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 What do people want at the end of life? How do you 
want to be cared for?  
 

 Where do we go wrong at the end of life? 
 

 What is a good death? 
 

 Improving the end of life experience. 
 Pain and Symptom Mx 
 Health Promoting Palliative Care 
 Improving communication at the EOL 

 
 Communication Issues at the End of Life 

 



How would you want to be cared for 
at the end of YOUR life ?  

www.lifebeforedeath.com 

how do you die.VOB
how do you die.VOB


 90 year old lady with no major 
medical illness before 
 

 Had general deterioration in condition 
over 2 weeks and brought into 
hospital with fever and dyspnoea. 
 



 Cognitive function impaired, not 
arousable and sPO2 85% BP 80/55 HR 
115 

 On admission she was found to have 
renal impairment and her Se Albumin 
17g/dl  
 

 Family said pt never spoke about 
advanced wishes. She was still walking 2 
weeks before her rapid deterioration till 
admission.  
 



Would you ventilate 
this lady in ICU ?  



 The senior consultant in charge 
decided that a pneumonia and 
completely reversible she should be 
ventilated electively and sent to ICU.  
 

 Her family were uncertain if this was 
the best thing to do and feared it 
would cause her to suffer but could 
not decide against it.  
 



 
 She was electively intubated and 
developed cardiorespiratory arrest 5 
mins after intubation.  
 

 CPR was performed and cardiac 
rhythm was restored but she had no 
spontaneous breathing.  
 













 The physician explains her prognosis 
is very grave and her heart would 
possibly stop at any time.  
 

 Family then decided it would be best 
to bring her home to die.  
 



 She was then brought home with an 
ambulance whilst on a portable 
ventilator.  
 

 On the way home she began to have 
spontaneous gasping respiration. 
 

 She was extubated upon arrival at 
home and put on oxygen.  

 
 



 She continued to have gasping 
respiration and the family expected her 
to die in a few minutes after 
extubation.  
 

 However she continued to gasp for 
several hours and her pulse rate was 
good.  
 

 Family decided to bring her back to 
hospital.  
 



 Ambulance is called and she arrives in 
ED  gasping with a lot of respiratory 
secretions.  

 Her BP is 70/35 and she is not 
responsive. 
 

 She is suctioned and stops breathing.  
 

 CPR is initiated and she is about to be 
intubated when the patient’s son finally 
steps in to tell the doctors to stop.  
 













Where is it going 
wrong ?  



What is a GOOD 
DEATH ?  



GOOD DEATH 

 Free from avoidable 
distress and suffering for 
patients, families, and 
caregivers 

 In general accord with 
patients’ and families’ 
wishes 

 Reasonably consistent with 
clinical, cultural, and 
ethical standards 

BAD DEATH 

 Needless suffering 
 Dishonoring of patient and 

family wishes or values 
 A sense among participants 

or observers that norms of 
decency have been 
offended, including those 
resulting from or 
accompanied by neglect, 
violence, or unwanted or 
senseless medical 
treatments 



1. To know when death is coming, and to understand 
what can be expected 
 

2. To be able to retain control of what happens 
 

3. To be afforded dignity and privacy 
 

4. To have control over pain relief and other symptom 
control 
 

5. To have choice and control over where death occurs 
(home or elsewhere) 
 

6. To have access to information and expertise of 
whatever kind is necessary 

“The future of Health and Care of Older people”- Debate of the Age 
Health and Care Study Group 1999 



7.  To have access to any spiritual or emotional support required 
 

8.  To have access to hospice care in any location, not only in 
hospital 

 

9.   To have control over who is present and who shares the end 
 

10. To be able to issue advanced directives which ensure wishes  
are respected 

 

11. To have time to say goodbye, and control over other aspects 
of timing 

 

12. To be able to leave when it is time to go, and not to have life 
prolonged pointlessly 
 

“The future of Health and Care of Older people”- Debate of the Age 
Health and Care Study Group 1999 



 Pain and Symptom Management  
 Fear of physical suffering 
 

 Clear Decision Making  
 control and communication. 
 

 Preparation for Death  
 reducing uncertainty, expectations and acceptance  
 

 Completion  
 spirituality and meaningfulness at end of life.  
 

 Contributing to others  
 gifts, time, knowledge 
 

 Affirmation of the Whole person  
 being treated as a unique individual 
 



Poor 
Outcome 
At end of 

life 

Providing 
information Collusion 

Family Distress Poor management at 
end of life 

-Poor technique of delivering bad news 
 -Lack of good rapport 
  -Poor communication skills 
    -Communication with family in the absence  
       of patient leading to collusion 
        - Lack of awareness amongst doctors on  
           issues of patients rights and confidentiality.  
           -Lack of guidance / training at  
             undergraduate and early post-grad  level  
              -Lack of regard amongst health   
                professionals on the importance of good   
                 communication 

-Patient unable to decide due to lack of 
information 
   -Family decisions based on their views and   
      not patient 
        -Family unable to let go and accept  
          situation 
            - Misguided feeling of authority of  
               certain family members 
                -Family expectations of who makes  
                 decisions  

                          - Lack of palliative care provision by  
                            healthcare system   
                      -Lack of discussions about advanced  
                       directives 
                  - Patients wishes unexplored 
                - Surrogate decisions not true reflection of  
                   patients choice 
            - Lack of understanding in palliative care 
          - Expectations focused on acute care 
        - Doctors not well trained in EOL care 
      - Doctors feel it is easier to provide acute care and  
        avoid difficult EOL discussions 
   -  Inappropriate concerns of medico-legal implications 
- No clear policies of EOL care 

- Loss of precious moments 
  - Loss of meaningful family interactions 
    - Damaged relationships 
       - Loss of patient’s autonomy 
         -Patient unable to plan for future 
            - Increased fear, anxiety and  
               distress in patient due to  
               uncertainty 

                        - Fear of making patient         
                          distressed by bad news 
                   - Recall of previous bad  
                      experiences 
             - Lack of trust in healthcare   
                personnel / system 
         - Unrealistic expectations not met 
      - High level of death anxiety 
    - Cultural norms and upbringing 
  -Lack of awareness of death and dying 
- Lack of information provided to the family 

Poor Decision 
Making 



Improving the End 

of Life Experience 



1. Improving pain and symptom management  
 

2. Public Health Palliative Care / Health 
Promotion 
 

3. Improving Communication in EOL issues 
 



Improving Pain and 
Symptom 

Management 



Stjernsward J et al. JPSM 2007;33(5)  



National Cancer Management 

Blueprint 

10 –year Master Plan:  

2006-2015 





HOSPITAL CARE COMMUNITY CARE 

Networking 



Palliative Care :   
A Basic Skill 



Specialist Palliative Care 

Basic Hospital Palliative 
Care 

GP Palliative Care Primary Care 

Secondary Care 

Tertiary Care 



Full PDF version available online at: 
 
MOH website: 
http://www.moh.gov.my/attachments/5528 

 
 

Academy of Medicine Malaysia: 
http://www.acadmed.org.my/view_file.cfm?fileid=342 

 





 Clinical pathway in the last days of life  
 

 Ensure appropriate physical care provided  
 Pain 
 Dyspnoea 
 Nausea / Vomiting 
 Restlessness 
 Terminal secretions 
 

 Also ensure appropriate communication 
provided and documented 

 



1. Mehta A, Chan LS. Understanding of the Concept of “Total Pain”: A Prerequisite for Pain Control.  J Hospice & Palliative Nursing, 2008 Jan/Feb;10(1):26-
32  
 
2. Clark, D. (1999). “Total pain,” disciplinary power and the body in the work of Cicely Saunders, 1958–1967. Social Science and Medicine, 49, 727–736 

Total 
Pain 

Physical Psychological 

Social Spiritual 



Public Health Palliative 
Care /  

Health Promoting 
Palliative Care 



Health is a state of complete physical, mental and 
social well-being and not merely the absence of 

disease or infirmity 
World Health Organisation, 1948 



 50% of patients with cancer or 
terminal illness experience 
unrelieved pain or other 
symptoms during their final 
days. (Study to Understand Outcomes and Risks of 
Treatment. JAMA Vol.274(20)1995) 
 

 Increased likelihood of 
depressive symptoms and 
mortality among caregivers of 
terminally ill patients. (Shultz R. JAMA 
1999) 
 

 Families of seriously ill may 
suffer serious financial 
consequences. (Emanuel E. et al. Ann Int Med 
2000) 



•  Preventing suffering 
physical, social, psychological 
and spiritual problems associated 
with death and dying 

 

• Community participation 
changing community attitudes 

 

•Health and Death Education 
raise awareness on death and 
dying and promoting healthy 
expectations 

Kellehear A. 1999 



Why Dying matters to me: 
 
 

www.dyingmatters.org 





 “ Talking about dying won’t make it 
HAPPEN! “ 
 

  Lack of conversation is the most important 
reason why peoples’ wishes go ignored or 
unfulfilled at the end of life.  
 

 Talking about your choices at the end of life 
empowers you and those caring for you to 
maintain control of your life till the very 
end.  



 Be direct 
 

 Acknowledge that it is not and easy subject to talk 
about for many people 
 

 Useful starting :  
“ Have you ever wondered what would happen…?” 

 

“Do you think we should talk about…?” 
 
 

 Reassure the person you are not raising the issue 
because you are ill and have been witholding 
information from them 
 
 

 Listen to what the person says and allow time to 
reflect 
 



 Consider legal and financial matters: 
 Make a will, get legal advice if necessary 
 Consider insurance 
 Plan for the care of dependents 
 

 Express your preferences for care towards the end of your 
life: 
 The type of medical care you would like towards the end of your life 
 Where you would like to die 
 Whether you want to be resuscitated or not 
 

 Save other lives - through organ donation: 

 If you want to donate any organs to save other lives or leave your 
brain or body to medical research, e.g. to help with dementia ,write it 
down and tell your family 



 
 Leaving a memorial or legacy: 
 What would you like people to know before you die 
 Messages, memory boxes, videos for loved ones 
 Living funeral 
 

 Plan your funeral arrangements: 
 What do you want, burial, cremation, green funeral, other 
 Any service, memorial service, wake, celebration of your life 
 What songs, messages, themes 
 Who do you want to attend 
 

 Prepare for bereavement 
 Helping loved ones know where to get help if they need it 





Improving 
communication in 
End Of Life Issues 



Providing Information in 
the absence of patient  

Collusion  

Poor Decision Making 

Family distress / Guilt 

•Patient’s wishes not met 
•Poor End of Life Care 

 Regrets / Anger / Dissatisfaction & Blame 

Poor Quality of Life and Health 



1. Reduce uncertainty 
 

2. Enhance relationships 
 

3. Give the patient and family a direction in 
which to move 

 
Twycross R. “Introducing Palliative Care” 1995 



The basic message a patient wants to hear at a 
time of increasing uncertainty: 

 
 “No matter what happens to you, we will 

not desert you.” (acceptance) 
 

 “No matter what happens you are still 
important to us.” (affirmation) 
 



1. Providing Information  
 

2. Dealing with Conflicts 
 

3. Facilitating Decision Making 





1. Introduction and building rapport 
 

2. Assess insight and expectations 
 

3. Provide information  
 

4. Address Concerns 
 



 MOST VITAL step in communication  
 

 Without rapport not effective communication 
can occur 
 

 Beginnings: 
“ I am the doctor/nurse/ case manager/ 

volunteer for …… . Thank you for coming to 
discuss ….” 

 
“ I have been looking at …. Case file / I have 

been managing him/her for the past few 
months now….” 

 



 Ensure subsequent discussion is on the same 
wavelength.  
 

 Clarify misconceptions before moving 
further.  
 

“What do you make of everything that has 
been happening?” 

 
“Can I check what others have explained 

to you so far” 
 
 



 Clear and precise to a level patient/family 
member is able to understand.  
 

 Check by observing body language, facial 
expressions and reactions.  
 

 If reaction appears inappropriate, check if 
what has been said was understood.  
 

 Allow questions for clarification.  



 Draw out immediate concerns  
 

 Take opportunity to discuss other end of life 
issues if appropriate  
 

 Maintain realistic hope  
 

 Provide a sense of support 



 Bad news can be nothing but “bad news” 
 Do not attempt to make bad news sound good – leads 

to confusion / message unclear 
 

 Soften the blow : 
 Fire a warning shot 
 Using hierarchy of euphemisms 
 

 Important key factors: 
 Clarity 
 Empathy 
 Support 



 Common scenarios 

 Collusion  

 Family demanding for futile therapy (chemo/ CPR) 

 Family feud 

 

 



Principles: 
 Maintain neutrality – do not take sides 
 Explore issues, concerns and expectations 

 

 Work with the family and not against 
 

 Enhance rapport at all times 
 Consider a family conference  
 Circular questioning 

 



 Collusion is an ‘act of love’ 
 

 Acknowledge collusion then explore and 
validate reasons for it. 

 
 Work with and not AGAINST the family 

 
 Establish the emotional cost of collusion 



 
 The patient cannot make decisions 

 
 The patient may not be compliant to treatment 

 
 The patient cannot plan for the near future 

 
 Precious moments are wasted 

 
 Burden of deceit on relatives 

 
 Burden of decision making on carers 



 Age 
 Education level 
 Occupation 
 Culture and Nationality 
 Religion 
Ref:  
 
       1. Miyata H. et al: “Disclosure preferences regarding cancer diagnosis and prognosis: to tell or 

not to tell?”; J. Med Ethics 2005 Vol 31 
       2. Sullivan RJ et al: “Truth telling and patient diagnoses”; J Med Ethics 2001 Vol 27 
       3. Buken NO: “Truth Telling information and communication with cancer patients in Turkey”; 

JISHIM 2003 Vol2 
       4. Dalla-Vorgia P et al : “Attitudes of a Mediterraneam population to the truth telling issue”; J 

Med Ethics 1992 Vol 18 
 



 Assess every patient as an individual 
 

 Maintain principles of medical ethics - AUTONOMY 
 

 Do no harm  
 

 Maintain communication with family and patient 
and work together to achieve best care for patient  





 Anticipate problems and start discussions on 
end of life issues early 
 

 Provide adequate and accurate information  
 

 Medical futility should be based on best 
evidence and patients best interests. 
 
 



 

 Decisions made on basis of human rights:  
a) Right to life 
b) Freedom from degrading or inhumane 

treatment 
c) Respect for privacy and family life 
d) Freedom of expression 
e) Freedom against discrimination 

 



 Discussions should be part of overall 
discussion of patients condition and not an 
isolated discussion  
 

 Avoid making patients “Choose between 
life and death”  
 

 Emphasise the importance of the patient’s 
best interest.  
 



 Decisions on CPR are clinical decisions and 
should only be made by the primary healthcare 
team 
 

 Relatives should not be made to decide if CPR 
should be done!  They are not medically trained 
to make that decision!  
 

 Neither patients nor their close relatives can 
demand treatment if it is clinically 
inappropriate.  
 



“ I know you must love your (relative) 
very much and it must be difficult 

seeing him/her in this way”  
 

“ I know you would want to do 
everything possible to give her/him the 

best care. Sometimes, resuscitation 
may not be the best thing for her/him”  



“How someone dies 
lives on in those who 

live on…” 
 

Dame Cicely Saunders 


