动还可以成为建立人际关系和社交联系的方式，抵消压倒性的悲伤和悲痛带来的孤立倾向（Neilson et al 2015:1）：

“这是一种药物，但它比药物更好！”（Anna） 

 

就像艺术家在社会中的角色一样，这本社区图书的作者们使 “普通生活的对象...变得凄美而重要”（Dewey 1934:118）。

这些照片“充满了故事”，与人们和他们生活的节奏相关（Dewey 1934:344）。每张图片都有可能连接不同的世界，开辟

新的体验领域，或者在熟悉的场景中展现新的特质（Dewey 1934:144）。总的来说，这些照片和故事在西悉尼地区和其

他地区引起了人们对人们如何从不同的文化角度来体验临终阶段问题的认识。在这个过程中，他们为社会和机构间的理

解创造了更大的潜力，使参与者对于他们的故事能够对未来为他们的社区提供服务产生影响带来了希望。他们在并不总

是（或许很少）完全满足他们的社区和传统的特定文化需求的环境中，表现了勇敢和坚韧。 

 

《关怀故事》的作者们慷慨地分享了他们个人的、往往是带有情感的材料。这些故事都是发自内心，触及灵魂的。他们

也为在临终阶段有特殊文化需求的人带来了系统变革的希望。这本社区图书让参与者有了发言权和可见性，为他们提供

了一个非常切实的机会，让他们对自己的关怀经历做出重要的陈述。而他们愿意在这样一个公共论坛上展示这些经历，

也需要极大的勇气。他们的照片和故事丰富了我们对临终时文化需求的理解。通过参与研究项目和社区图书，参与者正

在帮助建立有关关系、价值和做法的知识，这些关系、价值和做法可以在生命末期支持人们和照顾他们的家庭。最重要

的是，他们给予我们所有人进入他们日常故事的机会，反思我们所看到的，并因此而改变。 
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Aboriginal, Arabic, Hindi and Mandarin Cultural Stories  
(Alias chosen by research participants) 
 

 
 القصص الثقافية  

اختارها المشاركون بالبحث()أسماء مستعارة   

 
 
सांस्कृतिक कहातनयााँ  
(कजपपि नाम अनुसंधान प्रतिभागियों द्वारा चुने िए हैं) 
 

 

文化故事  

(别名均由研究参与者自己选定） 
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Going to another place 
Ann’s Story  

Cultural identity: Aboriginal 
 
 

I’d like to start with the bottlebrush.  I picked that as my symbol because it will take me back into my history - I’m Mununjali – 
Beaudesert mob.  I can tell you my whole story, my whole family background, where I come from.  When I look at it, I remember.  
I remember the way things are.  I’ve got two of those bottlebrush trees in my backyard…so when I look at them…that’s the 
connection I have to my family.  Some people have photographs and things like that.  Not me because we never owned a camera.  
  
When I 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.  I 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.  I 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, I think that I withdrew inside myself.  I think I went into shock.  I went into shock in those 
days – not withdrawal, how would you put it, I just sort of coped with it.  You cope with it, but you’re in a daze.  
 
That’s when I 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.  I 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 – I 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’.  I like that.  I look at the moon and say prayers for people, many times.  Sometimes you get lonely, 
and I 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’.  I prayed for him for the end.  I 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 I 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 I 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.  I 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%.  I 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.  I was there every day.  I was just a 
regular.  They were welcoming – they’d share how he was.  Even if I was there to do things for him, they were still happy to  do 
things for him, too.  I always knew in the night-time Nicole (Aboriginal Palliative worker) would be there.  ‘Cos I’d been there most 
of the day, so I knew she always went to check on him before she went home.  It was really nice.   
 
I 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.  I just want to die on your lounge’.  I said, ‘Sorry Dad the dog’s there.  The dog’ll jump all over you’.  
He said, ‘I don’t care, I 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 I thought, I 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.  I sat up in bed and I just 
started writing lists of his favourite music, his favourite plants, everything that I could.  And then I got there the next morning, 
ready for breakfast with him and I said, ‘Right.  We’re doing an activity today’.  And he was like, ‘What the hell?’  I said, ‘I need to 
know some of your favourite things’.  I 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 I 
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.  I 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.  I had to make sure I 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.  I used to go out there, I 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.  I 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 I 
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 I walk in the front door, I see him 
and there’s a salt lamp behind it so it sort of glows.  Looks like a bit of an angel.  Every morning I wake up and I turn the salt lamp 
on and I say, ‘Good morning Dad’.  At night I 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, I 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 I 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 I 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 I went and I lived in Coffs Harbour…right near the beach.  I found the beach really therapeutic – it was just a bit 
of a space – getting into nature where I could unwind.   
 
I took her and I put her feet in the sand, and I 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.  I 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.  I 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. 
 
I started studying biomedical subjects…when Dolly was about three.  I 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 I felt were making decisions and I was 
unaware of what those decisions actually were – so I wanted to be a part of that decision making.  I got into Medical School this 
year.  I feel like my journey’s part of her legacy.  So, kind of wanting to honour her in how I 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.  I 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 I 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.  I got Dolly and I put her in the pram and if you haven’t been to Bear Cottage, 
there’s a really big f’ing hill!  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, I 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 – I took her to Lightning Ridge and her Dad took her to Brewarrina, and I was meant to take her 
to Manilla just outside of Tamworth.  But we were never able to make it there.  I 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.  I 
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 I think I always knew to be honest.  Even when she was little. Because I always knew I’d lose a child – I had a feeling.  When 
she was born, I 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 
I 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.  I didn’t take that one, but I 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. I ’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, ‘I can’t pass away because there wouldn’t be 
many people coming to my funeral’.  And I 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 I 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 I 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, ‘I 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, I was very, very stressed.  I was very down.  I lost hope.  I was 
walking and suddenly I saw this tree.  Very old tree but towards the end of the tree I found this green leaves.  I 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.  I 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.  I have no family here.  Only my husband and me 
and my kids.  Yes.  So, I wish I have anyone [from] my family – my sister, my brother – just to tap on my shoulder when I cried, but 
this is the life here.  I felt at that time that I need somebody just to listen to me.  I felt I 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.  I 
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?’  I said, ‘Yes, I 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.  I remember once I was very sick – I couldn’t move. I saw 
my daughter standing next to me praying.  I said, ‘Oh my gosh, your faith…you have that strong faith’.  And believe me, I think God 
listen to her.  I got some strength...the moment my daughter was standing next to me praying, I survived.  We kept talking about 
this story and on one of the Mother’s Days – I think she was in Year 9 or Year 10 – she bought me this statue.  I 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, I found the specialists 
not talking to me, as if I’m invisible in the room.  All the talk is with the patient.  I 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…I know she’s adult enough to understand 
but don’t exclude the parents. 
 
All her life – in and out in the hospitals. I experienced so many hospitals.  Each hospital is different.  I was looking for just a social 
worker to be with her.  I can provide the support, but I 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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 ملاك الإيمان
ة    قصة بقلم أمبر

    ةالهوية الثقافية: إيراني
 ة عربيبال ةناطق

ي تبلغ من العمر  
ي قوية    . عامًا عندما توفيت  26كانت ابنتر

ي وبتر  ابنتر
ا على الرحيل. كانت تدخل وتخرج من المستشف  طوال الوقت. كانت العلاقة بيت 

ً
ة جد كانت صغبر

ا. قبل أسبوعتر  من وفاتها 
ً
ي  جد

،لكن    . قلبها ، كانت مصابة بحالة مرضية ف  ي
"أنا أحب الجميع". كانت   : لىي قالت   . الأسبوعتر  كانت فتاة سعيدة للغاية  هذينخلال   صدقوب 

 :   وندعم الجميع ما دمنا   ،الجميعالمهم أن نساعد  .  مهما يكن وضعهمأو   همأو دين  جنسهمعن  الجميع بغض النظر  لنخدم  الله.  علمنا  مثلما  لنتصرف  "    معتادة أن تقول لىي
 .اجتماعية ناجحة للغاية موظفة خدماتكانت لقد  . الحياةعلى قيد 

ي الواقع ب 
لىي هذه الشجرة ف 

،وفاة وبعد القرب من مب   ي
ا. فقدت الأمل. كنت أسبر وفجأة رأيت هذه الشجرة. شجرة  ة  . كنت محبطأشعر بضغط نفسي كببر كنت   ابنتر

ً
جد

ا قديمة  
ً
اء.    ، جد . إنهأملىي "ربما هذا هو    : قلت ولكن قرب نهاية الشجرة وجدت هذه الأوراق الخصر  ي

اء"  ا . ربما تكون هذه رسالة من الله تعزيت    . الحياة يجب أنخصر 
  .مفعمة بالحياة . هذه الصورة لا تزالتستمر 

ا 
ً
ي منه أتفهم أن الحزن يستغرق وقت

،حصلت على دعم من لقد . للتعاف  ي
ي  ابنتر

ي ... من كنيستر
،، وهي امتداد لمن ابت  ي

، لذا فهم يدعمون عائلتر ي
من وقت لآخر، بّي يتصلون ت 

ي كل مناسبة يتصلون بّي 
ي   لديّ أي شخص من  لو كانأتمت     لذا،فقط. نعم.    هنا. أنا وزوحّي وأولادي  ممتدة  عائلة. ليس لدي  ف 

،،  عائلتر ي
ي   أختر

ي لمجرد    ،أح 
عندما    مواسابر

، ي بحاجة إلى شخص    أبكي
ي ذلك الوقت أنت 

ي أريد  ليستمع  ما  ولكن هذه هي الحياة هنا. شعرت ف 
. شعرت أنت  ،  شخص ما  إلى  التحدث    مجرد إلىي ي إلىي

أي   لىي  ميقد  لا يصع 
اح.  ي  أنا هنا " يقول: و من الماء  كوبشعرت بحاجة لشخص يقدم لىي مجرد   اقبر

". فهم مشاع ت . وأنا أسمعك  هنا لأ . أنا إليك  لأصع   رك 

ي الخاصة باكمان  ه آلة الهذ
.  الكهرباب  ي

ي    كانتبنتر
ي كنيستها. كانت تعزف  تعزف عليه    كانتمدرستها.  تعزف عليه ف 

. كان الكمان. كانت تحب  لىي بهذا  ف  عزف الموسيفر
 . سعيدةتكون عندما  انحزينة، كانت تعزف على الكمتكون عندما  كانت تعزف على الكمان  ،الكمان صديقها 

ي ]هذا[ عندما ذهبت إلى سنغافورة. ذهبتكانت  
ابنتر ت  اللون الأحمر. اشبر ء  الإقامة،مكان  وحجزت    الطائرة،بطاقة  حجزت    . لوحدها   تحب  ي

بنفسها   وفعلت كل شر
ت ي   نعم،"  : قلت؟"  يعجبك هذا هل    ،ماما "  وكتبت عليها:  صورةهذا من سنغافورة. أرسلت لىي    واشبر

    ،ا “مام  : قالت  عادت،". وعندما  يعجبت 
ً
  سمحت     لأنكلك  شكرًا جزيلا

 بلد آخر".  فلىي بالذهاب لوحدي لاستكشا 

ي كانت ملاك
 هذا هو ملاك الإيمان. ابنتر

ً
   ا

ً
ل. أتذكر مرة كنت مريض ي المب  

ا   ةف 
ً
.  كن قادرة على  لم أ   ،جد ي تقف بجانتّي تصلىي

،"يا    : قلتالحركة. رأيت ابنتر ...    إيمانك    إلهي

ي لديك هذا الإيمان القوي".  
ي  يكان  أعتقد أن الله    صدقوب 

ي إليها.  صع 
ي ابنتر

ي كانت فيها تقف بجواري    منحتت 
ي اللحظة التر

،القوة ... ف  . ن تلك المحنةم  نجوتلقد    تصلىي

ا  
ً
ي أحاديثنا لاحق

ي  تكررت هذه القصة ف 
ي    ،الأممناسبات عيد    ىحدإوف 

ي المدرسة،أعتقد أنها كانت ف 
ت لىي هذا التمثال. قلت    الصف التاسع أو العاشر ف 

"هذا    : لها اشبر
،ليس  التمثال . ربما أنا ملاك لأنك يا  “لا  : قالت ". لك   إنه لىي . بأنت  أمي  ."أمي أنت  يا  فضلك  الملاك الكببر

ي  
ة،عندما كانت ابنتر ، كما لو كنت بشأنها   لا يتحدثون معي أصبح الأطباء الأخصائيون    ،من العمر   عامًا   18. لكن بمجرد أن بلغت  يتم مع الوالدينالتواصل  كل  كان    صغبر

ي الغرفة. كل الكلام  موجودة  غبر  
ة  مع المريضكان يتم  ف  ي ما زلت أمها   وحياتها،مسؤولة عن نفسها  و بالغة  أنها كانت  هم تمامًا  أتف. أنا  مباشر

 خاصة وأن لديها حالة   ؛لكنت 
ا مسؤول  مرضية

ً
.    ةخاصة أنا أيض ي

م لها نصيحة أو  وأية  المعلومات  من حقنا أن يتم اطلاعنا على  عن حالة ابنتر
َّ
قد
ُ
حة ت ي  معالجة مقبر

لتفهم ... أعلم أنها بالغة بما يكف 
 .الوالدين يجب عدم استبعاد ولكن  ،وتقرر 

ه. كنت أبحث عن  كان    الكثبر من المستشفيات. كل مستشف  اختبّت  . لقد  وهي تدخل إلى المستشف  وتخرج من المستشف    قضتها كل حياتها   موظف  يختلف عن غبر
ي ن معها.  ليكو فقط  ة  اجتماعيخدمات  

ا إلى دعم  المساعدة لها تقديم    كان بإمكاب 
ً
ي أحتاج أيض

،، لكت  ختلف عن الأم للمريض فهو يالدعم الذي تقدمه  لأنه مهما كان   خارحّي
كانت تبكي طوال الوقت. لم  لقد  .  ما أو شخص    ةاجتماعي  المريض التحدث إلى موظف خدماتأو    انحتر يطلب الوالد  وا . لا تنتظر الذي يقدمه شخص حياديالدعم  

ي   أو   اجتماعيةموظف خدمات  يرسلوا أي  
. لم ي  أخصاب  ي طبيب  كان  المساعدة.  عرضوا  نفسي

  لجهد"اختبار اسنجري    ؛سنقوم بإجراء التصوير المسخي "  ويقول: آخر  بعد  يأبر
 .مواساة أو راحة نفسية لهادون تقديم أي  من الهموم والتوجساتكل هذه .  كانوا يحمّلونها  

ي  الدعم  
وطةالغبر    والرعاية  للغاية،مهم  العاطف  ة  مشر . لا داعٍ لكبر

ً
 فقط،  عظوا الناس. لا ت  ه. عبة مثل هذالكلام خلال الأوقات الص  مهمة جدا

ً
  تواجدوا لدعم المريض نفسيا

موجودون عندما    ،هنا   نحن"  : فقط  له  ولوا ق  ،فقطصغوا  ا  ،سئلةطرحوا الكثبر من الأ لا ت  ،معه  وا اضحك   ضحك،معه. إذا  وا  ابك  ،بكإذا  و علبة مناديل.    ممعكوا  أحصر  
 Save translationكل ما هو مطلوب.   هذا   تحتاج إلينا"،

ي  
ا من الله  ، عاداتهم. تقاليدهم  ة الأقباط، فهم ثقاففحاولوا    هي الثقافة القبطية الأرثوذكسية العربية،ثقافتر

ً
تقدمون خدمة لهم أو تريدون  لذلك عندما    ،إنهم قريبون جد

ي ي ،بناء علاقة معهم
 .مراعاة إيمانهم  نبع 

 

 
 

 

 

 



34 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  



35 

 

Story of my dear Mother-in-Law Elien 

Lilian’s Story 
Cultural identity: Egyptian 

Arabic speaking 
 
 
I 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 
I 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.   
 
[I received support] from my church, from the community, from my family – my family supported me because I 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.  I 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 Iraq.  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, I 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 I 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.  I 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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          إيلتر   :الغالية حماتي حياة قصة
ليليان قصة بقلم    

    مصريةالهوية الثقافية:  
 ناطقة بالعربية 

 
ي لمدة ل قدمت الرعايةقد ل

ي نفس  10حمابر
ي مصر عندما كانت مريضة. ليس ف 

ي   ،الشقةسنوات ف 
. نفس ولكن ف  ي المبت 

اليا،ف    كامل، بها بدوام   أقدم لها الرعايةكنت   أسبر
اليا عامًا لأنها عندما  20وعاشت معي حوالىي   .عامًا. كانت مثل أمي  92عامًا. توفيت عن عمر يناهز  70، كانت تبلغ من العمر قدمت إلى أسبر

 
ي من 

ا   حالتها  اكتئاب حاد. كانت  ،كتئابالاكانت تعاب 
ً
ا  جيدة،أحيان

ً
ن، ثلاثة  ان جيداشهر   للغاية،ثلاثة أشهر سيئة   الأربعة: الفصول بما يشبه  تمرّ سيئة. كان   أخرىوأحيان

ي من الاكتئاب    جيدة،الجسدية  أشهر سيئة. كانت صحتها  
ء و يلكن عندما كانت تعاب  ي

الاكتئاب،  يتلاشر  عندما  تنام معظم الوقت. و و   للغاية،مستاءة    تصبحتوقف كل شر
ا.  يكون    جيدة،تكون  تغبر تمامًا. عندما  ت

ً
ا جد

ً
ء جيد ي

يتوقف كل    ، يصيبها ثانية  الاكتئاب  كان  عندما   لكنوزيارة الناس.    الكنيسة،الذهاب إلى    تريد و   ،الخروجترغب ب كل شر
ء  ي

ي ، كل شر
ا لأنها كانت نشطة للغايةكانت صعبة. كان الأمر صعبً   حياتها،هكذا كانت  . ء شر

ً
  .ا علينا وعليها أيض

 
،تلقيت دعمًا من   ي

ي الجالية ومن    كنيستر
ي فعلت الكثبر من الأشياء لها   . ، ومن عائلتر

ي لأنت 
ي عائلتر

ي    . دعمتت 
ا. ف  ً ي زوحّي كثبر

ذهبنا إلى مصر لمدة شهرين   2016عام  الدعمت 
ا  ً ا كببر ً ي حياتها   ،تقريبًا وبعد عودتنا وجدنا تغيبر

ا   ،حالتها الجسديةو ف 
ً
. ذهبت إلى المستشف  لمدة خمسة أشهر ولم  . كانت ضعيفة جد

ً
قلت إلى دار انت تعُد إلى البيت ثانية

 ،  .، توفيتفقطبعد شهر واحد أو شهر ونصف ولكن المسنتر 
Translation is too long to be saved 

ي المستشف  
ا للغاية وكانت بحاجة إلى رعاية خاصة وعلاج كان وضعها ف 

ً
لقد فعلوا الكثبر من الأشياء  لمساعدتها على الوقوف. شير خاص ومعدات خاصة و  محدد، سيئ

   . كانوا لها 
ً
ي من    . لطفاء جدا

تعاب  ب و   ،للغاية  ةمؤلم و   ةشديدأوجاع  كانت  الياب  وجودنا   الحمد لله على.  الكثبر من أجلهاقاموا  دائمًا ويشاركوننا !  أسبر كانوا يتحدثون معنا 
ي   الممرضةتلك  أتذكر  .  القصص

ا،لقد كانوا جيدين   . بالدعمبالوحدة وبأنها محاطة تشعر  لا  حتر  معها حاولت التحدث بالعربية   التر
ً
ي    ، لأن بالفعل  جد

  لم تكن تعرف حمابر
ية  أية كلمة جمة ما سنفعله"! شكرًا " سوىباللغة الإنجلبر  طبيب  حضور عند  . عند وجود شخص يتكلم العربية تصبح الأمور أسهل .أردنا أن نكون معها طوال الوقت لبر

ي 
جمكان يؤمّنون وجود    أو أخصاب  جمالنهار أوقات  لكن خلال  .  مبر  لم يكن.  العربية  لا أحد يتحدث اللغةو   ، لم يكن يتواجد مبر

ً
ء لها   أحيانا ي

ي اليوم  . حتر  كنا  يحدث شر
ي ف 
نأبر

حوا لنا ما يريدون  ،  التالىي  ح لها بالعربية  ونحنكانوا يحاولون أن يشر ا  و .  نشر
ً
اللهجة  لكن    ،هذه الممرضةبالعربية  مثل  كلمتتر   أو  كلمة  معها    يتكلمشخص    كان هناكأحيان

ا  . اللهجة اللبنانية أو العراقية تختلف عنالمصرية 
ً
ونأحيان جمًا  كانوا يحصر   . بعض الكلمات مختلفة واللهجة مختلفة، فاللهجةتفهم تكن لبنانيًا لكنها لم مبر

Translation is too long to be saved 

ابطباليتعلق  ولكن بعض الأشياء لم تكن جيدة فيما    ،قدموا لها خدمة جيدةلقد   كان  فهذا    بدون ترجمة،  معها،   تحدثال  مجرد   معها،التحدث  بشخص  لو قام أي    ،بر
،  ساعة،لمدة  كنا نمكث  ،  كنا نزورها عندما  .  لم تكن تتكلم  المستشف  ب  الذي كانت فيه  لأنها طوال الوقت  . سيجعلها تشعر بالأمان ولكن ماذا عن   ،ساعاتثلاث    ساعتتر 

ي  20ال  
ا دون  لوحدها تقضيها  كانت  ساعة التر

ً
ي المستشف   قس عربّي هناك ؟ كان أن تحادث أحد

،آخر من كذلك قس و ، ويصلىي معها  يزورها دائمًا ف  أعتقد أنه   المستشف 
اليًا ي  عندما  .  لها هكذاويصلىي  لكنها أحبت أي شخص يدعو  .  كان أسبر

الىي   القسكان يأبر
جم لها    ،الأسبر   كان زوحّي يبر

ً
ا  كبار السن منوزارها  .  هيقولما  دائما

ً
.  كنيستنا أيض

، كانت أنها على ما يرامخاصة عندما كانت تشعر  و .  لأول مرة كانت تقرأ الكتاب المقدس أن تعرّفت عليها  منذ    . بالعربيةالكتاب المقدس  مزامبر    ، أيكانت تحب المزامبر 
ي المستشف    يزورها  القسكان   عندما . تقرأ الكتاب المقدس كل يوم

ي ف 
 .صلى لهاي الكتاب المقدس و كان يقرأ لها بعض ما جاء ف 

 
ا لها وكانت تحب  

ً
ا جد

ً
ا كانت تستيقظ    جيدة،كل يوم أحد عندما كانت تشعر بحالة    ،الكنيسةالذهاب إلى  كانت الكنيسة مهمة جد

ً
 جد

ً
،  صباحًا الساعة الرابعة  ، حوالىي  باكرا

 للذهاب.    نفسها   وتحصر  
ً
ي التقطت صورة  استعدادا

  . للمناسباتفقط    خاص،إلى الكنيسة. الفستان الأسود هو فستان  تذهب  عندما    ترتديها كانت تحبها و   لساعتها التر
انيمالقربان المقدس. كانت تحب سماع  تتناول  هذا الفستان عندما  كانت ترتدي     س هناك وتستمع طوال الوقتكان خاصًا بها. كانت تجل  هذا   وجهاز التسجيل  الدينية  البر

اتيل الدينية   ي لوحدها    البقاءكانت تحب  العربية.  للبر
اتيل الكنسيةغرفتها    ف  تيل  تحاول، و تستمع للبر ، و مع من كان    البر  كانت تصلىي  يرتل. وكانت تصلىي

ً
أثناء سماع أحيانا

انيم الروحية، ترنم وتصلىي 
 .البر

Translation is too long 

ة  الاجتماعيموظفة الخدمات    قالت لنا .  المسنتر    هم إلى دار ءعلى المزيد من الدعم لأنه من الصعب على بعض الناس أن يأخذوا أحبا كان من المستحسن أن تحصل العائلة  
ل  نا لا يمكن" إنه  ف..." اصطحابها إلى المب  

 
 أرسل
 
تب علينا تقديم لكنهم رفضوا،  حاولنا عدة مرات معهم، حاولنا،. لمسنتر  ها إلى دار ات ة للغاية  وقالوا لنا إنه "سيبر رعاية كببر

ي  .  أي شخصمجرد  ، وليس  العملممرضات للقيام بذلك  لقد كانت بحاجة لخبّة ال.  "لها تفوق طاقتنا
تحتم علينا الموافقة على ما أشارت به موظفة    ةصعبحالة  كنا ف 

ا بالنسبة  كالكن لم يكن باليد حيلة.    ،ةالاجتماعي  الخدمات
ً
 صعب  لنا،ن الأمر صعبًا جد

ً
ا  ا

ً
ي .  جد

كها،التحلىي بالصبّ لأنه كان من الصعب علينا أن  هي    نصيحتر  كانت  لأنها   نبر
 . لم نكن قادرين على القيام بما كانت تحتاج إليه .لكننا لم نتمكن من ذلك معنا،تحب البقاء 

 
ةكانت سيدة   لقد   . تزال تعيش معنا ما أنها  نشعر ، و ممبر 
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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.’  I 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?  I 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.  I 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.  I said, ‘Mum, there is a place you can go.  You can have help if you want but 
we will still come visit you.’  I decorated her room just like home.  We were heavily involved in her care and wellbeing.  My sibling 
and I 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 I was on the telephone, on the internet – searching and researching.  I 
contacted OPAN (Older Person Advocacy Network).  I 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.’ I 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?  I 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.  I took Mum out.  I hired all the equipment needed for her.  She was with me only two months – she had heart failure.  
She was 96 when she died.  I 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.  I wish I took her out sooner but in my mind at that time, I was convinced the manager 
would finally let us.  But there was no way.  I’m grateful we took her out.  I 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 
questions, 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 I 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 I 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 I did to try and make the most of whatever time I 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!  I 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.  I 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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لنا معًا  المتاحغتنام الوقت ا  

قصة بقلم مارين    
الهوية الثقافية: لبنانية      

 ناطقة بالعربية 
 
 

للمعالجة هو  الأول  التوجه  للغاية"،    :كان  للغاية، متعبة  اليوم. ولكن عندما    وكأنها "إنها ضعيفة  نهاية  أكبر وسألنا: قد لا تعيش حتر  تشارف على  "ولماذا    استفشنا 
ي قالوا: "؟"   الموت

ي رئتيها. قالوا:    ؟تشارف على الموتها السوائل؟ "لماذا  ن" لماذا لا تعطو قلت:  "،  التجفاف نتيجة فقد السوائل  من  لأنها تعاب 
 ""لأن لديها سوائل ف 

 اضطررت  
ً
 أن أحد الأطباء قال لىي إلى تسو  حرفيا

،   90". لا أعرف ما إذا كان الأمر يتعلق بعمرها، لأنها بلغت ال إن حالتها ميؤوس منها " : ل العلاج. حتر
ً
السبب  ولهذا عاما

 عن هذا العالم أم لا.   وقت رحيل الشخصهل هذا عدل وإنصاف؟ أؤمن أن الله يقرر ما إذا قد حان  . لا يريدون معالجتها 
Translation is too long to be saved 

ي ذلك الوقت  و
ا،ف 

ً
عام آخر أو نحو  للم تكن بحاجة للذهاب إلى المستشف   .  وتجاوزت هذا الوضع الصعب  المورفتر  بالمعالجة المخففة للألم  أرادوا وضعها على    أيض

ي كان من المقرر أن  .  ذلك
ي إحدى المرات التر

،من  يتم تخريجها  ف  م لها الرعاية،نريد أن  نحن    "لكن لماذا؟و "   : قلتف.  أرادوا إرسالها إلى دار لرعاية المسنتر    المستشف 
ّ
 نقد

 " . ها ولن أحرمها من ذلكيتإنها تحب استقلال
 

ي  ، هناك مكان يمكنك الذهاب إليه. يمكنك الحصول على المساعدة إذا أردت لكننا سنظل  أمي يا  "  : قلتأصبح الأمر صعبًا بالنسبة لها.   سنوات،بعد بضع  
 " لزيارتك. نأبر

ل المب   مثل  يتر  غرفتها   
ببر نشاركتمامًا.    قمت     كنا 

ً
ا و   كثبر رعايتها  ي 
و .  خدمتها ف  أنا  ي  كنت 

زيارتها شقيقتر ل،  كنا  .  نتناوب على  المب   من  الطعام  ،  ونغسل حاجياتهانحصر  
ي من مشاكل اب  نساعدها و 

ه  ، تجعلتضحكإذا جعلها أحدهم  بالجلوس معها.   . الجميع كانوا يستمتعونللغايةها كانت حادة الذهن لكن جسدية،لاستحمام. كانت أمي تعاب 
 ضحك. ي

 
وس كورونا  ة انتشار فبر

ي فبر
ي عزلة لمدة ،  ف 

 أسابيع وكان   10كانت أمي ف 
ً
ا عصيبا

ً
ي كنت واثقة  ذلك وقت

استقبال  أن أمي كان يحق لها   مئة بالمائةبالنسبة لىي مرة أخرى، لأنت 
ي عزلة، كنتزائرين خصوصيتر  

نتوأبحث ع الهاتف،  على    اتصل  . عندما كانت ف  كبار )شبكة مناضة    OPANاتصلت ب    لأستعلم عن موضوع الزيارات.   دون كلل  لى الإنبر
ا للقواعد  استقبال زائرينالعديد من الوكالات الأخرى. أكدوا لىي كلهم أن أمي كان يحق لها إلى و  كبار السن وسلامتهمة  رعاي خدمات (. تحدثت إلى لجنة جودةالسن

ً
، ووفق

ة   الذين يزورهم زائرون  للمقيمتر     ... الزيارات  تسهيل  متابعةيجب  "ينص بوضوح على أنه  b-7، فإن المبدأ  Covid-19الناظمة للزيارات إلى دور رعاية المسنتر  خلال فبر
ي رعايتهم ودعمهم  يساهمون
: "دار الرعاية لم تحد عن رأيها لكن مديرة    "ومنتظم. ثابت    بشكل  ف   : لها يُسمح بالزيارات لهم." قلت    فقطالرعاية التلطيفية    مرض  . قالت لىي

ي ال  بقيت أمي بدوننا لمدة شهرين، فسوف تصبح مريضة ا “إذ
ي  ئذ ند "ع  كان ردها: تلطيفية".  الرعاية ف 

ّ
؟ لقد  يمكنك زيارتها". هل هذه مديرة مركز يدع  أنه يهتم بالمسنتر 

مت  ؟ النوعكيف يمكن الوثوق بشخص من هذا   . صُد 
 

ي انتظار أحدكم   أبفر "  : أمي تقول لىي    الهاتف،على  
ي هذا الباب ف 

ي محاولاتنا  ". وصلنا إلى  ليدخل منهأحدق ف 
 ةمع المدير حائط مسدود ف 

ُ
استأجرت  و   من الدار،  أمي   . أخرجت

ي تحتاجها جميع  
ثلاثة أشهر كان من الأفضل أن تعيش  عامًا عندما توفيت. لقد    96. كانت تبلغ من العمر  أصيبت بقصور القلب  –معي شهرين فقط  بقيت  .  اللوازم التر

ي  شهرين فقط. أتمت   تعش أكبر من  ستة أشهر بدوننا، لكنها لم  معنا على أن تعيش  
ي  أخرجتها  لو أنت 

ي وقتها مقتنعة    حيث  ،وقت أبكر ف 
سمح لنا تس  ة بأن المدير كنت ف 

ا   ً  . ولكن بزيارتها أخبر
ً
، إذ بقيت معها على مدار الساعة و  ة. أنا ممتنذلك كان مستحيلا ي اليوم. لأننا أخرجناها من دار المسنتر 

 ليس بضع ساعات ف 
 

  أعتقد أنه من المهم  
ً
ي مثل  أشخاصًا  يختارون  عندما  جدا

النواحي المعنوية لديه بما فيها طيبة ، و طالب الوظيفةشخصية  أن يتم التحقق من    هذه الوظائف،لتعيينهم ف 
ي ويلاحظ الدموع كاديمية.  الأ   وليس فقط الأسئلة  عليه  جتماعيةاسئلة  أطرح    قلبه، وأن يتم

، ورؤية شخص يطيّب خواطر والدبر
ً
ا  كببر

ً
إن رؤية شخص عطوف يحدث فارقا

ي عينيها 
ي  ف 

ي أيد أمينة عندما أذهب إلى  بالاطمئنان إلى أنأشعر  يجعلت 
لأمي ف  ي أو يستخف بها فهذا أمر  ولا يهتم  يتصرف بعجالة،شخصًا   عندما أرىولكن   . المب  

لمخاوف 
بغض النظر عن   والدهم أو والدتهمإن أفراد الأشة مصدومون بوضع  .  وبتر  والمريض فقط  مبينك المسألة    تليسف  ،أفراد الأشةتستخفوا بقلق  ... لا  يدعو للاستهجان
هذا يعطيه أو يعطيها القوة للاستمرار  ، إنه أمر مهم للغاية.  والدهم أو والدتهم  من  قريبتر  يكونوا    أن  شةلأ فراد الأ  وا شخص. اسمح الهذا    يحبون  هملأنعمره أو عمرها  

 والموت.  لانفصالا تقبل على   المريض ويساعد  ،المتابعةو 
 

ء واحد  ةأنا ممتن ي
ي سنوات . لسر

ي ، عندما حاول المستشف  التخلص من أمي قبل ثماب 
ي  ذلك جعلت 

كل    وأفعل ضت أستبق الأمور و  ،الحياةلتغادر فيه أدرك أن الوقت سيأبر
كي   شعاري،ابتسامة على وجهها. أصبح  من أجل إسعادها، من أجل رسم    للتصرف كمهرّجكنت مستعدة  وسعي لجعلها سعيدة.  بما  

    لا تبر
ً

ء  على  ندمي تولا    للندم،مجالً ي
.  شر

 معها.  قضيتهفعلته لمحاولة الاستفادة القصوى من الوقت الذي حول ما مشاعري   تعكس هذه الصور 
 

ة  متوجهة    اتالبطعندما سبحت إحدى  كنا نطعم البط    الحيوانات،كانت تحب  لأنها    -اردنز  غإلى أوبرن  أخذتها  لقد   رائعًا للغاية! لم أكن كان الأمر    -يدها  نحو  مباشر
ء،من سؤال الناس عن أي   ةمحرجً  ي

   لذا   شر
ً
ي كنت إذا رأيت شخصا

  انظر إلى ابتسامتها، إنها جميلة.  . تربّت على كلبك" "هل تستطيع أمي أن أقول له مع كلبه الشارعيمر ف 
ي  
ي الحربدار  كنت أرتب الصور على جدار غرفتها ف 

[ ف  ي
ا ]أح 

ً
. فقدت أمي ابن

هذه صورته هناك. وهذا هو كرسيها و   لبنان،من  لأن أصلنا    لبنان،بالأهلية    رعاية المسنتر 
ي كانت ترتديها قبلكانت تتواجد  ه عندما  عليالذي كانت تجلس 

ة التر ، والسبر لىي
ي مب  

ي قلتّي با. الكرشي الفارغ هو تذكبر دائم وفاتها  ف 
. لفراغ الذي تركته ف   

 
ي   الصحية المشاكل سبب كل رحيلها كان راحة لها ب. أعلم أن أشعر بفقدانها 

ي ما زلت  واجهتها،التر
. أشعر بفقدانها. سوف تبفر حيّة لكنت  ي قلتّي

 إلى الأبد ف 
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Goodbye my angel  

Rouba’s Story 
Cultural identity: Lebanese 

Arabic speaking 
 
 

That photo, I took of me holding my son’s hand.  That was the only way I 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.  I can’t recall the conversation clearly, but they decided to move her to a ward, and she said, ‘Am I dying?’   
‘Grandma!’  I 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.  I can’t recall the name, but she says she’s a palliative nurse.  I 
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 – I 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. 
 
I 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 
do it.  I 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.  I 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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 يا ملاكي 
ً
 وداعا

رُب   بقلم قصة  
 الهوية الثقافية: لبنانية 

 ناطقة بالعربية 

 
ي التقطتها لنفسي   الصورة،تلك  

ي من خلالها    ،وأنا أمسك بيد ابت 
ي يمكنت 

ء  أن أعبَّّ بالصورة عن أن  كانت هي الطريقة الوحيدة التر ي
حتاجه عندما تفقد أحد أفراد  تأهم شر

ي قريبةلقد كانت  عائلتك. "  هو أشتك  
   منا   جدبر

ً
ي ساعدت  .  إنها جدة  أم،إنها    -فقدان أم  وفقدانها هو    ،وعزيزة علينا جميعا

وات  نجتاز سنأطفال  ورأتنا ونحن    ،تربيتنا   ف 
ة  ثم    المراهقة المضطربة،   من ذوي الاحتياجات الخاصة،   تأنجب عندما    لقد كانت إلى جانتّي   . الزواجنمر بفبر

ً
ي    طفلا

ي   ،نتيجة لذلكوطلافر
كان دعمها   ،عزباء   مرأةكإ  ثم حيابر

ي ذلك الوقت. لىي هو  
ء ف  ي

ء الوحيد الذي  إن كل شر ي
ي ذلك محيطة بنا أشة وجود هو  خفف من ألم فقدانها السر

ي لبنان كل   . الوقتف 
كنا نتحدث على الهاتف مع العائلة ف 

 
ً
ء  . نعم،يوم تقريبا ي

 . إنها العائلة، إنها كل شر
   

ورة ملحة للحفاظ على التواصل مع الآخرين،  الهاتف ... البقاء على اتصال مع الجميع  نتحادث  لذلك    بواسطة الهاتف كان ض 
ً
  بطرق ووسائل مختلفة.   وندردش كنا دائما

ي   توفيتعندما  
ي يمكننا بها إخبار الجميع  ،جدبر

ي    النصية على الهاتف النقال.   رسائلالهي من خلال    برحليها   كانت الطريقة الوحيدة التر
أن  بها    عرفوا الطريقة الوحيدة التر

ي 
ي الليل كانت من خلال الرسائل  أصيبتجدبر

ي الصباح. النصية بنوبة قلبية ف 
 ف 

 
ي 
 المحادثة تفاصيل وحدة العناية المركزة. لا أستطيع أن أتذكر كانت ف 

ً
ي المستشف  قرروا نقلها إلى  عندما  لكنهم ،تماما

: ، قالت  جناح ف  أنا على وشك الموت؟" لا   ل“ه لىي
ي " أجبتها:  . ، ربما كانت تحاول إعداد نفسها دريأ

ي لن !" "لا! جدبر
". وبعد  نحن فقط نأخذك إلى   ! تموبر ي المستشف 

ت يومتر  أو ثلاثة أيامجناح ف  الرعاية  ممرضات ، حصر 
   . التلطيفية

 
 مختصة بالرعاية الها ممرضة  قالت إنلكنها    أتذكر اسمها،لا    . نفسها عرّفت عن  و   ،الجميلةالمرأة    تلك  علينا   دخلت

ّ
ي  لم أكن أعرف    للألم،  فةملط

ذلك، لكنها  ماذا يعت 
،أتذكر ذلك    رائعة،كانت  .  لأن الموت مؤلموأقل معاناة للمرض   جعل نهاية الحياة أكبر راحة    ممرضات الرعاية التلطيفية يساعدن على  أوضحت أن

ً
  كانت امرأة   جيدا

  . رائعة
 

ي المستشف     رجل دينأو    قسيسرؤية أي  لا أتذكر  
. أمسك والدي بهاتفه. كان لديه القرآنيتلو  ف  ي   أي كلمات على الموبر

  ياستر  سورة    على الهاتف النقال. تلا تطبيق    ف 
  نتلوهما  وهي  ،)يس(

ً
ّعهو و   ،الدعاء طلب   ،على موتانا عادة  إنه  بل ،وليس هذا فحسب ،نا يغادر إنه لروح الشخص الذي  . للميت التصر 

ً
هذه التجربة   تمر عليهملمن أيضا

 شخص ما.  يحزن علينا  وسوف ،الحياةسنفارق هذه نحن جميعًا  عزيز. فقدان شخص وهي محنة الجديدة 
Translation is too long to be saved 

   -سألت الأشة  لو    –أعتقد  
ً
ي المشف  بإ  إذا كانوا يريدون شخصا

 ف 
ً
   ربما يجب أن يكون هذا الخيار ف  لهم،الدعاء    ويطلب  القرآن،يتلو  نه أن  ا مكمتواجدا

ً
ي موقف متوفرا

. لأنه ف 

ي    هذا،صعب مثل 
ي موقف عاطف 

ي من غسل  همقد يجلب ل أنهم فعلوا على الأقل ذلك من أجل موتاهمأهل الميت معرفة فإن  كهذا،ف 
ي وعمتر

بعض الراحة. كانت والدبر
ي  
ي حالة    ،لم أستطع فعل ذلك  -جدبر

ء مغط   ها،لفوكيفية    الجسم،كانت هناك امرأة ترشدهم إلى كيفية غسل    يربر لها،كنت ف  ي
ء نظيف وأن كل شر ي

والتأكد من أن كل شر
 على استعداد لتوديع العائلة لها. و 

 
ي غسل الجسمتكلمة مغسل  

الميت للدفن  ،عت  عغرفة مجاورة    جثمان إلىالنقلون  ي  الميت.   ، حيث يتم غسلمكان تحضبر 
ّ
ي    الجتمانثم يضعون    الفقيد   حيث نود

ف 
ة الظهر،    إلىنقلها  تم تدويرها سبع مرات ثم  ي  امرأة،نها  ولإ   يحملون الجثمان.  الرجال فقط  ،الرجال  . النعش ، أي الجنازةصلاة  ثم    قمنا بأداء صلاة الظهر،  المغسل. كان فبر

   ". لا إله إلا الله"مرددين ، الجثمان أخذوا ثم   صلاة الميت. 
 

ي  
   ،منا أن نذهب  تّ  لم يطلو   قدمن تعازي  هن،  رائعات. كانت الممرضات    -المستشف   ف 

ّ
 لأننا كنا نش
ُ
ي  كنا    . ل غرفة الانتظار غ

ي الغرفة و متواجدين ف 
سمحوا لنا بالتجمع   . الممر   ف 

ي ذلك الوقت 
 ! ، ربما لعدم وجود عدد كاف من الكراشي طوال الليل نتجمعلم  . ف 

 
ي  الذي على فراش الموت شخصمن المناسب إذا كان الربما و 

ي شخص  أن  اليوميصلىي خمس مرات ف 
ره بأنه و يأبر

ّ
ي شيرها.  ن“حا يذك

ي تصلىي ف 
وقت الصلاة". كانت جدبر

. أتريدحان موعد لقد " لها،. كنا نقول وهي مستلقية كانت تصلىي  ي
؟ ينالصلاة يا جدبر .  "أن تصلىي  فتصلىي

 
ضمن خلال  اكتستّ  خبّة    أنهنأعتقد    عليهن.   ليس بالأمر السهلعزيز    لفقدان  إن التعببر عن تفهمهن  الرعاية التلطيفية رائعات. كانت ممرضات   ذلك،    التجربة. أنا افبر

 لحالتنا، ومنحونا  
ً
ي   الوقتلأنهن كن متفهمات جدا

.   المساحةو   الكاف 
ً
ي ذلك الوقت  إن      الكافية. كنّ رائعات فعلا

تكون على عندما  العصيب  وجود شخص للتحدث معه ف 
ي تجربة  تجربة لىي   أفضلكان ذلك  ربما  ولكن    ،العائلةوشك فقدان شخص عزيز يخفف من وقع المَصاب. صحيح أن أولئك الممرضات لم يكنَّ من  

ي ذلك الوقت، أعت 
  ف 

ي التحدث إلى شخص ليس من أفراد 
ي  بشأن فقدانأشبر

 ها. ان أو احتمال فقد جدبر
 

 أعلم أن الأمر ليس 
ً
ي القلب ولو رحلت عن هذا العالم، وذكراها ستبفر حيّة حتر الممات. ولكن ما زلت أتذكرها  ،سهلا

ي كل الأحوال. إن حبها دائم ف 
 ف 
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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, I 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.  I 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, I 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 I 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.  I think I 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 I think that’s what my dog really taught me.  
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एक िािािी का प्यार 
कहानीकार - ऐश  

सांस्कृतिक पहचान: भारिीय  

दहिंी भाषी 

ये मेरे िािा-िािी हैं िब उनकी आयु 20 स ेथोडी सी अगधक थी। 16 और 19 साल की उम्र में उन्होंने शािी कर ली। मेरी िािी का िेहांि काफी कम उम्र में हो िया था, उनकी 50वीं के 

बाि पहले कुछ सालों में, इसललए मेरे िािािी बहुि िपिी ववधुर हो िए। िब मेरी िािी का तनधन हुआ, िब मेरी और मेरे भाई की िेखभाल करने के ललए मााँ के ऊपर बहुि बोझ था, 
िब हम लसफ़व  एक और िो साल के थे। इसललए, िब वह छोटी थीं, िो वह उस िौर से िुज़र रही थीं - कुछ साल पहल ेमेरे िािािी के साथ, वह िानिी थीं कक उन्हें तया चादहए, और 

वह िानिी थीं कक मेरे िािािी तया चाहि ेथे। 

यह मेरी मााँ है िब वह शायि िीन या चार साल की थीं। यह िक्षक्षण भारि में चने्नई नामक स्थान पर ली िई थी। वह मेरे िािा-िािी की आखखरी संिान थीं, और वे उनसे बहुि प्यार 

करिे थे। यह मेरी पसंिीिा िस्वीरों में से एक है, मेरे िािािी ने मेरे िीवन में एक बडी भूलमका तनभाई। वह मझुे हमेशा मेरी िायन कक्षाओं, नतृ्य कक्षाओं, िैराकी और स्कूल के ललए 

ले िािे थे। उन्होंने अकेले ही मााँ और वपिा की भूलमकाएाँ तनभाईं, और कफर अकेले ख़ुि मेरे िािा और मेरी िािी की भूलमकाएाँ तनभाईं। िािािी को उपहार िेना बहुि पसिं था, वह एक 

सच्च ेआिशव व्यजति थे और उन्होंने हमें बहुि अगधक प्यार, उिारिा और बहुि कुछ लसखाया। िािािी नई चीज़ें सीखना पसंि करिे थे और उन्होंने हमशेा ख़ुि को बिलिे समय के 

साथ बडी खूबी स ेबिला, मझुे स्पष्ट रूप स ेयाि है एक बार िािािी लसरी के साथ बहस कर रहे थे। 

िािािी की रीढ़ की हड्डी में कुछ ििव की शुरूआि हुई और िब हम उन्हें ब्लैकटाउन अस्पिाल के ईडी (इमिवन्सी ववभाि) में ले िए, आिे चल के यह मेरे िािािी के शरीर में एक 

िरफ से होने वाले लकव ेमें बिल िया। स्वास््य प्रणाली के साथ हमारा अनुभव कुछ ख़ास सकारात्मक नहीं था। कहें िो यह बहुि ज़्यािा सुखि अनुभव नहीं था, गचककत्सक हमारे 

साथ बहुि सहानुभूति पूणव नहीं थे, या उनके हमस ेबािचीि करने के िरीके में, या इस बाि को समझने में कक हमारे िािािी के िीवन में हम सभी की तया भूलमकाएाँ और जिम्मेिाररयााँ 
हैं, वे हमारे साथ सांस्कृतिक रूप स ेसंवेिनशील नहीं थे। हमने, रोिी के रूप में मेरे िािािी की इस यात्रा में हमने पाया उनका तनिान ग़लि हुआ था और उनकी िेखभाल के सन्िभव 
में ककसी न ककसी प्रकार की गचककत्सीय लापरवाही दिखने में आई थी। एक पररवार के रूप में हम कैस ेहैं, इसके बारे में िानने के ललए ककसी ने भी पहल नहीं की। हमारे ललए पररवार 

बहुि ही महत्वपूणव है। हम में से प्रत्येक की एक ववलशष्ट भलूमका और जिम्मेिारी है। िब हम पररवार में कोई तनणवय लिेे हैं, िो उसमें पूरा पररवार शालमल होिा है – अंकल और 

आंदटयााँ भी – हम एक साथ तनणवय लेि ेहैं, ववशेष रूप स ेबडे तनणवय। 

हमारी संस्कृति में, पररवार के ककसी सिस्य का वदृ्ध िेखभाल कें ि में िाना अच्छा नहीं माना िािा है। यह लिभि ऐसा है िैसे हम अपने लोिों की िेखभाल नहीं कर सकिे। यह 

काफी शमवनाक होिा है। ववशेष रूप स ेमेरी मााँ के ललए, उन्हें बहुि शमव आिी थी कक मेरे िािािी को वहााँ िाना पडा। पररवार की बैिक के िौरान, यह कुछ ऐस ेथा “यही होने वाला है, 

बस यहीं बाि ख़त्म होिी है। उन्हें एक वदृ्ध िेखभाल सुववधा में िाना होिा।" ऐसा नहीं था कक हमारे पास कोई ववकपप था - या पूछने, या बािचीि करने की कोई क्षमिा, या यह 

िेखने का, कक हमारे पास कौन से अन्य ववकपप उपलब्ध थे। मााँ को इस पररजस्थति का सामना करने में मिि करने के ललए, या िो सब कुछ चल रहा है उस ेिीक िरह से समझाने 

में मिि करने के ललए कोई सहायिा सेवाएाँ उपलब्ध नहीं कराई िईं। मेरे ललए भी, यह िानिे हुए कक कोई युवा िेखभाल किाव सहायिा सेवा है या मेरे ललए कोई है जिससे संपकव  
ककया िा सकिा है। हमें हमारे ललए उपलब्ध सेवाओं के बारे में नहीं बिाया िया, िैसे कक एक शोक परामशविािा। मझुे लििा है कक यह कुछ प्रकिया थोडी सी आसान होिी अिर 

हमारे पास कोई ऐसा व्यजति होिा जिसके सामने हम अपने दिल की बाि रख पािे या   इनका सामना करने सम्बन्धी युजतियााँ सीख सकिे। मााँ ने एक बार एक िीपी के साथ 

खुलकर बाि की और कहा कक वह ककसी से बाि करना चाहिी हैं, लेककन उन्हें वह सारी बािचीि वास्िव में असंवेिनशील लिी। यह एक गचिंा और अवसाि चेकललस्ट या कुछ 

प्रश्नावली पर दटक बॉतस लिाने िैसा था, और मेरी मााँ बस सहि महसूस नहीं कर रही थीं। अिर वहााँ सहायिा सेवाएाँ या कोई समुिाय होिा जिससे हम घुल-लमल सकिे, यदि मााँ 
अन्य िेखभाल किावओं के साथ काम कर सकिी, िो मुझ ेलििा है कक इससे उन्हें मिि लमलिी। हमारे पास केवल हमारे पररवार के साथ मिबूि बािचीि थी, यहााँ पर हमारे पास 

अगधक सामुिातयक सहारा नहीं था। यह बहुि ही अलि-थलि महसूस करवाने वाला समय था। 

मेरी िािी के तनधन के बाि िािािी अवसाि स ेिूझ रहे थे और इस बाि की बहुि सराहना करिे थे कक नैतिक समथवन और लसफव  साथ िेने के नाि,े कक कोई वहााँ हो, मरेी मााँ ने उनके 

ललए ककिना कुछ ककया है, यहााँ िक कक लसफव  वे पारंपररक व्यंिन पकाना जिन्हें वो पसंि करिे थे। हमारे ललए सबसे बडी चीिों में से एक है खाना, अच्छा खाना खाना। हमारे बहुि 

सारे त्यौहार और धालमवक दिन होिे हैं जिनका हम पालन करिे हैं, कुछ दिन हम उपवास करिे हैं और कुछ दिन हम धालमवक उद्िेश्यों के ललए शाकाहारी रहिे हैं। उिाहरण के ललए, 

मेरे िािािी के िुज़रने की िारीख या मेरी िािी का िुज़रने वाला दिन, हम उस दिन शाकाहारी रह कर उन दिनों का पालन करिे हैं। यह हर पररवार के ललए बहुि ख़ास और अलि 

होिा है। लेककन [वदृ्ध] सुववधा में खाना हमारे अनुकूल नहीं था, हर बार िब हम िािे और अपने िािािी को िेखिे, हम घर से कुछ खाना पैक करिे और नसों से अिले दिन इस े

िमव करने के ललए कहि ेलेककन हमें पिा था कक वे ऐसा नहीं करि ेथे - मैं यह नहीं कह रहा हंू कक कुछ ख़ास कमवचारी थे िो मिि नहीं कर रहे थे - लसफव  वह सुववधा और वहााँ की 
प्रणाली ही थी िो कक यह नहीं कर रही थी - यह बबपकुल भी सकारात्मक अनुभव नहीं था। 

हमारा कुत्ता उन आखखरी चीज़ों में से एक था जिसे हमारे िािािी ने हमें उपहार में दिया था। एक िरह स ेउन्होंने कहा, "िब मैं चला िया, िो यह मेरे स्थान पर होिी" और वह हमारे 

ललए बहुि वप्रय है। मेरे िािािी हमेशा कहिे थे कक वह उन्हें अपनी मााँ की याि दिलािी है, यह मजे़िार है कक िानवर भी ककिने मानव समान ही हो सकिे हैं। लेककन यह िेखिे हुए 

कक उन्होंने एक-िसूरे के साथ ककिना कम समय बबिाया िब मेरे िािािी वदृ्ध िेखभाल में िाखख़ल हुए; वह मेरे िािािी के िीवन में बहुि प्रभावशाली थी। मझु ेलििा है कक मैंने 

लसफव  पररवार  और उनके साथ सम्मान के साथ व्यवहार करने के महत्व को महससू ककया और न िाने अिले दिन तया हो िाए और मैं बस छोटी-छोटी चीज़ों के ललए आभारी हंू। 
और मुझे लििा है कक मेरे कुत्त ेने वास्िव में मुझ ेयही लसखाया है। 
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Only one regret  

Khwaja’s Story 
Cultural identity: Indian  

Hindi speaking 
 

 
My parents – we are from India.  I came to Australia in 1990 because my brothers were already here and I 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, I 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, I 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 I 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 I used to bring him home.  Go Saturday to bring him 
home and he would stay all night with us and then I 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’.  I 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, I 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 I 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 I can read it.  I have to sit down and write it again – I don’t get time to but I’m going to do it one day.  When I retire.   
 
This photo was taken in the nursing home.  His last years here.  What I regret now is that we shouldn’t have sent him to the nursing 
home.  He should have still stayed with us.  I blame myself – not blame, but I 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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केवल एक ही अफ़सोस  

कहानीकार – ख्वािा 
सांस्कृतिक पहचान: भारिीय  

दहिंी भाषी 
 

 
मेरे मािा-वपिा - हम भारि स ेहैं। मैं 1990 में ऑस्िेललया आया था तयोंकक मेरे भाई पहल ेस ेही यहााँ थे और मैं अमेररका में काम कर रहा था। मेरा पररवार 1997 
में हमारे मािा-वपिा को यहााँ ऑस्िेललया लाने में कामयाब रहा। वे वास्िव में यहााँ बहुि अच्छी िरह से दहल-लमल िए हैं। 
 
2009 में मेरी मााँ का िेहांि हो िया। उसके बाि ज़्यािािर मेरे वपिा मेरे साथ रहे ... िब वे िुज़रे, िब वे काफी बूढ़े थे, मुझ ेलििा है 96 वषव के। उन्होंने लंबा, 
शांि और स्वस्थ िीवन व्यिीि ककया। वह काफी ितिशील और सकिय थे। और वे एक उत्साही पािक थे। वे अपने आप को बािवानी और पढ़ने में व्यस्ि रखि े
थे। शायि िब वह 90 वषव के थे, मैं कहूाँिा, िब उनका स्वास््य बबिडने लिा। उन्हें िदिया हो िया और कफर उन्हें हपका दिल का िौरा पडा, इसललए उन्होंने 
उनके दिल में एक स्टेंट लिा दिया। ऑपरेशन के बाि उनके िीपी ने उन्हें एक नलसिंि होम में रहने की सलाह िी, लेककन हमें यह ववचार पसंि नहीं आया। वह 
हमस ेकाफी खशु थे और हम भी खशु थ।े इसललए, हमने ऐस ेही चलने दिया। लेककन एक दिन, िब मैं काम पर था, वे गिर िए। उन्हें कोई फै्रतचर नहीं हुआ 
लेककन कफर डॉतटर ने ज़ोर िेकर कहा कक अब समय आ िया है कक उन्हें नलसिंि होम िाना चादहए। उस समय िक वे िो बार गिर चुके थे। 
 
िो कफर हमने उनस ेबाि की। शरुू में वे बहुि खशु नहीं थे - लेककन अंि में वे मान िए। हमने अपने घर के बहुि करीब उनके ललए एक नलसिंि होम का प्रबंध 
ककया। िीनों भाई बारी-बारी स ेप्रतिदिन उनस ेलमलने िाि ेथे। और वहां के लोि, नलसिंि होम में - वे बहुि अच्छे हैं। व ेवहााँ खुश थे। वे लोि उनकी अच्छी िेखभाल 
करिे थे। हर सप्िाहांि मैं उन्हें घर ल ेआिा था। शतनवार को उन्हें घर लाने के ललए िािा था और वे पूरी राि हमारे साथ रहिे थ ेऔर कफर रवववार की शाम को 
मैं उन्हें वापस छोड िेिा था। 
 
वहााँ एक गचककत्सक आया करिा था - वह हर सप्िाह आिा था और उनकी मतृ्यु से िीक पहले, शायि कुछ महीने पहले, डॉतटर ने मुझ ेफोन ककया और कहा, 
'िुम्हारे वपिा बीमार हो रहे हैं - उनका स्वास््य बबिड रहा है। उनकी ककडनी खराब हो िई है, इसललए हमें उम्मीि नहीं है कक वे लंब ेसमय िक िी पाएाँिे।‘ िैसे, 
उन्होंने हमें मानलसक रूप स ेिैयार ककया। लेककन वे अचानक चले िए। बस एक दिन वे िीक थ ेऔर कफर वे िुज़र िए। 
 
ये मेरी बहन उनकी िोि में है – उन्होंने उसे पकड रखा है। उस समय उनकी उम्र लिभि 48 वषव थी। भारि में, इस े'शेरवानी' कहि ेहैं। मझु ेलििा है कक यह 
मूल रूप स ेईरान स ेहै, जिस ेभारि में अपनाया िया है। यह एक िरह की पोशाक है - आप इस ेखुशी के मौकों पर पहनि ेहैं। िो उन्होंने उस फोटो में यही पहना 
हुआ है। ये कफलाडेजपफया में ललबटी बले है। यदि आप िेखें कक मेरी मााँ कहााँ खडी है, वहााँ घंटी में िरार है ... उन्होंने घंटी में िरार को िेखा होिा - मझुे लििा है 
कक यह बबिली गिरने या ककसी अन्य कारण की विह स ेथा। िभी अगधकाररयों ने घंटी को िमीन पर उिारा। ये सभी मेरे भाई-बहन हैं। हमारी मााँ के िुज़र िाने 
के िीक बाि की बाि है। लिभि साि साल, मैं कहूाँिा। 2009 में उनका तनधन हुआ और 2016 में हमारे वपिा का तनधन हुआ। 
 
यह वाली बहुि, बहुि ही महत्वपूणव है। यह हमारा फै़लमली िी (वंश-वकृ्ष) है जिसमें कई पीदढ़यााँ शालमल हैं। उन्होंने इसे बनाया। और मैं उस ेपूरी िरह नहीं खोल भी 
नहीं सका। बडा, बहुि ही बडा था। उन्हें डर था कक हम अपनी सारी पीदढ़यााँ भूल रहे हैं... इसललए उन्होंने यह सब संकललि ककया। कुछ उिूव में हैं - लेककन मैं इस े
पढ़ सकिा हंू। मझुे बैिकर इसे कफर स ेललखना है – मुझ ेसमय नहीं लमलिा है लकेकन मैं इसे एक दिन करूाँ िा। िब मैं ररटायर (सेवामुति) हो िाऊाँ िा। 
 
यह िस्वीर नलसिंि होम में ली िई थी। यहााँ उनके द्वारा िुज़ारे िये आखखरी साल। अब मुझ ेइस बाि का अफ़सोस है कक हमें उन्हें नलसिंि होम नहीं भिेना चादहए 
था। उन्हें अभी भी हमारे साथ रहना चादहए था। मैं खुि को िोष िेिा हंू - िोष नहीं, लेककन मैं काम से एक साल की छुट्टी ले सकिा था और कफर उन्हें वहां 
भेिने के बिाय उनकी िेखभाल कर सकिा था। खासकर उनका आखखरी साल। हालााँकक उन्हें नलसिंि होम के बारे में कोई लशकायि नहीं थी - वे बहुि अच्छे थे - 
लेककन यह लसफ़व  एक सांस्कृतिक बाि है कक उन्हें अपने बुढ़ापे में हमारे साथ रहना चादहए था न कक हमस ेिरू। भल ेही उनका डॉतटर हमें लंब ेसमय स ेउन्हें 
नलसिंि होम में रखने के ललए कह रहा था, लेककन हमने उसमें िेरी की, हमने ऐसा नहीं ककया - यह एक सांस्कृतिक बाि है। 
 
यह बहुि कदिन था। अच्छी बाि यह है कक हमने इस ेहमेशा पाररवाररक तनणवय के रूप में ललया। लसफव  एक व्यजति नहीं बजपक सभी चचाव करि ेहैं, और हम कुछ 
िय करि ेहैं। घर में वे पूिा-पाि ककया करिे थे। लेककन वहााँ - ऐसा नहीं है कक कोई उन्हें प्राथवना करने से रोकिा था, लेककन वे प्राथवना करने के ललए एक साफ़ 
कोना और प्राथवना की चटाई चाहि ेथ े- उसके पास वहााँ प्राथवना करने के ललए उगचि ििह नहीं थी। इस विह से व ेप्राथवना नहीं कर पाए। सांस्कृतिक रूप से...वे 
थोडा अलि-थलि महसूस करि ेथ ेतयोंकक वहााँ उस सुववधा में उनकी भाषा बोलने वाला कोई नहीं था। हालााँकक वे अंग्रेज़ी बोल सकि ेथ ेलेककन उनके ऐतसेंट 
(उच्चारण के लहिे) के कारण, अन्य लोि उन्हें समझ नहीं पाि ेथ,े या व ेलोिों के उच्चारण को नहीं समझ पाि ेथे। वे एक लेखक थे – व ेपढ़ि ेऔर ललखि ेथ े
... और राि में 8 बिे बवत्तयााँ बंि हो िािी थी इसललए वे चाहिे हुए भी पढ़ नहीं पाि ेथ,े िो यह एक और बाि है। 
 
केवल एक चीज़ िो अच्छी हुई वह यह थी कक वह सप्िाहांि के ललए हर सप्िाह हमारे घर आ पािे थ।े यह अच्छा था तयोंकक यहााँ वे अपने सभी पोिे-पोतियों स े
लमल सकि ेथे। यह अच्छा हुआ कक उन्होंने ऐसा ककया। 
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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 I was so positive…I 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.’    
 
I wanted to see it as positive as well.  I was not ready to listen to those words and I 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 – I don’t 
know – something happened and then she had a fever and next morning what I heard was that she’s gone.  And all the strength 
that I 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 I 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 I am the older – I will take the decision, and everyone was happy with my decisions.  My siblings never questioned 
me.  I 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.  I 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.  
 
I 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, I would say.  Maybe she might be talking to someone spiritually.  Maybe she was trying to 
connect to some other world…or meditating – I 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 I 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 – I prayed and yes, she did come back.  That’s why I believe. 
 
This is Lord Shiva – Shiva is the meditation and Shiva is Om.  Lord Ganesha is the son of Shiva.  So basically, I 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, I am your friend.  I 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 I 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.    
 
I 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 l ike 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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सकारात्मक होना  
कहानीकार – उववशी  

सांस्कृतिक पहचान: भारिीय  

दहिंी भाषी 
 
 
िो, यह सूयव के उिाले का एक गचत्र है - उििा हुआ सूयव। वह कुछ ऐसा था कक िब मााँ अस्पिाल में थीं, एक उम्मीि कक हर दिन एक और नया दिन है। हााँ, 
उज्जज्जवल सूयव िपि ही तनकलिेा। हर सुबह मैं इिना सकारात्मक होिी थी ... मुझ ेयाि है मैंने उनसे कहा था, 'नहीं। आपको सकारात्मक पक्ष की ओर िेखना 
चादहए...िेखखए ककिने लोि हैं, ककिनी नसें हैं, आपकी मिि के ललए । ककिने िोस्ि और पररवार वाल ेआपको फ़ोन कर रहे हैं।' 
 
मैं भी इसे सकारात्मक रूप में िेखना चाहिी थी। मैं उन शब्िों को सुनने के ललए िैयार नहीं थी और मैं हमेशा इसे िेखिी हूाँ और सोचिी हूाँ, 'चलो, हर दिन एक 
नया दिन है और उम्मीि है कक चीज़ें बेहिर होंिी।' और उस सकारात्मकिा ने उनकी मिि की... उनका शरीर अच्छी िरह स ेकाम कर रहा था, लेककन कफर से - 
मुझे नहीं पिा - कुछ हुआ और कफर उन्हें बुखार हो िया और अिली सुबह मैंने िो सुना वह यह था कक वे िा चुकी हैं। और सारी शजति िो मझुमें थी, वह चली 
िई। िो, िो दिनों के ललए मेरा शरीर पूरी िरह स े– िैस ेआप अपने शरीर के लडने वाले ित्व या आपके भीिर िो लडने वाल ेसतैनक हैं, आप उन्हें िानिे हैं, िो 
आपके शरीर में, आपकी आत्मा में हैं – कक आप लड सकिे हैं - वे पूरी िरह से वहााँ से तनकल चुके थे। आि भी - कभी-कभी मेरे साथ एवपसोड होिे हैं - िैस े
आप िानि ेहैं कक आपको लििा है कक आपकी मााँ यहीं हैं, लकेकन कभी-कभी आप उस फ़ोन कॉल को याि करि ेहैं। आप बस उनस ेबाि करना चाहि ेहैं। आप 
चाहिे हैं कक वे आपकी बाि सुनें। 
 
वपिािी ने कहा कक मैं बडी हूाँ - मैं तनणवय लूाँिी, और मेरे तनणवयों से सभी लोि खुश थे। मेरे भाई-बहनों ने मझुसे कभी सवाल नहीं ककया। मझुे और िेना या करना 
चादहए था। यही मेरा अफ़सोस था – कक िैसे तनणवय शजति मेरे हाथ में थी और लसफव  एक डॉतटर को बिलने स ेमिि लमल सकिी थी। मझुे नहीं पिा ... मैंने 
अभी सुना कक िीक है सब कुछ िीक चल रहा है 'तयोंकक मैं सकारात्मक हो रही हूाँ। या कफर शायि एक िसूरी राय लेने से मिि लमल पािी। 
 
मुझे नहीं पिा कक उनके दिमाि में तया चल रहा था, लेककन ... वे इसे अपने फोन पर चला िेिीं - वे भिन - और वे उन्हें सुनिी, और वह शांि हो िािीं। भीिर 
से शांि, मैं कहंूिी। शायि वे ककसी से आध्याजत्मक रूप स ेबाि कर रही थीं। शायि वे ककसी िसूरी ितुनया स ेिुडने की कोलशश कर रही थीं...या ध्यान कर रही 
थीं - मझु ेनहीं पिा – लेककन तनजश्चि रूप स े- हााँ, वह शांि थीं। 
 
यह िो मूति वयों की िस्वीर है। मेरी ससं्कृति, िो इंडो-एलशयन है, इसमें हम भिवान िणेश की पूिा करि ेहैं – िाईं ओर िणेश हैं। यह एक ऐस ेिेविा हैं िहााँ कोई 
भी पहली, अच्छी या शुभ घटनाएाँ होिी हैं - आप िाकर इस िेविा को झुक कर प्रणाम करि ेहैं। पहली हर धालमवक ववगध की शुरुआि उनके नाम स ेकरनी चादहए, 
अिर आप उनके नाम से शुरू करि ेहैं िो दहिं ूधमव में यह माना िािा है कक यह हमेशा सकारात्मक और सही होिा – उसका निीिा सही होिा। उनके साथ में 
सरस्विी हैं... ज्ञान की िेवी। पहली बार मााँ को अस्पिाल में भिी कराया िया था - िब हम घर स ेतनकले, िो मााँ के िरवाजे़ पर िणेश का गचत्र होिा है, और 
उन्होंने उस गचत्र की पूिा की। हमें बस इिना कहना होिा है, 'हमें अपना आशीवावि िो, िाकक वे अच्छी िरह स ेघर वापस आ िाएाँ।' िब मेरे पास वे सभी 
नकारात्मक संिेश आ रहे थे कक वे िीक नहीं हैं, वे शायि वापस नहीं आएिंी िब वे पहली बार िई थीं - मैंने प्राथवना की और हााँ, वे वापस आ िईं। इसललए मुझ े
ववश्वास है। 
 
ये हैं भिवान लशव- लशव ही ध्यान हैं और लशव ही ओम हैं। भिवान िणशे लशव के पुत्र हैं। िो मूल रूप से, मैं ऐसी हूाँ िो उन िोनों में ववश्वास रखिी हूाँ - लशव 
और िणशे में। लशव का िीवन के ललए एक अथव है। उनका कहना है कक सब कुछ शून्य हो िािा है। सब कुछ मेरे पास वापस आ िािा है - पृ् वी का चि या 
मानव चि - यह बनािा है, यह नष्ट करिा है और कफर यह बनािा है और कफर से नष्ट हो िािा है। इसललए, अपनी भावनाओं स ेिरू हो िाओ तयोंकक सब कुछ 
तनजश्चि रूप से वापस आ रहा है और सब कुछ वापस िा रहा है - पुनिवन्म - िीवन का चि। 
 
हमारे साथ, मेरी समस्या तया थी, कक ककसी हि िक हम नहीं िानि ेकक कहााँ मिि मााँिें। िो, मनोवैज्ञातनक रूप स ेउस समय वह िबाव - यदि आप सही प्रश्न 
पूछ सकिे हैं, यदि आप िानिे हैं कक ककससे पूछना है। तयोंकक ज्ञान की कमी इस बाि का कारण है ‘कक तयों’, और मुझ पर ववश्वास करें कक दहिं ूसभ्यिा में - 
ववशेष रूप से भारिीय संस्कृति में - मुझे 100% यकीन है कक लसडनी के, पजश्चमी लसडनी के बहुि सारे पररवारों की उस िानकारी िक पहुाँच नहीं है। हम सभी 
कोलशश करिे हैं - पहली बाि होिी है - 'अरे, मैं िुम्हारा िोस्ि हूाँ। मैं आपके िोस्ि को िानिा हूाँ, उसके वपिा का तनधन हो िया है, िो तया आप मुझ ेबिा सकि े
हैं कक तया हुआ था? िो, आपको वह िानकारी प्राप्ि होिी, आप इस ेमझु ेिे िेंि ेऔर मैं इस ेककसी और को िूाँिी'। यही एक मात्र िरीका है। और यह इस बाि 
पर भी तनभवर करिा है कक आपका नेटवकव  ककिना बडा है और वह िानकारी ककिनी सुलभ है। 
 
मेरा ववश्वास है...उन भिनों िक िी िई पहंुच और आईसीयू सतेशन में भी ध्यान-साधना... लसफव  घुलने-लमलने स ेया अस्पिाल में, आईसीयू में उस हास्य-गचककत्सा 
से ही लोि िीक हो सकि ेहैं। मेरा मानना है कक कभी-कभी हाँसना सबसे अच्छा होिा है। िीक उसी िरह िैस ेभिवान लशव और भिवान िणशे की शजति - यह 
फोटोिेतनक है - उनके ललए ये गचत्र हैं, चाहे वे इसे करना चाहें। अपने दिमाि को शांि रखना िरूरी है और अपने दिमाि को िसूरी बािों में लिाना ज़रूरी है। 
 
इसके सही उत्तर के बारे में िो मैं तनजश्चि नहीं हूाँ लेककन उस सकारात्मकिा को ला रही हूाँ। 
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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.  I temporarily lost control, I 
was suffering depression.  He was the rock of the family, he did everything for the family.  So after he left, I 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.  I 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.  I was very touched and moved in all of what they do. 
 
[At times] it was too hard to carry him by myself.  [One day] I accidentally dropped him and he fall on the ground just as the nurse 
came in…I asked, ‘Can I 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, I tried my very best a little bit by little bit try to bring him up and then we both fell on the 
ground again.  I 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, I 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.  I was thankful that I 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.  I felt that my spirits were lifted up.  I 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.  I 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 I love dancing, I had joined this arts 
group.  Before he was diagnosed, I would regularly join the group.  But when he got sick, it had been more than two years that I 
didn’t go.  I stopped all of this.  My daughter suggested I go back to the group for dancing.  It helped me emotionally, [I felt] much, 
much better.  This performance [at Darling Harbour], we practiced the rehearsal many times before.  We also won the prize!  I 
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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跳舞帮我走出了抑郁 

爱丽丝的故事 

文化背景：中国人 

普通话母语人士 
 

 

我的先生在澳大利亚去世了。那是将近三年前的事了。现在想想，时间过得真快。我有一阵子感觉自己失控了，我得了

抑郁症。我先生是全家人的磐石，他为了这个家尽心尽力。他走了以后，我像失去了一切似的。我感到悲痛欲绝，那真

是一段艰苦的日子。 

 

我先生是在去世前一年才被诊断出罹患了疾病。我们试尽了各种疗法，我女儿也帮我先生到处求医。医生说我先生当时

意识清晰，但如果要动手术，可能情况会变得更糟糕，所以医生不能动手术。后来，我先生的意识时好时坏，有时会感

到困惑，他不能一直保持清醒。  

 

居家姑息护理服务非常、非常好… 我觉得澳大利亚在这方面做得非常好，我对此非常感激。在中国，我们做梦也想不到

能有这种服务。对我们最有帮助的就是能有人上门帮忙照顾他，而且还给了我们很多指导，教我们要怎么照顾病人。提

供这方面服务的护理人员态度都非常好，有他们帮忙，真的让我非常感动。 

[有的时候]我一个人力气不够，抱不动我先生。[有一天]我手滑，结果他跌到地上了，刚好那个时候护士来了，我说 ‘可

以帮我把他扶起来吗？’ 护士不愿意，因为她担心会伤了自己的背，所以她无法帮我。护士离开后，我自己努力想慢慢

地把他扶起来，结果我们俩后来一起跌坐到地上了。我那时很失望，感到每个人都是不一样的，；有的人心肠很好愿意

[帮忙]，而有的人却不愿意帮忙。 

 

我先生进姑息治疗医院之前，姑息治疗医生跟我们说，“你们要有心理准备，他很可能就要离世了。” 医生问我们是希望

让他进姑息治疗医院理，还是希望在家自己照顾他。我女儿原本坚持要在家照顾我先生，但是我女儿需要工作，所以我

觉得还是需要送我先生去医院。后来虽然我们决定送我先生去姑息治疗医院，我女儿工作一整天虽然很累，晚上还是会

去医院整晚陪她父亲。女儿这么贴心孝顺，让我感到非常欣慰。 

 

有件事令我到现在都耿耿于怀，就是我先生过世后，医院的工作人员把他的衣服脱下后给他穿上医院的衣服。在中国的

文化传统中，我们很重视人走的时候的穿着。在人刚刚去世的时候，趁着身体还有余温的时候，我们需要替死者换上最

好的衣服让死者体面地离开，但医院却没有给我们这个机会。没有人问过我们想怎么做，没人帮我们做这件事，医院也

没给我们机会这么做。 

 

我们也不能再要求什么了。不过身为医护人员，你们选择了从医，以照顾病人为职业，而人在临终的时候是最需要照顾

的时候… 医护人员应该设身处地为病人和家属着想，更加地尊重临终的病人和他们的家属。 

 

这张照片是在我先生走了之后大概半个月拍的。我女儿带我去市中心走走，想帮我散散心不要过度悲伤。当时在 Pitt 

Street 购物商场有圣诞节庆祝活动。当天晚上的表演非常精彩，我的心情确实好了很多。在接下来的一年，我陷入严重

的抑郁，所以女儿决定带我去欧洲旅游。这张是在瑞士最高的山因特拉肯上拍的。我们在瑞士呆了三天，这次的欧洲之

旅总共去了 20 多天。我后来回中国我在山东的老家。我的老家是个很美的地方。我女儿和孙女跟我一起回中国。其实

回家对我来说真的很不容易… 我感觉自己更抑郁了。不过去拜访亲友，尤其是晚上出门欣赏美丽的夜景，让我感觉好点。 

 

[这张照片]是大概两年后拍的。我先生是职业歌手，我自己很喜欢跳舞，所以后来我就加入了这个康乐小组。在我先生

确诊前，我经常参加康乐小组的活动。自从他生病后，我有两年都没有参加康乐小组的任何活动。后来我女儿建议我再

次参加康乐小组的跳舞活动。跳舞让我心情好起来，开始参加后[我感觉]好多了。我们为了[在达令港]的舞蹈表演排练了

很多次，结果后来我们还得了奖呢！我需要努力走出抑郁，参加舞蹈小组和康乐小组的活动帮助我走了出来。 
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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.  I 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 I 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, I 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.  
I 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, I 
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 I 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, I 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!  I 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 I found and joined The Hills Chinese Association in 
2012.  Although my little Grandson was only two years old and I 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, I 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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社区联系、护理与贡献 

安娜 的故事 

文化背景：中国人 

普通话母语人士 
 

 

1996，我的母亲罹患了乳腺癌并做了手术。后来癌细胞扩散了，母亲病得很严重。医生认为已经没法治疗了，于是建议

我们把母亲带回家。我们在 2004 年 4 月的时候回了中国，母亲在那一年的 11 月去世了。我们当时是在医生的照顾和指

导下照顾母亲的。当时没有姑息护理，也没有其他的支持，不过大部分的亲戚都来看望母亲。尤其是我的兄弟和我母亲

的侄子和侄女，他们从中国不同的城市来看望母亲。我们在母亲去世前三个月才告诉她癌症已扩散的事实。这是我们中

国人的传统，人们往往会向病人隐瞒真相。如果我们把实情告诉她，她会更忧虑压力更大，这样反倒会加重病情。在我

们告诉母亲实情后，她说其实她已经知道自己病得很重了，但是她不希望家人替她担心。 

 

我的哥哥和我们大家都问母亲有什么最后的心愿，她说她唯一的心愿就是想回她的老家哈尔滨。我们当时住在表兄的家，

他们接待我们全家人，还为母亲准备了一间房间，让我们可以在那里照顾母亲。护士每天都会来给母亲打针，补充营养

和为她止痛。大家都互相扶持，这不但包括我的表兄和他的太太，还有他们的孩子。他们让我明白了为什么母亲一直想

回家，回老家。这是因为全家人和亲戚们都很关心母亲，大家对我母亲和我们都非常好。 

 

[这张照片里]坐在最前面的是我的父母，在我左边的是我妹妹，在我右边的是我哥哥。站在最外侧的是我的两个侄女。

因为我来了澳大利亚，所以父母是由哥哥和妹妹照顾的。我父亲身体挺硬朗，所以母亲主要是由父亲照顾的。母亲去世

后，我为我父亲[当时已高龄 81 岁]申请了来澳大利亚的旅游签证。父亲很喜欢澳大利亚的人文和气候。父亲在澳大利亚

期间确诊了罹患癌症，之后家人决定把父亲带回国，让他在中国接受治疗，因为他没有澳大利亚的医保卡。我立刻跟父

亲回中国，回国后他就接受了手术治疗。检查报告结果显示癌症已经晚期，而且已经全身扩散了，医生估计他大概还有

不到半年的时间。因为父亲非常喜欢澳大利亚，我在 2006 年又申请让他来澳大利亚旅游。他来到澳大利亚之后跟我们

度过了愉快的时光。我们带他到处走走，去公园，去户外看风景，还去了墨尔本和很多其他地方。2007 年 1 月，我们看

出他的健康状况变得更差了，于是在 2 月份的时候我们就送他回中国了。后来癌症扩散到了他的肾脏，于是他每天都需

要做透析。 

 

因为父亲很喜欢旅游，虽然知道他的健康状况不好，我还是带他去了趟上海。所以我母亲和父亲在走之前心情都很愉快。

主要的原因是家人都在一起，还有就是我们确保止痛药和其他东西都准备妥当。我们没有让他们受苦，他们俩都是很安

详地走的。2012 年，我和我先生带小孙子回中国看望我婆婆。她看到孙子的时候真的很高兴！我庆幸婆婆走之前见到了

她的曾孙子。 

 

我父母去世后，我有几年的时间心情非常低落，直到我在 2012 年加入了  The Hills Chinese Association 华人社区协会。当

时虽然我的小孙子才两岁，我自己也在家忙着照顾家人，但是加入了华人社区协会改变了我的生活。社区协会大部分的

会员都来自中国，年龄在 60 到 80 岁之间，现在甚至有高龄 92 岁的会员。因为语言不通，有些人无法搭乘公共交通工

具，所以每周活动结束后，我就会送他们回家。自从社区协会成立后，有 4 个会员因癌症去世了，[患病期间]，我们经

常会去医院或者去他们家看望他们。成立了这样的华人社区协会后，他们在精神上和社交上都得到了很大的支持。我们

每周的活动包括合唱团、太极拳、跳舞、时装走秀，还有其他各种各样的活动。我们还经常举办健康方面的讲座。这也

是为什么我一直积极投入统筹华人社区协会的活动，因为其实这是最好的良药，甚至比良药更有益处！参与社交活动能

帮助人克服许多困难，让人心情好转。华人社区协会协助来到澳大利亚的新移民克服许多困难，并帮助他们更好地融入

澳大利亚社会。 

  



66 

 

 
  



67 

 

Respect and kindness  

David’s Story 
Cultural identity: Chinese 

Mandarin speaking 
 

 
Talking about end-of-life care, I 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 I have, is the tradition of my family. 
 
In 1994, I 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, I got a Permanent Residence Visa and I talk 
to Mum about it, and she started crying.  I told Mum not to worry and that I will be back all the time but in fact we didn’t 
permanently go back, but I made sure that I go back to see her every year.   
 
One thing that I was really, really comforted by is that I 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, I went back to China, Mum was okay.  Because she was sick, that year, I 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.  I know that Mum was going, that time…I knew 
from my heart.  Of course, I want her not to be going so soon, but I 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 
I 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 I was a teacher in Electronic Automotive Control.  This other photo was taken 1999, I was 50 years of age and I went to visit 
Mum and the family.  That’s the four children of Mum.  My brother, my two sisters.  My sister passed away 2005, I was there with 
her as well.  I knew that no medical treatment can be provided, so I just thought to be with her is important, so I 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 I 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.  I 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 I 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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仁慈与尊重  

大卫的故事 

文化背景：中国人 

普通话母语人士 
 

 

说到对老年人护理，我很有感触… 无论是我的父母，还是我的祖父母，包括我的岳父母，他们都对其家人和子女有很好

的照料。对于我最有感触的特别是我家人的优秀传统…… 

 

1994 年我技术移民到了新西兰，99 年末全家迁移到悉尼。我这辈子最感到遗憾的是我的母亲没能来到澳大利亚。这是

因为我母亲她晕车，平时坐车总晕得很厉害。1995 年，当我拿到永居签证，告诉我母亲时，我发现母亲立刻就失声痛哭。

于是我立即劝说母亲千万别难过，我会经常回来看她的。我虽然并没有回国定居，但是我基本是每年春节都回国看望母

亲。 

 

令我感到安慰的是，我有一个姐姐、一个弟弟和一个妹妹，我们兄弟姐妹四人。可我的姐姐却比我母亲早逝。我弟弟和

妹妹对我母亲非常孝顺，因此母亲一直都和我弟、妹家人常住一起。2015 年 2 月，妹妹告诉我母亲可能撑不到 9 月份

了，于是我立即回了国。因为回去看到母亲的情况还好，短时间就返回了悉尼。就是因为母亲不是明显病重，那年我回

国了三趟。我的母亲是在 2016 年 1 月去世。去世之前众多家人亲友曾经团聚一次。当时母亲的状态还算正常，因此她

对拜访她的亲友们就说，“你们都要送我，来的太早了，”母亲也觉得自己还能多活久一点。其实当时我心里就意识到，

母亲剩下的日子不多了。当然我不希望她那么快就离开我们，但是我也明白人人都会走到人生的尽头路。生死其实并非

全由自我掌控。所以我觉得如果母亲能够安详辞世，那就顺其自然吧。 

 

中国人很重视人走的时候要穿得体面，因此我妻子在出国前把东西都准备好了。她亲手做了好多个衣物。母亲在最后那

段时间，差不多一直在睡觉，当时我也跟着让她喝点牛奶，她也会张开嘴喝一点。不过我弟弟和妹妹都觉得母亲的情况

不会好转，所以他们一直跟我说，“别再叫醒妈妈了，她年纪已经很大，让妈安详地走吧。” 我也觉得这样的人生终了

还算好，真是希望母亲能如此安详地离去。 

 

母亲去世的那晚，我们整夜陪着她。大家都为母亲能如愿而围绕在她身边为她念经，直到她去世。其实医生也没有给母

亲诊断出患了什么病，她也没什么病痛。妹妹、弟弟和我都觉得其实母亲就是因为年龄已大，母亲去世时正是 92 岁高

龄。 
 

这张照片是在 1987 年拍的。当时我家位于河北省秦皇岛市燕山大学的校园内，母亲一直和我们住在一起。我当时在燕

大自动控制系任教。另一张照片拍摄于 1999 年，我当时 50 岁。我回去看望母亲和家人。照片是我母亲与我和我弟弟、

姐姐及妹妹。我姐姐是在 2005 年去世。她去世之前我也在身旁陪着她。我知道医生已经无法向她提供治疗了。那个时

候我能在姐姐身旁陪着她，就是出于我乐于展示自己对于亲人的由衷爱意，并希望她感受到人间在世的欣慰。这张是母

亲 83 岁大寿时的照片，2007 年，母亲去世前 9 年。 

 

如果当时我母亲跟我在澳大利亚的话，我一定会尽全力好好照顾她。母亲对我的爷爷奶奶都非常好。我父亲走得比较早。

我祖父去世前，我母亲就帮他买好了棺材并把一切都打点好了，也一直对我祖父很孝顺。我母亲对每个人都很好，不管

是对邻居、朋友都很好，大家都很喜欢她。 

 

说到临终，我们应该在这方面教育年轻人。一个人无论拿了几个学位，学识有多渊博，或者享有多高的社会地位，如果

为人不好，那什么都别谈了。做人首先就是要正直善良。我对医疗人员的建议是，不仅要履行身为医疗人员的职责，还

要面带微笑，待人和善，以正确的态度对待别人。对你所照顾的人微笑，表示你尊重他，让那个不久之后就要离世的人

感觉到你的仁慈、善良与可敬。而不是出于义务不得不做这些事情。我觉得中国人的优秀传统文化，就是临终照顾的核

心是尊重。向那些忍受疼痛煎熬，所剩日子不多、即将离世的人表示尊重，对他表现理解、同情，而不是表现出不耐烦

的神态。需要理解他而不是看不起他。坚持正常的咨询与安慰。若总是对他们态度仁慈、和善，并能顾及他人的尊严，

这些都是非常重要的。这也是我的人生观念。 
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Love with no ending  

Mary’s Story 
Cultural identity: Chinese 

Mandarin speaking 
 

 
10 years ago, I was running a restaurant.  I gave up the restaurant business and just wanted to spend a bit of time to go to China 
to visit my parents.  I went back every year for three months – each time I take care of my parents while I was there.  I really 
treasure the time that I spend with them.  I refused to see friends or classmates, I spend every single minute with my parents.  I 
was cooking three meals for them.  This is a photo of when I 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.  I didn’t even know Mum had a fall.  I had just returned from China.  The family 
decided not to bother me because I only just returned.  But after 11 days [in hospital] Mum passed away.  I 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.  I 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.  I left the hospital 10.30 and I 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.  I 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, I think they wouldn’t because number one – we couldn’t buy those clothes here and the 
children I 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’.  I really 
want this kind of moral to be maintained and continued.   
 
I came back from China after my parents passed…I just couldn’t come out of the emotional sadness.  I was very lucky that I had 
the Hills Chinese Association…that’s helped me a lot to come out of the emotional sadness, bring my life back to normal.  I 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” qīng is blue; huā is flower…it’s this blue and white specifically.  We made a dance of that representing the culture 
of China…the porcelain.  I 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.  I feel my life is fulfilled and very full up.  Until now, I continue to be 
a volunteer serving our community in whichever way I can.  
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无止境的爱  

玛丽的故事 

文化背景：中国人 

普通话母语人士 
 

 

十年前，我当时是经营餐馆的。我放弃了餐馆生意，只想花一点时间去中国看望我的父母。每年我都会回国三个月，每

次回国都会去照顾我的父母。我很珍惜跟父母相处的时光。我回国没去找同学或朋友，我把所有的时间都花在陪伴父母

上。我每天为他们准备三餐。这张照片是我回国照顾父母时拍的。 

 

五年前，我的父母在短短的几个月内相继去世了。我母亲因为跌倒昏迷被送进医院接受手术，此后就再也没回家。她去

世时享年 90 岁。母亲的去世对我父亲打击很大，他非常伤心，一个月后父亲也走了。他进医院后就去世了。我当时不

知道母亲跌倒了，我当时刚刚从中国回到澳大利亚，因此我的家人决定瞒着我，不跟我说母亲跌倒的事。可是母亲住院

11 天后就去世了。我立刻回中国陪我父亲，但是很遗憾，父亲走不出丧偶的哀痛。他一直挂念着我母亲，事情对他来说

发生得太突然了。我知道父亲的状况不好，我们叫了救护车，过了大概一个星期之后，我父亲也去世了。他去世时享年

95 岁。当时这一切都发生的太突然了。我的家人都在那里，我一共有五个兄弟姐妹。家人们轮班照顾，每晚都有两个人

在医院。由于父亲年纪很大了，所以就没有安排让其他人来照顾他，我们觉得还是我们自己照顾他比较好。我们在家打

果汁，把食物打成泥，然后带到医院喂父亲。当时每个家人都竭尽全力照顾父亲。 

 

因为母亲的手术失败了，我们不想让父亲受苦，所以我们拒绝让他接受手术或其他的治疗。我们不同意让父亲插管，只

同意让他接受输液。那天晚上 10:30 的时候我离开医院回家给父亲煮鱼汤。我的姐姐和姐夫在医院，父亲睡了。当时没

有任何迹象显示父亲要去世了。我的姐姐发现心电图——父亲的心跳停了。父亲在睡梦中安详地去世了。当时我们全都

立刻赶回医院。大家都非常、非常地难过。 

 

中国人的传统是为逝者穿寿衣。医院当时有人在这方面向我们提供协助，告诉我们要怎么做。寿衣是丝做的，包括穿的

鞋子也都是丝做的。寿衣上会绣有花朵。长者去世时都会给他们穿上寿衣。我们在父母去世前就已经帮他们准备好寿衣

了，这是历史悠久的传统习俗。在澳大利亚，我们没得选择，这些都要看我们的孩子是否遵从传统习俗。还有，一旦患

者入院之后，我们就没法自己做这方面的决定了，因为医院会负责所有的安排。我觉得在这方面，医院是不会决定让给

逝者换上寿衣的，因为首先这种特殊的寿衣在澳大利亚买不到，而且年轻人大概也不会遵从这样的传统习俗。 

 

移民到国外后，很多传统都会改变、会流失。中国人一项固有的传统就是孩子要孝敬父母，照顾年迈的父母。如今这项

传统观念已经没有以往那么浓厚了，跟我们这一代人比起来已经差很多了；我们都是全心全意孝敬我们的父母。现在的

年轻一代比较不一样了。我们经常讨论这个问题。中国人说“我们是会这样孝敬父母的最后一代人了。”我真的希望这

种优良传统能继续传承下去。 

 

父母去世后，我回到澳大利亚，但是我感觉自己就是走不出悲伤的情绪。我很幸运能参加 Hills 华人社团，参加社团活动

真的帮我走出了阴霾，让我的生活再次上轨道。回到澳大利亚之后，我继续参加志愿服务。我们经常去老人院探望老人，

还会练习和排练各种不同的表演活动。这些活动让我的日子过得很忙碌很充实，也帮助我调适了心情。 

 

这张照片是澳大利亚国庆日的时候庆祝多元文化的活动。中国有 56 个民族。这是新疆的传统服饰，各个民族都有自己

的传统服饰。这张是我们跳新疆舞蹈的照片。这张是代表中国的瓷器，这两个颜色-青与白-代表中国的传统文化，是

“青花瓷”特有的颜色。我们编排的舞蹈 - 青花瓷-象征中国传统文化。我参加了家庭健康日的活动，叫做“夜上海”，

这是在中国非常有名的一首曲子。活动期间我们还有烧烤。是的，我觉得我的生活非常丰富充实。直到今天，我仍然经

常从事志愿服务，希望尽我所能为社区服务。 
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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 
I hereby consent to participate in the above named research project. 
I acknowledge that: 
	 •	 I have read the participant information sheet (or I have had it read to me). I was given the opportunity to discuss the information and my 	
		  role in the project with the researcher/s.
	 •	 I understand what the project is about, what I am expected to do and how long it will take. When I asked questions about the project, I 	
		  received satisfactory answers.
Please indicate your consent below: 

		 I agree to be contacted 2-3 times by the Research Assistant, Helen Psychogios, to support me in taking the photos for the project. I would 	
		  like this to be by telephone/email (cross out whichever you don’t want). I understand each call will take about 15 minutes and Helen will 	
		  take notes for research purposes.

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

		 I 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.

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

		 I 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. I also realise that this may mean that they become visible on the internet.
If applicable:

		 I 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. I also realise that this may mean that they become visible on the internet.

I am 18 years of age, or more. 
I consent for my data and information provided to be used for this project. 
I 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 I have agreed otherwise. 
I understand that I 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:  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 I 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 

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

	 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  
	 code or type this web address into your browser 
	 www.wslhd.health.nsw.gov.au/CALD-end-of-life-needs    

–

camera and take a photo right now! Sometimes acting on that impulse is important. You don’t need to think too hard about this

➢ 

➢ 

➢ 

➢ 

–

–

What to do when you’ve finished taking photos –

“What will I be asked to do?” (attached) for further details.
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➢ 

➢ 

➢ 

–

–

What to do when you’ve finished taking photos –

“What will I be asked to do?” (attached) for further details.
[insert name/contact number]
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What to do when you’ve finished taking photos –

“What will I be asked to do?” (attached) for further details.






