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阮君毓醫生

香港大學李嘉誠醫學院

內科學系臨床助理教授

照顧自己及家人：
學好計劃最後一程



概覽

2

為何要計劃最後一程？

應如何作出安排？

怎樣開始？



為何要計劃最後一程？
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死亡可以突如其來

Presenter
Presentation Notes
In this year 2020, we have witnessed lives lost in Hong Kong and around the world due to the COVID pandemic. Being a disease that can affect all of us, young or old, healthy or sick, it has caused many of us to confront our own mortality. As doctors, we perhaps witness this more than others that life can take us by surprise and tragedy can strike in both predictable and unpredictable ways. When decisions need to be made about the care that we receive, we are too sick to be able to express our wishes



“

“89歲的她，擔憂獨自死去
甚於擔憂新冠病毒本身”

5
https://www.nytimes.com/2020/04/07/nyregion/dying-
alone-coronavirus.html

Presenter
Presentation Notes
In the wake of the coronavirus, this fear of dying alone is echoed by elders around the world. Because of restrictions to visitors at hospitals during the pandemic, this fear becomes very real. Many elderly do not want to go to the hospital when they fell sick because they worry about this. 



“…來不及道別”

Presenter
Presentation Notes
I once heard an elderly man recount his experience in the hospital that left him feeling uneasy. Across from his bed, another patient went into cardiac arrest and a group of medics rushed in to perform CPR. The CPR was unsuccessful. Then all the medics left in a blur. Shortly after, cleaning crew came to clear the bed, brought his body out, ready the bed for the next pt.Just like that, that was the end of this person’s life. He felt this was analogous to restaurants clearing the table after someone leaves. This is dying without dignity, without a chance to say goodbye to family.



香港人對於臨終地點的偏好

家中
32%

醫院
52%

老人院
16%

Chung RYN et al. JAMDA 2017;18(4):367.e19-e.27

Presenter
Presentation Notes
CUHK did a survey a few years back to understand what the HK public’s preferences are on EOL care and place of deathA telephone survey of 1,067 adults of the General Hong Kong Population above 30 years old. If not sufficient support – most would change their mind about dying at home



臨終地點跨國比較

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

香港

新加坡

台灣

英國

醫院 ~61%

醫院 ~40%

醫院 ~48%

醫院 ~90%

家中 ~27%

家中 ~40%

家中 ~23%

其他 ~10%
（包括老人院及家中）

其他 ~29%
（包括老人院）

其他 ~20%
（包括老人院）

其他 ~19%
（包括老人院）

總死亡人數：501,404 （2014）

總死亡人數：163,858 （2014）

總死亡人數：19,393 （2014）

總死亡人數：45,710 （2014）

Presenter
Presentation Notes
In HK, >90% of deaths occur in hospitals (96% for elderly aged 65 or above – 2017 figure); 40% are RCHE residents. Compared to 61% in Singapore and 40% in Taiwan. Why?- Die in the hospitalRepeated hospitalizations – spend more than 1/3 of last 6 months in the hospital



香港人對於晚期照顧的偏好

Chung RY et al. J Am Med Dir Assoc. 2017; 18(4):367

盡可能延長壽命，
儘管帶來痛苦與不適

12.4%

能夠帶來舒適的照顧，
但不一定要延長壽命

87.6%

Presenter
Presentation Notes
CUHK 賽馬會公共衞生及基層醫療學院 did a survey a few years back to understand what the HK public’s preferences are on EOL care and place of death. It asks the participants if they were to be diagnosed with a terminal condition, would they prefer to receive care that gives comfort vs treatments to try to prolong life?But what we see- Don’t know they are dying Experienced unrelieved pain, receiving treatments that add to their discomfort  



10



Presenter
Presentation Notes
There has been success stories of patients who were able to spend their last days at home. This requires on the circumstances of the patient – the needs they have both in terms of medical and caring needs, the family support and other resources available. This must require preparation and planning.



Presenter
Presentation Notes
So what’s the point in planning? It’s not a great thing to think about. We can’t control when we die. But we do have some control over how we die. Many of us have hopes for how we want our lives to end.



如何作出安排？



醫生，我擔心我嘅健康情
況會變差。你可唔可以話
俾我知以後會變成點？

請醫護人員告知你真正的
病情預測

同你醫生傾下



我擔心我唔可以再自己
照顧自己好耐。我唔想

拖累我啲屋企人。

講出你的擔憂與焦慮

同你醫生傾下



講出你的心願

同你醫生傾下

我唔想咁痛同埋唔使成日來
醫院，咁我就可以花多啲時

間陪伴屋企人。

Presenter
Presentation Notes
When I’m asked these questions of my patients	- I’ve had an 80+ year old grandpa with advanced lung disease that he wishes to eat curry beef again (because he gets SOB especially when eating spicy foods) and that he wants to be discharged a nursing home so his wife doesn’t need to take care of him and that his 9-year old grandson can visit him. Another patient I’ve taken care – 30+ teacher says she wants to stop chemotherapy because it makes her sick and tired and she wants to play dinosaur toys with her two young sons on her living room floor



延長壽命

生活質素

了解你的晚期照顧選項

Presenter
Presentation Notes
The first step is to understand what choices you have in the care and treatments you receive. While medical advances in the last 100 years have enabled us to treat new diseases and extend people’s lives, at times it extends life at the expense of quality of life. The default approach in medical care is to extend life – but it comes to people with serious illness – how to decide the balance between QOL and extend life can be difficult.Although doctors have the medical knowledge, the piece of information that is critical in making decisions about treatments that we don’t have is how much your value the chance to extend life at the cost of quality of life/suffering – it’s a matter of personal judgement. Without information about your preferences, doctors may err on the side of what they always do – to preserve life



了解你的現有的選項

• 現有的治療目標是?

• 預期的結果是?

• 有什麼可能的壞處? (副作用?)

• 我還有什麼其他選擇?

• 我的願望是否合乎現實?



和家人溝通

Presenter
Presentation Notes
Talking about it with your loved one can be tough, whether you’re the ill patient or the family member – they may not want to hear what you have to say



就算我宜家咁醒，我都
擔心我情況差個陣會唔
清醒。我想及早準備

好。

開始家庭討論
記唔記得姨媽上年過身
個陣，佢個女要為佢做
醫療決定真係好困難！

Presenter
Presentation Notes
But talking is important – in fact, it’s everythingStart by thinking about what you want to say and find a good time to tryThe conversation should not be forced, give it time. That’s why it’s good to start early



你想唔想帶埋屋企
人來一齊討論呀？

醫護人員可以幫助你同家人
開展溝通



Advance Care Planning Australia 
https://www.youtube.com/watch?v=0AcjGLn9BZ8

「預設照顧計劃」
Advance care planning

Presenter
Presentation Notes
Having these conversations is what we call advance care planning – the communication process between an individual, close relatives, and healthcare providers to discuss and understand the individual’s goals, values, and preferences to guide decisions on the kind of care that would be appropriate when the individual can no longer express him/herselfIf how you take this last journey matters to you, then talking is the best way to prepare your family to be your voice, and to make sur that your medical providers will honor your wish



重症患者和家人:可以做什麼?
• 了解病情預期發展和照顧選項

• 表達自己的擔憂和心願
• 安排照顧計劃以乎合病人的需求

轉介至抒緩治療或晚期照顧服務

• 就算病人不再神志清醒，家人也可
以參與

「預設照顧計劃」

Presenter
Presentation Notes
ACP is a communication process where For patients with serious illnessUnderstand illness and prognosisArticulate their values and wishesDiscuss how to provide care that matches patients’ goals  palliative care; end-of-life care servicesOften making an AD may occur as one the outcomes –plans regarding withholding LSTACP can be done for patients who cannot speak for themselves  help families understand loved one’s illness and 



腦退化症患者的「預設照顧計劃」

沒有家屬參與「預設照顧計劃」
的晚期腦退化症患者
採用插管鼻飼的

幾率高8.5倍

Presenter
Presentation Notes
Over 800 patients with advanced dementia considered for feeding tube placement due to feeding problems at 2 geriatric convalescent wards



仍在健康狀態: 可以做什麼?
• 開始考慮哪些健康狀態超出可
接受範圍

「預設照顧計劃」

Presenter
Presentation Notes
ACP is a communication process where For patients with serious illnessUnderstand illness and prognosisArticulate their values and wishesDiscuss how to provide care that matches patients’ goals  palliative care; end-of-life care servicesOften making an AD may occur as one the outcomes –plans regarding withholding LSTACP can be done for patients who cannot speak for themselves  help families understand loved one’s illness and 



權衡取捨

生活質素
延長壽命

生活質素

延長壽命

Presenter
Presentation Notes
Kuan Hung



仍在健康狀態

• 考慮誰能夠代你表達意願

• 告訴家人你希望他們支持你的
心願

「預設照顧計劃」

Presenter
Presentation Notes
ACP is a communication process where For patients with serious illnessUnderstand illness and prognosisArticulate their values and wishesDiscuss how to provide care that matches patients’ goals  palliative care; end-of-life care servicesOften making an AD may occur as one the outcomes –plans regarding withholding LSTACP can be done for patients who cannot speak for themselves  help families understand loved one’s illness and 



患者
￮ 自主決定自己接受
的晚期照顧

￮ 減少家人負擔
￮ 有時間做好準備
￮ 完成心願

￮ 增加與至親的溝通

計劃的好處
親屬
￮ 做好準備為至親作
出決定

￮ 避免與其他親屬產
生糾紛

28
Kolarik RC. J Pall Med 2002.

Presenter
Presentation Notes
For translation ideas: https://www.ioa.cuhk.edu.hk/images/content/training/EOL/resource/ACP-handbook.pdf



「預設照顧計劃」= 溝通過程



賽馬會安寧頌「吾該好死」



賽馬會安寧頌「晚期照顧手冊」

Presenter
Presentation Notes
An advance directive is a legal document where an individual can indicate advance decision to refuse life-sustaining treatments under one of 3 specified conditions and the pt can no longer express his or her wish3 pre-specified conditions: (i) terminally ill; (ii) in persistent vegetative state or a state of irreversible coma; ( iii) in other end-stageirreversible life-limiting condition.Who can make: any mentally competent person who is aged 18 or above can make – healthy or ill How: in writing on a non-statutory model AD form (overseas AD and before legislation are validValidity: present original copy of ADApplicability: only under pre-specified conditionsRevoke: Can be revoked at any time 



賽馬會安寧頌「晚期照顧手冊」

Presenter
Presentation Notes
An advance directive is a legal document where an individual can indicate advance decision to refuse life-sustaining treatments under one of 3 specified conditions and the pt can no longer express his or her wish3 pre-specified conditions: (i) terminally ill; (ii) in persistent vegetative state or a state of irreversible coma; ( iii) in other end-stageirreversible life-limiting condition.Who can make: any mentally competent person who is aged 18 or above can make – healthy or ill How: in writing on a non-statutory model AD form (overseas AD and before legislation are validValidity: present original copy of ADApplicability: only under pre-specified conditionsRevoke: Can be revoked at any time 



預設醫療指示
≠

安樂死



有關晚期照顧的立法建議公眾諮詢
(2019)

目標

提升預設醫療指示的法律保障

減少在執行預設醫療指示時會遇到的法律障礙

修改相關條例以幫助晚期病人選擇在老人院離世

The government of HKSAR press release, September 6, 2019

Presenter
Presentation Notes
For Chinese: consultation ji shun; https://www.fhb.gov.hk/cn/press_and_publications/consultation/190900_eolcare/index.htmlThe Fire Services Ordinance obligates the rescue personnel to perform resuscitation even if AD in place) The requirement regardless of whether resident is diagnosed as having a terminal illness or have been attended by a medical practitioner within 14 days prior to death (exempted for people who die at home who are diagnosed as terminally ill)For translation: https://www.info.gov.hk/gia/general/201909/06/P2019090500543.htm?fontSize=1晚期照顧立法建議公眾諮詢Consultation report July 2020A mandate to move forward with legislation on AD



預設醫療指示的限制

預設拒絕治療並非等

同於好的晚期照顧

難以找到有時間,        
知識，且願意討論晚期

關懷與遺願的醫護人員

35

難以預測健康狀況和作出

醫療決定的後果（尤其是

身體健康者）

不能避免地要和家人討論

嚴肅話題，否則容易帶來

衝突



我和家人是否應該簽署
預設醫療指示？

附近沒有家人或親近朋友？

有否預見親屬之間出現意見
上的分歧？

有沒有了解你且尊重你意願
的醫護人員？

部分考慮因素

Presenter
Presentation Notes
你是否希望由家人為你做決定，或者給予他們彈性的決定空間？有沒有了解你且會尊重你意願的醫護人員可以信任？你是否希望通過其他途徑表達意願？



“
選擇抒緩治療是否就

意味放棄？
生活質素

延長壽命



在確診時已同時選擇舒緩治療和普通治療的癌

細胞轉移的肺癌患者，相較只選擇普通治療的

患者：

 更高生活質素

 較少焦慮與抑鬱情緒

 較長存活時間

Temel JS et al. N Engl J Med 2010;363:733-42.

Presenter
Presentation Notes
Researchers at Harvard Medical School in a landmark study in 2010 found that 11.6 months vs 8.9 months



第一福是“長壽”
第二福是“富貴”
第三福是“康寧”
第四福是“好德”
第五福是“善終”



怎樣開始？

40
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香港預設照顧計劃及晚期照顧的資源

https://www21.ha.org.hk/smartpatient/SPW/
MediaLibraries/SPW/SPWMedia/ACP-AD-
DNACPR-Chi.pdf

http://www.socsc.hku.hk/JCECC/lang/

https://www.ioa.cuhk.edu.hk/zh-
tw/resources

http://acpe.cuhk.edu.hk/

http://www.socsc.hku.hk/JCECC/lang/
http://www.socsc.hku.hk/JCECC/lang/
https://www.ioa.cuhk.edu.hk/zh-tw/resources
http://acpe.cuhk.edu.hk/


總結

無論是對患者自身，家庭成員還是醫護人員，提前

計劃晚期照顧可以帶來極大的好處。

預設醫療指示是其中一項幫助計劃晚期照顧的文

件，但只有這份文件不代表已達到了好的晚期照

顧。

好好計劃最後一程要由患者，家屬和醫護人員之間

的溝通——溝通才是重中之重。

42



多謝！

43



預設照顧計劃
李夢雅女士
顧問護師

http://www.ha.org.hk/haho/ho/psrm/CACPGuidelines.pdf


旅程規劃

生涯規劃



人
生
最
後
一
段
旅
程

是
否
也
可
以
規
劃
?



在走到生命的最後一程時，人仍可為自己
作出選擇: 預設照顧計劃

 是嚴重病患者與家人、醫護人員一起溝通的過程（不止傾談一次）

 讓家人和醫護人員更了解病者的價值觀、喜惡，與病者一起預先釐定

在臨終時的治療意向及其他有關臨終照顧的選擇

例如：生活質素與延長性命，哪樣更重要？

臨終時想在哪裏離世？

臨終時是否急救、插喉？

 不是法律文件，沒有法律約束力。



 好處

 可以加強病人、家人和醫護人員的互信和了解

 免卻家人面對決定病者生死時的困難和壓力

 減少作出決定後才感矛盾和內疚的機會

 對病者來說，更是體現對他們的生命和意願的尊重。



虛構個案分享

⎾我在安老院的日子⏌



林婆婆85歲，患有心肌梗塞、充血性心臟衰竭以
及晚期認知障礙症。喪偶的她過去五年一直居於安老
院。

過去幾年她開始臥床不起而且失語。

她有一個兒子和一個女兒，女兒定期來看她，可是她再
認不出女兒來。



去年，林婆婆因吸入性肺炎而要多次入院，言語治療師評
估記錄也顯示她誤吸的情況存在高風險，並建議採取非口
腔餵飼。

病房内的老人科醫生開始與家人討論鼻胃管飼(nasogastric 
feeding tube)及人手小心餵食的建議。



他解釋，林婆婆進食減少及吞嚥困難都是認知障礙症晚
期的症狀，由於家人曾聽過林婆婆說: ⎾我寧願死，也不要
被插入餵食管。⏌最後家人採取人手小心餵食。

出院後，林婆婆接受了人手小心餵食數個月。但是，她接著
開始發燒。被轉送到醫院，並發現她患有嚴重的肺炎。



最後一次出院的一個星期後，社區老人評估小組的護士
探望了她。

護士注意到林婆婆過去幾個月裏每況愈下、日漸消瘦的
情況，於是決定和家人安排會面，討論預設照顧計劃。



討論過程上遇到的挑戰

1. 合適的人/事情/時間
2. 心理掙扎 (文化因素)(對紓緩治療的看法)
3. 考慮因素 (家庭決定)
4. 溝通過程及技巧
5. 預設照顧計劃的概念



醫生

護士

家屬

社工

言語治療師

物理治療師

營養師

院舍

團隊

Presenter
Presentation Notes
© Copyright PresentationGO.com – The free PowerPoint template library



最後……

林婆婆家人遵照她生前的意願: 
不使用鼻胃管餵食及不作心肺復甦術

婆婆在家人陪伴下在醫院安然離世，也在臨终時院方亦
沒有替她施行心肺復甦術，家人在整個過程中得到心靈
平安。







社區資源

1. 賽馬會安寧頌
2. 香港癌症基金會
3. 美善生命計劃香港大學行為健康教研中心
4. 善寧會賽馬會善寧之家
5. 基督教靈實協會
6. 賽馬會耆智園
7. 香港家庭福利會
8. 救世軍
9. 香港復康會





活著，是最好的禮物
善終，是最美的祝福



日期 主題

2021年3月13日 傳染病

2021年4月17日 乳癌及血幹細胞移植

2021年6月12日 腎病

2021年9月11日 腦神經

2021年10月23日 呼吸系統

2021年12月11日 風濕及臨床免疫學

2021年公開講座
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