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Outline

• Background 

• Theoretical framework

• Phase one: Systematic Review 

• Phase two: Sequential Exploratory Mixed Method 
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Operational Definitions

•Advanced Cancer -Stages III & IV

•End-of-Life Care - Care given to people with 
advanced cancer in ICU

•Family member – A person who is giving regular, 
ongoing assistance to a person with advanced cancer 
care in the ICU 
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Background (1)

Globally, cancer is one of the leading causes of death, accounting for 13% of 
deaths worldwide (3, 4). 

Comprehensive and complete information on stage at diagnosis is not available 
for most parts of the world

 In Saudi Arabia, 69,941 people were diagnosed with cancer between 2004 and 
2009, and more than 50% of these cases were classified as stage four cancer.

 End of life care (EOLC) is considered for patients with life threating illnesses.
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Background (2)

 In many developing countries including Saudi Arabia, there is limited number 
of PCS, so EOLC mostly delivered in medical settings including ICU settings.

EOLC is still problematic and challenging in most settings in developing 
countries particularly in the ICU setting.
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Aim

Aim of this research is to explore the elements of EOLC for people with 

advanced cancer, from the perspectives of patients and their familiesin 

intensive care units (ICUs) in Saudi Arabia. 
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Research Questions
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Phase one
• What end-of-life care preferences of patients with advanced cancer and their families in intensive care units?

Phase two: 
study one

• What do people with advanced cancer receiving care in an intensive care unit in Saudi Arabia consider to be 
elements of quality EOLC?

• What do families of people with advanced cancer receiving care in an intensive care unit in Saudi Arabia 
consider to be elements of quality EOLC?

Phase two: 

study two

• Does the modif ied or developed tool capture the essence of the elements of EOLC of patients with 
advanced cancer in ICUs in Saudi Arabia?

• Does the modif ied or developed tool capture the essence of the elements of EOLC of families of patients 
with advanced cancer in ICUs in Saudi Arabia?

 

 

  

 

 

 

 

                            

   

   

 

 

  

 

 

 

  

 

 

  

 

      

 

 

   Study Two 
Quantitative 

Patients and Family 
Members 

Third publication 
- study two 

results 

Phase one: 
Systematic Review 

Phase two: 
Sequent ial  
Exploratory Mixed 
Method Design 

Part one 
Semi-structured interviews 
with patients (Completed) 

Part two 
Semi-structured interviews 
with fami ly members 
(Completed) 

Data Analysis and write up of 
study one (nearing complet ion) 

Based on the findings from study one -selection 
of a val idated tool  OR modify a validated tool OR 

develop a tool for study two 

Option 1 - use of a validated tool 

 

Study One  

Qualitative 

First 
publication 
(Completed) 

Second 
publicat ion -   

study one results 

Option 2 - modify or develop a 
tool 

Intent will be to assess 
provision of EOLC 

Intent will  be to preliminary 
test the tool  in the Saudi 
Arabian context 9

Peaceful End of Life 
Theory (Ruland and Moore 1998) 
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PHASE 1 EXPLORATORY–Systematic Literature Review 

• Title: End-of-Life Care preferences for people with advanced cancer and their families in 
Intensive Care Units: A Systematic Review

• Objective: To explore the elements of quality EOLC in ICUs from the perspective of people 
with advanced cancer and their families.

• Method: Electronic searches of PubMed, CINAHL, Medline, Scopus, Web of Science, the 
Joanna Briggs Institute and Google Scholar were conducted up to June 2017.

• Two reviewers (HY, KN) independently screened titles and abstracts using the inclusion and exclusion 
criteria.
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EOLC activism 

• Developed countries (Australia, Japan, the United Kingdom (UK) and the 
USA.

• Developing countries (Brazil,Indonesia, and Saudi Arabia).

12



7/11/2019

3

13

National Consensus 
Statement: essential 
elements for safe and 
high-quality end-of-life 
care - ACSQHC

Results

• A total of 112 full text articles were retrieved. Of these, 12 articles reporting 
outcomes from 10 studies were eligible for inclusion.

• Nine included only patients.

• Two included patients and their families.

• One study interviewed families of patients with cancer who died in an ICU setting.

• Eleven articles report outcomes of studies conducted in developed countries with the 
remaining study undertaken in the developing country of Brazil. 
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Results: Patients’ perceptions

• Patient-centred communication and shared decision-making (n=8)

• Component of care (physical, psychosocial, emotional, cultural or spiritual) 
(n=2)

• Teamwork and coordination of care (n= 6)

• Evaluation and feedback (n= 1)
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Results: Families’ perceptions
• Component of care (physical, psychosocial, emotional, cultural or spiritual) (n=2)

• Responding to concerns: Management of physical and psychological symptoms (n=1)

• Education and training: Physicians’ and nurses’ skills (n=1)
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Component of 
care 

Patient-centred 
communication 

and shared 
decision-making 

Teamwork and 
coordination of 

care 

Evaluation and 
feedback 

Responding to 
concerns

Education and 
training

Leadership and 
governance

Use of triggers to 
recognize patients 

approaching the end of 
life

Supervision and support 
for interdisciplinary 

team members

Systems to support high-
quality care

Essential elements -

addressed
Essential elements – not 

addressed
Conclusion

Providing end-of-life care for patients with advanced cancer in intensive care 
units is challenging. 

No studies have investigated prospectively the end-of-life care preferences of 
patients and their families in this acute setting.

EOLC elements for patients with advanced cancer and their families in ICUs 
in developing countries are lacking, and further research is required.
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Phase two - study one (2 parts)
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Setting

21

Results: Patients’ perceptions

22

Results: Families’ perceptions

23

Based on the findings from study one 

Develop a  

1. End of life care preference tool for patients (EOLCP-P)

2. End of life care preference tool for families (EOLCP-F)

24

Next steps: phase two - study two
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Objectives

1. To develop and evaluate the content validity of EOLC preference tools for 

patients and families. 

2. To pilot test an EOLC preference tool to assess the elements of EOLC for 

patients with advanced cancer in ICUs in Saudi Arabia.

3. To pilot test an EOLC preference tool to assess the elements of EOLC for 

families of patients with advanced cancer in ICUs in Saudi Arabia.
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Initial 
development of 

(EOLC-F)

First round of 

panel review (5 
experts) 

Second round 

of panel review 
(if needed)

Translation into 
Arabic

Pilot test (10 
families' 

members)

Initial 

development of 

(EOLC-P)

First round of 

panel review (5 

experts) 

Second round of 

panel review (if 

needed)

Translation into 

Arabic

Pilot test (10 

patients)

Content 

Validity

Content 

Validity

Face Validity  

Face Validity  
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