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ADVANCE CARE PLANNING 

What is in the pill?
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Outline 

▪ What is Advance Care Planning and why does it 

matter?

▪ Law, ethics and care where is the intersection and 

what are the implications?

▪ What are the current practices?

▪ What are the challenges and what are the regional 

priorities?



Definition Statement (Sudore 2017)
(1) Advance care planning is a process that supports adults 
at any age or stage of health in understanding and sharing 
their personal values, life goals, and preferences regarding 
future medical care.
(2) The goal of advance care planning is to help ensure that 
people receive medical care that is consistent with their 
values, goals and preferences during serious and chronic 
illness.
(3) For many people, this process may include choosing 
and preparing another trusted person or persons to make 
medical decisions in the event the person can no longer 
make his or her own decisions
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Outcomes That Define Successful Advance 

Care Planning 
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Sudore et 

al., 2018



Outcomes of ACP 

2024/06/16
5

Sudore et al., 2018



Quality of death and dying 
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ACP is 

associated with 

positive grief and 

bereavement 

outcomes 



Uganda as a case study 
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To identify the extent to 

which Advance Care 

Planning (ACP) is 

practised by palliative 

care health professionals 

providing care to patients 

with advanced cancer and 

their families in Uganda.



Uganda as a case study 

▪ Awareness - Of the 57 health professionals who 

participated in the survey, 87% were aware of ACP

▪ Practice was 1.2% 

▪ Despite the good awareness and attitude to ACP, 

there is a range of barriers that are affecting the 

implementation of ACP in Uganda.
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Key messages from Uganda case study 

There is need for development of a legal 

framework for ACP, more research to 

understand the contextual barriers and 

develop appropriate education and public 
sensitisation programs.
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Survey on ACP  in Africa 
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▪ 40% (n=47) had 

cared for patients 

with advance care 

plans. 

▪ 19% of the 

respondents did not 

know whether their 

patients had an 

advance care plan.



Key messages from the Afro survey 

▪ Most (96%) of the respondents noted they would respect a 

patient’s advance care plan. 

▪ 86% had not completed an advance care planning form for 

themselves but 76% reported that in the event of their 

incapacitation they would like to have an ACP for carers to 

follow. In addition, 72% believed that their care plan would 

be respected by carers.
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The elephant in the room 
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The elephant in the room 

Despite the wide spread awareness about the benefit of 

“living wills” for end of life care for both the patients and 

the physicians the latter are usually concerned about the 

risk of legal issues during the implementation of the 

patient’s wishes during end of life care (Bull & Mash 

2012). 
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Facilitators and barriers 

physicians who have the knowledge and experience with ACP find it 

easier to initiate the discussion with patients and their family 

members. knowledge about ACP and advance directives among 

physicians is a major determinant of whether this crucial service can 

be delivered to patients with life threatening illnesses. (Snyder et al 

(2012), 
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Existing frameworks 



1.2 Refusal of treatment 

12. Refusal of Treatment Refusal of treatment may 
occur under the following circumstances: a) A 
person has the right to refuse treatment after 
receiving information to make an informed decision. 
Such refusal shall be verbal, in writing, or by 
conduct provided that such refusal does not 
endanger the health of others. 
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1.2 Refusal of treatment 

b) The health provider has the right to perform the 
treatment against the patient’s will if the health worker has 
confirmed the following conditions: i. The patient has an 
illness that is of public health concern. 

ii. Protection of the unborn, minor, or disadvantaged 
person. iii. Court order c) When the refusal of treatment by 
the patient or his/her authorized representative interferes 
with the provision of adequate treatment according to 
professional standards, the relationship between the 
patient and the health provider shall be terminated with 
reasonable prior advance notice. 
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Existing legal frameworks 

Supreme law 

Article 22 of the Constitution of the Republic of Uganda 

protects an individual's right to life to the extent that no one 

must be intentionally deprived of the right to life. This goes 

without saying that the right to life is a qualified right in as 

much as the state can interfere with it as authorized by the 

law.



Pan- African open-source resources 



Case study 

▪ 50-year-old gentleman who had end stage liver failure 

▪ Had no opportunity to have Advance Care Planning 

▪ He was admitted in hospital for further management and 

investigations 

▪ Discharged himself against medical advice 

▪ Went home but was forced into admission due to his symptoms 

▪ Later went into ICU against his will

▪ He never informed close family members beyond the wife 

▪ Died a few days later 

▪ Left no will / siblings think he has not given chance to live 

▪ Mother has had to live with prolonged grief disorder 

▪ Family has had a closure and lives in distress 
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