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I. INTRODUCTION 

Palliative care is based in a set of values and humanitarian ethics, deontology principles, and 

professional integrity which should guide attitudes and behaviors of caregivers providing 

palliative care so that they comply with the purpose of its definition.  

 

However, management of patients requiring palliative care raises issues about accessibility, 

equity, and continuity of services. Millions of people worldwide feel acute pain that is 

treatable. Nonetheless, the World Health Organization (WHO) argues that 80% of inhabitants 

of the planet do not have adequate access to palliative care.  

 

These standards and guidelines for palliative care provision for incurable diseases aims to 

provide caregivers and managers of the program with the skills to be able to respond 

efficiently to challenges that the Rwandan community experiences: these include the ability 

to provide adequate services despite the increasing number of clients requiring palliative 

care due to the advent of HIV and the growing rate of cancer cases.  

 

This document:  

 Comprises up-to-date information on palliative care that is contextualized to the 

Rwandan situation 

 Proposes techniques to improve quality of the lives of patients (and their families) 

who are facing problems associated with a life-threatening disease 

 Focuses on organization of services for better efficiency 

 Emphasizes care provision and support to caregivers and to families 

 Responds to patients’ clinical needs such as pain and symptoms, as well as the 

psychological, social, and spiritual needs of affected people from the time the disease 

is diagnosed and through its evolution and during bereavement 

 Guides training of caregivers and service provision to children at risk and those 

infected by HIV in Rwanda.  

 

Taking into consideration the Rwandan context, this document is modeled after the APCA 

Standards for Providing Quality Palliative Care Across Africa, published in 2010 by the African 

Palliative Care Association (APCA) – a seminal work that within a relatively short time has 

already facilitated the planning and delivery of palliative care services throughout Africa.  

 

1.1 The Need for Palliative Care Standards 
 

The fact that palliative care is defined and understood differently in different settings calls for 

a unified understanding, which can be achieved through the development and 

implementation of standards: 

 

 To ensure that quality palliative care services are maintained while continuing the 

current efforts to extend coverage 

 To address current variations in quality of services provided within and between 

countries 
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 To define an absolute minimum quality of services which will enable relative 

comparisons among countries with comparable levels of resources 

 To inform the expectations of patients and families as service recipients, and staff 

members as service providers 

 To define the framework and clarify the expectations of communities, service 

providers, administrators, and other stakeholders of palliative care and home-based 

care across Africa 

 To promote access to comprehensive services. 

 

The hope is that service providers, administrators, and other relevant stakeholders (including 

palliative care donors) will find these standards a valuable tool for quality improvement and 

outcome measurement. 

 

1.2 Principles Underpinning the Standards 
 

There are several important principles underlying these standards: the definition of palliative 

care; the public health approach and integration at all levels of service provision; human 

rights, core care values and ethical principles. 

 

1.2.1 The definition of palliative care 

 

Underpinning the standards is the WHO definition of palliative care for both adults and 

children: 

 

“An approach that improves the quality of life of patients and their families facing the 

problems associated with life-threatening illness, through the prevention and relief of 

suffering by means of early identification and impeccable assessment and treatment of pain 

and other problems, physical, psychosocial and spiritual.” 

 

The WHO (2002) definition of palliative care goes further to say that palliative care:  

 Provides relief from pain and other distressing symptoms 

 Affirms life and regards dying as a normal process 

 Intends neither to hasten nor postpone death 

 Integrates the psychological and spiritual aspects of patient care 

 Offers a support system to help patients live as actively as possible until death 

 Offers a support system to help the family cope during the patient’s illness and in 

their own bereavement 

 Uses a team approach to address the needs of patients and their families, including 

bereavement counseling if indicated 

 Will enhance quality of life, and may also positively influence the course of illness 

 Is applicable early in the course of illness, in conjunction with other therapies that are 

intended to prolong life, such as chemotherapy or radiation therapy, and includes 

those investigations needed to better understand and manage distressing clinical 

complications. 
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The WHO (1998) also provides a special definition of palliative care for children and their 

families:  

 

 Palliative care for children is the active total care of the child's body, mind and spirit, 

and also involves giving support to the family.  

 It begins when illness is diagnosed, and continues regardless of whether or not a 

child receives treatment directed at the disease.  

 Health providers must evaluate and alleviate a child’s physical, psychological and 

social distress.  

 Effective palliative care requires a broad multi-disciplinary approach that includes the 

family and makes use of available community resources; it can be successfully 

implemented even if resources are limited. 

 

This is particularly important in the African context where so many children are infected by 

HIV and AIDS and will need palliative care at some stage of their life. APCA has adopted the 

WHO definition of palliative care and additionally included the use of antiretroviral therapy 

(ART), to supplement chemotherapy and radiotherapy, as a “therapy that is intended to 

prolong life.” These standards adopt the same definition. 

 

1.2.2 The public health approach and integration at all levels of service provision 

 

In order to extend coverage of palliative care across the region, it is important to understand 

the public health approach to palliative care development, which is population and risk-

factor- oriented rather than symptom- or disease-oriented. Therefore, the implementation of 

palliative care must be founded on appropriate government policies, adequate drug 

availability, the education of health professionals, and implementation of palliative care at all 

levels (see Figure 1). 

 

Figure 1: The WHO Public Health Approach 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Therefore, the notion underlying these standards are that in order to ensure accessibility and 

availability of palliative care to all, it must be integrated into all levels of national health care 
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systems. Care will be provided at the community level through local, district, and national 

health facilities as well as through the provision of specialist palliative care-hence the 

development of standards across the different levels of service delivery. 

 

1.2.3 Palliative care and human rights 

 

Palliative care is a health service. Yet health is a fundamental human right enshrined in 

numerous international human rights instruments. Countries have an obligation to 

progressively implement palliative care services, which, according to WHO, must have 

“priority status within public health and disease control programs.” Countries must ensure an 

adequate policy and regulatory framework, develop a plan for implementation of these 

services, and take all steps that are reasonable within available resources to execute the plan.  

 

As part of this positive obligation, states have to take steps to protect people from 

unnecessary pain related to a health condition. Failure to attach adequate priority to 

developing palliative care services within health care services will violate the right to health. 

According to the 2002 Cape Town Palliative Care Declaration, “palliative care is a right of 

every adult and child with a life-limiting disease”. The Korea Declaration on Hospice and 

Palliative Care of March 2005 agreed that governments must: make access to hospice and 

palliative care a human right; include palliative care in their national AIDS strategies; include 

hospice and palliative care in their national cancer control programs; strive to make hospice 

and palliative care available to all citizens in the setting of their choice, including acute care 

hospitals, long-term care facilities (nursing homes), residential hospices and in the patient’s 

home, among others. Excellence in end-of-life care is more than simply good and 

compassionate medicine; it has an equal foundation in international human rights law. 

 

There are various holistic care values that underpin the provision of palliative care. These 

include the provision of care with the patient and family being the center of that care. 

Holistic care is based on the fundamental principles of human rights and ethical treatment. 

According to the declaration of Alma-Ata of 1978, primary health care requires and 

promotes maximum community and individual self-reliance and participation in the 

planning, organization, operation, and control of primary health care, making fullest use of 

local, national, and other available resources. To this end, primary health care develops 

through appropriate education the ability of communities to participate. Self-determination 

and full participation of all members of a community in choosing how their resources are 

distributed to ensure fair, equitable treatment is a core value in good care. This approach 

values people with life-threatening illnesses as the center and owners of their own care-as 

people with the lived experience, expertise, and solutions to meet their own needs. To 

achieve the larger goals of justice and equity, it is imperative that we acknowledge and 

address people living with HIV (PLHIV) and other life-threatening illnesses as active agents in 

the planning and implementation of their own care, support and treatment. No one should 

have to face their diagnosis, care and treatment, and the possibility of illness and death 

alone. While individual members of the community must be at the center of the care 

process, they should also be surrounded by family, friends, and the community, whom they 

need and deserve to have to support them in their care and treatment processes. The 

community, in turn, provides support and resources both to the individual being cared for 

and to one another. 
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For sustainability of services, it is essential to enable people at different levels of service 

delivery to act collaboratively in service provision to ensure effective use of scarce resources. 

 

Therefore quality care is provided by health workers who: 

 Endeavour to maintain the dignity of the patient, his/her caregiver(s) and family 

 Work with the strengths and limitations of the patient and her/his caregiver(s) and 

family to empower them in managing their own situation 

 Act with compassion towards the patient and his/her caregiver(s) and family 

 Consider equity in service accessibility and in the allocation of resources 

 Demonstrate respect for the patient, her/his caregiver(s) and family 

 Advocate on behalf of the expressed wishes of patients, caregiver(s), families, and 

communities 

 Are committed to the pursuit of excellence in care and support provision 

 Are accountable to patients, caregiver(s), families, and the community. 

 

To ensure that high-quality, patient-focused and evidence-based services are available to 

meet patient needs, primary care and specialist providers, as well as other health care 

professionals, should also: 

 Follow established practice standards and requirements for quality management such 

as leadership and governance, human resources management, safe practice, 

information management, and continuous quality improvement 

 Adhere to professional and organizational codes of practice and ethics 

 Reflect on and evaluate current practice, and incorporate new evidence into 

protocols, policies, and procedures 

 Participate in continuing professional development in the knowledge, attitudes, and 

skills required to deliver quality palliative care as this relates to the standards in this 

document. 

 

1.2.4 Basic ethical principles in palliative care 

 

The ethics of care require a delicate balance between the conventional practice of medicine 

and the wishes of the patient, appreciating that each human situation is unique. Not only 

should treatment options and likely outcomes be considered, but also patient values, hopes, 

and beliefs. Patients and families must be properly informed to make appropriate treatment 

decisions and help reset the goals of care at all stages of the illness. Four basic ethical 

principles must be observed in the provision of palliative care services: 

 

The respect for autonomy recognizes the right and ability of an individual to decide for him- 

or herself, based on his or her own values, beliefs, and life span. The patient's decision 

should be informed and well-considered, reflecting his/her values. It is acceptable, for 

example, that a patient refuse certain therapy according to his own religious beliefs. Many 

factors interfere with the expression and appreciation of the patient's preferences: 

compromised competence of the patient, stress of illness, comprehension difficulty, etc. 

Respect for autonomy implies truth-telling and the exchange of accurate information about 

status, goals of care, options, and expectations. 
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Beneficence requires prevention or removal of harm, while doing or promoting good. It 

implies that the health care team should do positive acts in maximizing the benefits of 

treatment. Examples include: delivering effective and beneficial treatments for pain or other 

symptoms, providing sensitive support, and assisting patients and families in any way 

possible. 

 

Violation of the concept of non-maleficence may include offering information in an 

insensitive way, providing inappropriate treatment of pain or other symptoms, continuing 

aggressive treatment not suitable to the patient's condition, providing unwanted sedation, or 

withholding or withdrawing treatment. 

 

Justice relates to fairness in the application of care. It implies that patients receive care to 

which they are entitled medically and legally. Justice can be translated into “give to each 

equally” or “to each according to need” or “to each his due.” The principle of justice implies a 

consideration for a common good and society. 

 

1.3 Scope of the Standards 
 

These standards for palliative care are applicable to everyone with a life-threatening illness 

(adults, children and adolescents, the elderly) and their families. The standards do cover the 

whole continuum of care, including prevention, care and support, and treatment and end-of 

life care within the context of palliative care. They cover key service components including 

management, clinical service delivery, and education and training. The standards aim to be 

flexible and represent the continuum of care provision and take care of the needs of 

individuals at all levels of service delivery and across the range of settings in Africa. 

 

The standards target all those in palliative care service provision and training, including 

national palliative care associations and hospice services. They are applicable to all settings 

of palliative care delivery, i.e., home-based care, inpatient services, outpatient programs, day 

care programs, hospital settings and all those innovative models currently used in Africa. 

 

The standards are based on research, documentation, experience-based evidence along with 

international, regional and national frameworks for palliative care service provision for HIV 

and AIDS and other life-threatening illnesses. The standards have been developed by 

palliative care stakeholders from across Africa and globally, following wide consultation and 

participation, and will be reviewed regularly so that they remain relevant and up-to-date. The 

standards provide for all stakeholders of palliative care, including service beneficiaries, 

providers and policy makers. 

 

Special consideration needs to be given to particular groups in the community when 

applying the standards, particularly those people who are disadvantaged or marginalized. 

The special needs populations across the region include children with a life-limiting illness, 

children and young adults with parents who have a life-limiting illness, the elderly, people 

with mental health problems or substance abuse problems, people who are homeless, 

refugees and internally displaced people, members of the armed forces, religious leaders, 

and those who live in institutions such as prisons. 
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1.4 Format of the Standards 
 

The palliative care standards are based on levels of service delivery to ensure that, at any 

level and point of service provision, individuals such as PLHIV and people with other life-

threatening illnesses are able to access palliative care. The levels are also based on the 

setting of care and model of service delivery. They have been derived from a thorough 

review of: literature on home-based care (HBC) delivery models for PLHIV; the available 

palliative care standards across the world; the wealth of palliative care experience within and 

outside Africa; and research on HBC models for delivery of services for PLHIV in Africa. The 

standards elaborate the quality requirements/criteria for each level of service delivery. Three 

levels are used: 

 

• Level 1: Primary/Basic. This level represents what is essential for the minimum 

package for palliative care. 

• Level 2: Secondary/Intermediary. This represents intermediary services, 

which provide a wide range of care components. 

• Level 3: Tertiary/Specialist. This represents what is desirable for a specialist 

palliative care service for people with life-threatening illnesses. 

 

Each of the standards is written in the following format: 

 

a) Principle - This is derived from the principles and fundamental values of palliative 

care. Principles are the ideal or fundamental pillars for effective palliative care 

delivery. An example of this is holistic care provision. There are five principles covered 

in these standards: organizational management, holistic care provision, children’s 

palliative care, education and training, and research and information management. 

 

b) Introduction to the Principle - This provides an overview of the principle of 

palliative care. It presents an outline of all the standards within the principle as well 

as the general relevance of the principle in palliative care. 

 

c) Standard - This is the desired achievable level of performance against which actual 

performance can be measured, i.e., it explains the level of performance to be 

achieved. 

 

d) Intent/Rationale - This provides the reasons why the standard is considered to be 

important and is a further elaboration or interpretation of the standard. 

 

e) Criteria - This section breaks down the standard into measurable elements. It states 

exactly what must be achieved for the standard to be reached. Criteria are stated 

for each one of the service levels elaborated above (i.e., 1, 2, and 3). These criteria 

also state the methods and tools to be used in measuring the achievement of the 

standard, along with the role of each level of service delivery and the key players in 

service provision relating to the standard. 
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Table 1: Service levels upon which the standards are based 

LEVEL(S) DESCRIPTION CAPABILITY REQUIREMENTS RESOURCE REQUIREMENTS 

Primary/Basic (1) This level represents what is essential or 

the minimum package for palliative 

care. It provides basic clinical and 

supportive care services and relies 

heavily on referral of patients and their 

families to level 2 and level 3 service 

providers for more advanced and 

specialist care. General and basic health 

care services, including primary services 

providing care to PLHIV and their 

families as well as those with other life-

threatening conditions, are required to 

meet the criteria for level 1 for all 

standards 

Uses a holistic approach to manage 

basic clinical and nonclinical 

problems of the patient, caregivers, 

and families 

 

Provides basic clinical services for 

opportunistic infections (OIs) and 

uses WHO analgesic ladder level 1 

pain assessment and management 

guidelines 

 

Makes referral to level 2 and 3 

service providers for management 

beyond own capability. 

Relies mainly on community care 

providers and a small team of 

general health care providers 

 

In general, relies heavily on 

community resources to provide 

services 

 

Clinical supervision is provided by 

qualified and experienced 

professionals. 

Secondary/ 

Intermediary (2) 

This represents intermediary service 

providers, which are providing a wide 

range of service components for HIV 

and AIDS and other life-threatening 

conditions. Have well-developed 

collaborations with community and 

other service providers. All of the same 

that are in level 1, plus: 

• At least one team member has 

had a 1-2 week orientation course 

in palliative care 

• Ongoing availability of any 

Step 2 analgesics on-site 

• Availability of ART 

Interdisciplinary team or at least 

regular access to medical, nursing 

and psycho- social and spiritual input 

on-site or through a functional and 

documented referral network 

 

Has a formal and informal care 

provider. Formal care providers 

give training and support to 

informal care providers. 

 

Access to ART and other medications 

on-site or through referral and a well-

documented procedure for follow-up 

Relies mainly on community care 

providers and a small team of 

general health care providers 

 

In general, relies heavily on 

community resources to provide 

services 

 

Clinical supervision is provided by 

qualified and experienced 

professionals. 
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LEVEL(S) DESCRIPTION CAPABILITY REQUIREMENTS RESOURCE REQUIREMENTS 

• OIs management 

• Receives referrals from, and 

makes referrals to, level 1 and 

level 3 service providers, via 

formal links. 

Examples: 

- Integrated community-based home 

care (ICHC) programs 

- Community home-based 

care programs (CHBC) 

programs 

- Government regional- and district- 

level services, and other district-

level service providers such as 

mission hospitals 

 There are limited specialized 

services 

 

on adherence 

Tertiary/Specialist 

(3) 

This level provides the full range of 

palliative care services: comprehensive 

care for the needs of patients, care 

providers, and families with complex 

needs. 

 

It comprises all elements in levels 1 

and 2 plus: 

• Access to ART on-site or 

through referral 

• Availability of Step 3 analgesics 

Provides specialized palliative care 

for patients, care providers and 

families, 

especially those with complex 

needs. Physical, social, 

psychological, and spiritual care are 

all accessed from the same point. 

Services have the capability to meet 

the most complex needs and 

provide a leadership role in 

palliative care service provision. 

A multidisciplinary team with 

specialist training, skills and 

experience in palliative care 

 

The actors include doctors, 

specialist nurses, allied health 

professionals, spiritual leaders, 

social care professionals, etc. 

 

 

A professional team working together 
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LEVEL(S) DESCRIPTION CAPABILITY REQUIREMENTS RESOURCE REQUIREMENTS 

for use at site and in the home 

(e.g., oral morphine, methadone) 

• Availability of palliative radiation 

and certain palliative 

chemotherapies at site or a clear 

procedure of referral for access 

to such treatments 

• Certificate or degree-level 

training in palliative care 

represented in the team. 

All specialist palliative care services 

are required to meet the criteria 

for level 3 for all standards.  

Examples of services: 

- Specialist palliative care centers 

- Hospital-based palliative care 

units/teams 

- Palliative care home-based care 

programs (e.g., ICHC*) 

 

 

Receives and manages referrals 

from level 1 and 2, with clear 

documentation on the 

management of such referrals. Can 

also make referrals back to level 1 

and 2 for ongoing joint care 

 

Has formal links with level 1 and 

level 2 service providers and 

provides them with consultant 

support, training and mentorship 

 

with trained community care providers 

through a well-structured 

* Some service providers such as ICHC can fit in more than one level depending on their capability and resources. 
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2. IMPLEMENTING THE STANDARDS 

These standards will be used alongside existing related standards or guidelines, such as 

treatment guidelines for HIV and AIDS, guidelines for pain management and guidelines for the 

treatment of OIs such as tuberculosis, etc. It will be important for service providers and national 

associations to advocate for the alignment or incorporation of palliative care standards with or 

into major local accreditation processes, so that they are used in conjunction with or as part of 

overall service accreditation. In all countries, service providers are encouraged to adapt or adopt 

the standards to their local situations through the leadership of national palliative care 

associations and local ministries of health. 

 

The implementation of standards will vary with the needs of each service provider. The Ministry 

of Health (MOH) holds responsibility for supervising and coordinating the implementation of 

the standards, using local expertise, resources, and opportunities where applicable. As much as 

possible, service providers are encouraged to take responsibility for their own development, and 

to identify resources for the implementation of the standards. They are encouraged to provide 

the MOH with feedback on the use of the standards in key areas, such as whether indicators 

(criteria) are feasible and their appropriateness to the needs of service providers, local 

accreditation bodies, and patients and their families. 

 

The standards are a guide to the improvement of the quality of palliative care services across all 

levels of service delivery. They offer guidance for managers and the quality improvement 

professionals within health service facilities to improve their palliative care related health 

services. The standards offer a model framework that may be used for: 

 

 Developing and/or strengthening national quality evaluation and mentorship programs 

for health care programs providing palliative care 

 Developing public policy related to palliative care 

 Improving the quality of current palliative care programs 

 Creating new palliative care programs and integrating palliative care into existing health 

care structures 

 Building the capacity of communities and facilities to provide more effective and efficient 

palliative care. 

 

PRINCIPLE 1: ORGANIZATIONAL MANAGEMENT 

Introduction to the Principle: 

 

Governance is the set of policies, roles, responsibilities, and processes that a governing body 

within an organization uses to guide, direct, and control its resources to accomplish 

organizational goals. Governance can help protect an organization from security threats or non-
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compliance liability. Every organization has unique needs and goals that will affect its approach 

to governance. No single approach will fit the cultures or requirements of all organizations. For 

example, larger organizations will probably require more complex governance processes than 

smaller ones. This standard is provided with this notion in mind, making provision for the 

expectations at different levels of organizational operation. 

 

Leadership is defined as “a process that is ultimately concerned with fostering change, in 

contrast with management which suggests preservation and maintenance. Leadership also 

implies intentionality, in the sense that change is not random but rather is directed toward some 

future end or condition which is desired or valued.” Management is about directing and 

controlling resources according to established principles. This means that governance, 

leadership, and management need to work together for effective organizational operations. 

 

Human resources management (HRM) is the strategic and coherent approach to the 

management of an organization’s most valued assets-the people working there who individually 

and collectively contribute to the achievement of the objectives of the organization. 

 

The terms “human resources management” and “human resources” have largely replaced the 

term “personnel management” as a description of the processes involved in managing people in 

organizations.  Simply, HRM means employing people, developing their resources, utilizing, 

maintaining, and compensating their services in line with their jobs and the organizational aims. 

 

The HRM function includes a variety of activities; key among them is deciding the staffing needs 

for the organization; whether to use independent consultants or to have employees to fill these 

needs; recruiting and training the best employees; ensuring they are high performers; dealing 

with performance issues, and ensuring that personnel and management practices conform to 

the legal and statutory or labor laws in the country of operation. Activities also include 

managing the approach to employee benefits and compensation, employee records, and 

personnel policies (which are often in the form of employee manuals, which all employees must 

have). The HRM approach seeks to ensure a fit between the management of an organization’s 

employees, and the overall strategic direction of the organization. 

 

Performance management includes activities to ensure that goals are consistently being met in 

an effective and efficient manner. Performance management can focus on performance of the 

organization or a department, and processes to develop a service or employees’ output. 

Performance management reminds staff that being busy is not the same as producing results, 

and that training, strong commitment, and hard work alone do not equal results.  

 

The major contribution of performance management is its focus on achieving results. 

Performance management redirects efforts away from busyness toward effectiveness. 

Consequently, performance management should focus on the organization-whether it is 

meeting its goals or not-its departments, its processes, and whether polices are being carried 

out in line with available resources and systems. This includes budgeting for personnel and 

http://en.wikipedia.org/wiki/Strategic
http://en.wikipedia.org/wiki/Coherent
http://en.wikipedia.org/wiki/Management
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financial management and programs, looking at the implementation of new policies and new 

areas of work, services to internal or external clients, and team work (which looks at how groups 

are organized to accomplish a result or an activity). 

 

Palliative care promotes a safe caring environment. A key component of a safe working 

environment is infection control. In particular, the risk of occupational exposure to tuberculosis 

(TB), HIV, and other infectious diseases in health care settings is a serious reality. It is the duty of 

administrators and every health worker to identify and decrease the risks of infection for 

patients and families as well as palliative care providers. By observing universal precautions in 

infection control, the health worker can protect him/herself as well as the patient and the family 

by reducing the risk of disease transmission. 

 

A stakeholder is anyone who is a party who affects, or can be affected by, the organization’s 

actions. The stakeholder concept was first used in a 1963 internal memorandum at the Stanford 

Research Institute. It defined stakeholders as “those groups without whose support the 

organization would cease to exist.” For every organization, stakeholders can be divided into 

internal and external stakeholders, as shown in the figure below. 

 

The relationship with these entire stakeholders is important for the well- being of the 

organization and also in ensuring that 

the organization reaches its goals and 

objectives. Within palliative care the 

stakeholders are normally the 

international, regional, and national 

palliative care associations; palliative 

care beneficiaries (patients and their 

families); individual organizations 

providing care; and other interested 

parties such as donors. This standard 

provides the expectations with regard 

to the relationships with all these 

stakeholders. 

 

Standard 1.1: Governance, Leadership and Management 
 

A formal governance, leadership, and management structure is in place that permits and 

supports the decision-making process and implementation of all issues within the organization. 

Central to this structure is the vision and mission of the organization. This structure is 

supplemented by an appropriate philosophy, values, culture, and an environment for the 

provision of competent and compassionate palliative care, and a safe working environment for 

service providers. 
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Intent/Rationale 

 

The purpose of this standard is to ensure that an organization is governed and led with clear 

governance, leadership, and management/operational polices that guide its operations in line 

with the legal and statutory requirements in the country of operation. Adhering to this standard 

will ensure that the organization has credibility and accountability. 

 

It is anticipated that once the policies are in place, this will provide clear direction to the 

organization as it will clarify the purpose and mission of the organization and make provisions 

for how decision- making will be managed and implemented. A clear purpose of the 

organization will help to plan how to obtain and allocate resources, including making decisions 

on whether to raise money from donors or to earn it by making and selling items or services 

from the organization. In addition the policies will provide clarity on who holds the ultimate 

authority and responsibility for the organization, and clear avenues for conflict resolution. 

 

Ultimately the polices should also provide a clear philosophy, values, and culture that will guide 

the work of the team in achieving quality palliative care services for patients and their families, in 

line with the organization’s vision and mission. 

 

Primary/Basic Level (1) Criteria 

 

1. There is compliance with legal and statutory requirements within the country or local 

setting of operation; these may include developing memoranda of articles of 

operation/constitution, and organization registration with the relevant authorities. 

2. An organizational governing body is in place with clear and documented nomination 

procedures, i.e., in the constitution and in a separate nomination policy. 

3. The governing body is selected from people representing a variety of skills as well as 

representatives from the population that the organization serves. The governing body 

meets regularly, and minutes are recorded and signed. 

4. There is clear leadership at the operational level. 

5. There is documented role differentiation at the governance and the operations levels 

(day-to-day management). 

6. The leaders ensure that all people providing care or administrative services within the 

organization are competent and adhere to the laid-out clinical procedures and 

regulations for the organization. 

7. The leaders and managers provide a clear system of minimum data collection across all 

organization areas. 

8. There is clear role differentiation for all staff at the operations level, e.g., there are job 

descriptions or work schedules, employee contracts, training policies, regular supervision 

and support, discipline and dismissal procedures. Volunteer contracts are all 

documented and in use. 

9. Organizational leaders ensure that both staff and volunteers are provided with a safe 

workplace and that they are valued, respected, and supported in their work. 
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10. The budget is approved annually by the governing body, and the approval is 

documented. 

11. There is ongoing monitoring and review of the budget by the organization’s leadership. 

12. Cash book and bank reconciliations are maintained for all financial transactions. 

13.  There is a record of annual activities. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. There are documented policies and procedures that govern the overall operations of the 

organization, including staff manuals and management and financial guidelines, and 

these undergo annual review. 

3. There is a documented work agenda or goals or strategic plan that the organization is 

working towards, including the vision, mission and objectives plus documented progress 

reports. These are reviewed regularly. 

4. A documented policy on volunteers is in place addressing the role of the volunteers, 

reimbursements, and records of volunteer activities. 

5. Documented mechanisms are in place with regard to referrals or networks and follow-up 

mechanisms. 

6. The organization’s leaders and managers have a clear system for ongoing monitoring 

and evaluation of the adequacy of the organizational resources by reviewing the annual 

budgets. 

7. Members of the governing body have developed and implemented a written conflict of 

interest policy that includes guidelines on conflict-of-interest resolution. 

8. There are clear roles and responsibilities for the governing body, and all members 

undergo an induction program. 

9. There is a written procedure for annual assessment of the governing body, and the 

assessment is implemented annually. 

10. The terms of office and transition system for the members of the governing body are 

well-documented. 

11. There is evidence that the governing body provides leadership, guidance, and policy 

direction for the organization, to ensure that it remains focused on its vision, mission and 

strategic plan. These are reviewed regularly. 

 

 

Tertiary Level/Specialist Level (3) Criteria 

 

1. All of level 2 plus: 

2. The organizational leaders provide written administrative and clinical procedures which 

direct day-to-day operations of care provision. These are reviewed regularly. 

3. The organizational leaders and managers ensure that there 

is a review process of the quality of care provided. 

4. There is a documented quality improvement program which is implemented. 
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5. The governing body puts a process in place to support the development of future 

organizational leaders. 

6. The governing body has a documented succession policy of which all staff and 

volunteers are aware. 

Standard 1.2: Human Resources Management 
 

Formal policies and procedures are in place that directs the organization’s human resources 

management. 

 

Intent/Rationale 

 

The purpose of this standard is to guide organizations in organizing and managing their human 

resources. The standard recognizes that organizational staff, if properly managed, can greatly 

increase the output of any given organization. This can also address issues of staff retention. 

 

Primary/Basic Level (1) Criteria 

 

1. Human resources policies and supporting procedures are in place and in line with 

current labor legislation of the country.  

2. All records of interviews and references are retained for a minimum of five years, 

including internal and external advertisements.  

3. There are employment agreements and job descriptions for staff and volunteers. 

4. Staff and volunteers are provided with opportunities for ongoing training. 

5. There is evidence of an application pack containing a form where potential staff declare 

whether or not they have been or are currently the subject of any police investigation or 

conviction in this or any other country. 

6. There is an individual personnel filing system in place for all employees. 

7. Human resources policies and procedures make provision for volunteers. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Policies define how recruitment criteria for selection, interviews, induction, employment, 

and retention of staff are managed. 

3. Contracts, job descriptions, performance reviews, and appraisal systems are in place. 

Performance appraisals reflect key objectives. 

4. There is a documented recruitment and retention strategy for volunteers. 

5. A program for ongoing training and continuing education for staff and volunteer 

development is in place. 

6. A training record of all education and skills development opportunities and activities is 

kept for each staff member. 

7. There is a dedicated person responsible for the human resources portfolio. 
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8. There is documented annual return that shows the diversity of staff and volunteers, 

which correlates with the community the organization serves. 

9. Annual appraisals are conducted, and forms are completed and filed in individual 

personnel files. 

10. Annual work plans are agreed upon by all staff and documented to support the review 

above. 

 

Tertiary Level/Specialist Level (3) Criteria 

 

1. All of level 2 plus: 

2. The human resources function is placed within a larger organizational development 

department to support all functions of the organization. 

3. Human resources training courses and guidelines are developed and implemented. 

4. Mentorship and training is made available to level 1 and level 2 organizations. 

Standard 1.3: Performance Management 
 

Formal policies and procedures are in place that direct the organizational performance 

management and are linked to the organizational vision, mission, and goals. 

 

Intent/Rationale 

 

The purpose of this standard is to ensure that organizations have in place well-documented 

procedures for measuring performance at all levels of the organization. This helps the 

organization to know that it has achieved its goals; the staff is productive, and resources are 

used in line with the organization’s objectives and aims. 

 

Primary/Basic Level (1) Criteria 

 

1. The vision and mission of the organization are documented and known by staff and 

volunteers. 

2. Individual performance contributes towards achieving the mission and vision of the 

organization. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Documented policies and procedures that guide performance management are in place. 

3. Policies and procedures are reviewed and updated at least every two years. 

4. Expected performance levels of staff are linked to job descriptions, which are linked to 

the organization’s vision and objectives. 

5. The governing body undertakes the organizational performance appraisal every three 

years or at the end of each strategic plan. 
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6. Staff and volunteers are orientated and understand performance management policies 

and procedures. 

7. Line managers undertake and document annual performance reviews. 

8. The organization has a clear strategic plan, in line with its vision, mission, and goals. 

9. Organizational performance indicators are agreed on by the governing body and linked 

to the strategic plan. 

10. The organization has clear policies and procedures on performance management, which 

are reviewed and updated at least every two years. 

11. Performance management is carried out at all levels of the organization, including the 

governance level, using tools such as the organizational capacity assessment (OCA) tool. 

12. Expected performance for each position in the organization is covered in the orientation 

and induction program. 

13. Each employee’s job description is reviewed and key performance areas and indicators 

updated prior to/during the performance appraisal meeting. 

14. Employees document their individual strengths and challenges relating to achieving the 

key performance areas and indicators of the position. 

15. Line managers document employees’ strengths and challenges relating to key 

performance areas and indicators and discuss them with employees at the formal 

appraisal session. 

 

Tertiary Level/Specialist Level (3) Criteria 

 

1. All of level 2 plus: 

2. Performance standards are specific, measurable, achievable, relevant, and time-bound. 

3. Performance standards are set in line with the operational requirements of the 

organization. 

4. Line managers and employees agree on personal development needs for employees, 

and these are regularly reviewed and documented. 

5. The organization consolidates all individual personal development needs into one 

personal development plan for the organization. 

6. Adequate budget provision is made for personal development for all staff and 

volunteers. 

7. There is a documented system in place for peer appraisal. vi Guidelines regarding 

performance appraisal are developed and implemented. 

8. Training and mentorship regarding performance management is provided to level 2 

organizations. 

Standard 1.4: Risk Management 
 

Formal policies and procedures are in place that direct the organizational risk management 

process, in line with the organization’s vision, mission, and goals. 
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Intent/Rationale 

 

The purpose of this standard is to guide organizations in issues around risk management. It aims 

to ensure that the care provider is well-trained and able to articulate the importance of his or 

her own safety, as well as that of patients and their families, and adhere to universal precautions 

in the course of delivering and receiving care. 

 

Primary/Basic Level (1) Criteria 

 

1. Organizations are registered with the local health body in the country, such as the 

Ministry of Health. 

2. Government health policies, especially those encompassing universal precautions in 

infection control, are known by staff, are accessible, and are implemented. 

3. Staff and volunteers are appropriately qualified for the level of service offered and 

demonstrate ongoing participation in continuing professional development. 

4. Staff have access to basic safety requirements, such as soap and water for hand washing; 

gloves, aprons, and masks (protective wear); and the proper disposal of waste. 

5. Organizations put measures in place to ensure the safe disposal of hazardous medical 

waste. 

6. There is access to post-exposure prophylaxis (PEP) in case of significant exposure to the 

HIV in both professional care providers and family care providers. 

7. Care providers, patients, and their families are educated about TB control and prevention 

measures, and make appropriate referrals to level 2 and 3 when required. 

8. Care is taken to ensure the safety of staff from violence from patients or their families or 

physical harm during the course of their work. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. There are containers for sharp objects such as needles (not recapping needles). 

3. Health education is provided to patients and their families regarding the safe use and 

storage of morphine and other medications. 

4. The service develops and implements a documented infection control program for 

professional care providers as well as patients and their families. 

5. Policies and procedures for TB control are developed, reviewed periodically, and 

evaluated for effectiveness to determine the actions necessary to minimize the risk for 

transmission of TB. 

6. Staff and volunteers reflect on practice and initiate and maintain effective self-care 

strategies to reduce the risk of burnout through formal and informal mechanisms that 

provide support for individuals. 

7. There is a comprehensive risk management program in place which addresses the 

management of real and potential physical, environmental, financial, operational, and 

medico-legal risks. 
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Tertiary Level/Specialist Level (3) Criteria 

 

1. All of level 2 plus: 

2. There is a policy in place to ensure that, within a multidisciplinary and interdisciplinary 

team, an identified team member is responsible and accountable for the management 

and treatment of the patient and their family at a certain point in time. 

3. Training and mentorship in risk management is made available to level 1 and 2 

organizations. 

 

Standard 1.5: Roles of Stakeholders 
 

A formal guideline on stakeholder relationships is in place that will enable organizations to 

relate with their stakeholders to enhance sustainability, collaboration, information sharing, and 

networking. 

 

Intent/Rationale 

 

The standard’s purpose is to guide organizations in the development of relevant and 

appropriate stakeholders, undertaking stakeholder assessments and utilizing different levels of 

stakeholder involvement for the betterment of the organization and its beneficiaries. It is 

assumed that all organizations will have some level of stakeholder involvement both at formal 

and informal levels, and this standard will provide guidelines for both. It will also provide 

guidelines for internal stakeholders. 

 

Primary/Basic Level (1) Criteria 

 

1. There is a process of consulting and providing feedback to internal stakeholders. 

2. Regular staff meetings take place, which are documented, and the minutes are 

circulated. 

3. There are regular leadership meetings to discuss the day-to-day running of the 

organization and how organizational goals are being addressed. 

4. Service providers have a record of their external stakeholders and network organizations, 

their work, and the nature of the relationship they are engaged in. 

5. There is a mechanism known to staff for liaising with external stakeholders. 

6. Documented systems are in place to show how the stakeholders receive ongoing 

updates on the work of the organization. This could include annual stakeholder meetings 

or informal gatherings. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. The process for identifying and networking with external stakeholders is documented. 
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3. Roles and responsibilities of different external stakeholders are documented. 

4. There is a process for receiving feedback from stakeholders and a mechanism for dealing 

with their feedback. 

5. There is a documented system in place to identify who the organization’s external 

stakeholders are. This could include a stakeholder assessment register or a simple 

mapping exercise. 

6. Stakeholder records are well-maintained and not shared without consent. 

7. Paying members’ benefits are well-documented and shared with members. A clear fee 

structure is documented and approved by the governing body. 

8. The system of fee collection is clearly documented and implemented. 

9. Where an organization is representing other organizations, e.g., national entities and 

associations, there is a documented communication strategy with its members, and role 

differentiation between the national entities and the individual members or 

organizations. 

10. Where there is overlap between the activities of a national entity or association and its 

members, a clear memorandum of understanding (MOU) or terms of reference (TOR) is 

developed to provide clarity. 

11. The different levels of stakeholder are identified and documented in the constitution that 

governs the organization. 

12. A stakeholder analysis is regularly undertaken to determine how the service provider 

relates with the different stakeholders, and this is documented. 

13. Stakeholders’ needs assessment is completed annually to identify whether these needs 

are the same or changing. 

14. The governing body encourages feedback from staff and management (internal 

stakeholders). This could be given through occasional meetings with groups of staff and 

managers. 

15. Stakeholder liaison responsibility is designated to an identified person or portfolio within 

the organization. 

16. There is an effective referral network in place which contributes to the provision of a 

continuum of care for patients and their families. 

17. Mentorship and training regarding effective networking is made available for level 1 

organizations. 

 

Tertiary Level/Specialist Level (3) Criteria 

 

1. All of level 2 plus: 

2. The governing body ensures that stakeholder consultative forums are held periodically 

to obtain the views of stakeholders on matters of interest. 

3. The governing body and the organizational leadership respond quickly and proactively 

to stakeholder concerns. 

4. Polices are in place that ensure cultural sensitivity and appropriate responses to culture-

specific perceptions of problems and risks. 
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5. The organization invests in different and documented ways of conflict resolution with 

stakeholders. 

6. Effective networks are established to promote palliative care nationally and 

internationally. 

7. Updates about international networking opportunities are available for level 1 and 2 

organizations. 

 

PRINCIPLE 2: HOLISTIC CARE PROVISION 

Introduction to the Principle: 

 

By definition, palliative care encompasses a holistic approach to care-i.e., it is care that addresses 

the whole person: physical, psychological, social, spiritual, and cultural. Thus, care is provided, 

where possible, by a skilled multidisciplinary team who can give the most appropriate care that 

supports and responds to the needs of patients and families. The plan of care is based on a 

holistic assessment that takes into account the individual’s physical, psychological, social, 

spiritual, and cultural needs. Such an assessment is undertaken using a holistic tool (see example 

in Appendix 2 of APCA Standards), and the outcome of care is measured using simple, rigorously 

validated multidimensional outcome instruments, such as the APCA Outcome Scale (Appendix 3 

of APCA Standards). Following the identification of needs, a plan of care is devised, in 

conjunction with the patient and their family (including children), which is then implemented 

and evaluated on a regular basis. Good communication skills are key to the delivery of palliative 

care, enabling assessment along with discussions with the patient and their family about 

treatment options, prognosis, and breaking bad news. In the holistic approach to care, it is 

important to take into account complementary therapies and relevant legal and ethical issues. 

Care needs to be coordinated between different service providers, ensuring that patients have 

access to care through a system of collaboration, networking, and referral. 

Standard 2.1: Planning and Coordination of Care 
 

The plan of care is based on needs identified through a holistic assessment and is implemented 

and evaluated in partnership with the patient and their family. A designated individual is 

responsible for the coordination of care. 

 

Intent/Rationale 

 

Assessment is a prerequisite to effective care planning. An assessment of the patient and family 

must take into account physical, psychological, social, spiritual, and cultural needs. On 

identification of patient and family needs, a plan of care can be drawn up by the interdisciplinary 

team, where available, in conjunction with the patient and the family. The needs of the patient 

are continually assessed throughout the implementation of the plan of care, which is amended 

and updated as needs change. The planning and delivery of care should ensure the involvement 
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of care providers with different skills, in line with the service provider’s policies and procedures. 

The coordination of care is dependent on the exchange of information and referrals between 

members of the team within and between the levels of care. 

 

Ensuring quality of care requires that clear goals of care are established and that a patient 

receives the available services in a coordinated manner. 

 

Primary/Basic Level (1) Criteria 

 

1. A basic assessment is carried out for each patient and her/his family, and physical, 

psychological, social, and spiritual needs identified. 

2. A basic plan of care is developed, based on the needs identified. 

3. Care plans are reviewed under the supervision of a professional care provider, and 

appropriate referrals are made to other care providers according to need. 

4. One person from the service provider is designated as the patient’s key care provider. 

The patient and family know who that person is. 

5. Patients and families receive adequate information to enable them to participate in care 

decisions. 

6. Referral networks are in place to level 2 and 3 service providers in order to meet the 

identified unmet needs. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. A named professional care provider is responsible for a comprehensive assessment of 

the patient and his/her family and the planning of his/her care. 

3. The documented care plan is regularly reviewed by the professional care provider. 

4. The person responsible for individual patient care has received training in palliative care. 

5. The identified needs of the patient and her/his family are addressed by an 

interdisciplinary or multi-skilled team. 

6. Referral networks are in place from and to level 1 and 3 service providers, to meet the 

identified unmet needs. 

7. There is documented evidence that care is provided in an effective and appropriate 

manner, with the goal of achieving a level of comfort acceptable to the patient and 

family. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All in level 2 plus: 

2. A comprehensive assessment of unmet and complex needs is undertaken and a plan of 

care developed and implemented. 

3. The interdisciplinary team meets on a regular basis in order to discuss challenging 

patients, referrals, new patients, and death and bereavement issues. 
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4. Referral networks are in place from and to level 1 and 2 service providers in order to 

meet the needs of the patient and his/her family. 

5. Medical, nursing, psychological, and other clinical leaders plan and implement an 

effective organizational structure to support their responsibilities and authority. 

6. Patient records reflect that the patient and her/his family receive care consistent with the 

policies and procedures of the organization and professional standards. 

 

Standard 2.2: Access to Care 
 

Patients in need of palliative care have access to services through collaboration, networking, and 

referral. 

 

Intent/Rationale 

 

Palliative care should be available at all levels of care and is enhanced by collaboration and 

networking so that patients with life-threatening illnesses can access services throughout the 

continuum of care. The components of care provided at each level will vary, so there is need for 

referrals and networking in order to offer the full range of palliative care services, along with 

other services that may be required. This standard is focused on ensuring access to palliative 

care. Ready access to community resources is important. 

 

Primary/Basic Level (1) Criteria 

 

1. Sensitization of local stakeholders about palliative care and its availability in the 

community is conducted by service providers. 

2. Service providers provide basic palliative care services. 

3. Service providers have a list and contacts of community resources and other important 

stakeholders where patients and their families can be referred to access specific services. 

4. Service providers work in collaboration with other organizations. 

5. Local networks and referral systems are in place. 

6. Referral networks are in place to level 2 and 3 service providers to ensure that there is 

clinical support for the patients and their families when needed. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Service providers are able to provide comprehensive palliative care services. 

3. Care is supervised by a professional care provider who has had palliative care training. 

4. Referral networks are in place to level 1 and 3 service providers to ensure that there is 

clinical support for the patient and her/his family when needed. 
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Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care is supervised by a specialist palliative care provider.  

3. Referrals are accepted from level 1 and 2 service providers to ensure that there is clinical 

support for the patient and their family. 

4. Service providers have documented policies and procedures with regard to 

collaboration, networking, and referral systems. 

5. Mentorship is provided to level 1 and level 2 service providers with regard to 

establishing and maintaining an effective referral network. 

6. The impact of care on patients and their families is measured and documented. 

7. Quality improvement activities are undertaken to improve patient and family outcomes. 

 

Standard 2.3: Communication in Palliative Care 
 

Effective communication takes place between the patient, family, and the care provider. 

 

Intent/Rationale 

 

Effective communication, which meets the needs of patient and families, is essential in palliative 

care. The majority of palliative care patients express a preference for the care provider to give as 

much information as possible, be that good or bad news. Although communicating the truth 

can be painful, not communicating accurate essential information to patients may well provoke 

greater problems.  Attempts to protect patients from the reality of their situation often create 

further problems and can lead to inconsistent messages being given by other members of the 

interdisciplinary team. Good communication facilitates appropriate referrals, interdisciplinary 

assessment, continuity of care, discharge planning, end-of-life care and bereavement support, as 

well as conflict resolution and stress management. Poor communication is a threat to patient 

care and a source of staff stress. A team of reliable professionals who are communicating well 

with each other provides patients with a sense of security, consistency, and comfort. 

 

Communication and sharing information with regard to prognosis and goals of care are 

essential for quality care. Identification and management of symptoms, physical and 

psychological, hinge on interaction. The act of communication is an important part of therapy 

and occasionally it is the only intervention. Family members often recall in detail the sensitivity 

(or lack of it) of the doctor and staff as their relative was dying. These memories affect the 

grieving process: how the family was told about what was being done, how they were informed 

of them changes in the medical situation, and especially how attentive the doctor and staff were 

in controlling the patient’s distress and physical symptoms. 
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Primary/Basic Level (1) Criteria 

 

1. Care providers are trained in how to communicate with patients and families in an 

empathetic, compassionate, and supportive manner. 

2. Basic information needs of the patient and the family-especially in important areas such 

as disclosure, diagnosis, prognosis, and transition to palliative care-are identified and 

addressed on-site or through referral. 

3. Family members and care providers are educated on how to manage pain, distress, and 

other symptoms in the patient and how to communicate with the patient and 

professional care providers. 

4. There are mechanisms for communicating with patients and families who do not speak 

commonly used languages. 

5. Care providers find out what the patient understands; they learn how much more or less 

information the patient wants to know; they are sensitive to and empathetic with 

whatever emotions the patient expresses; they listen attentively and allow tears and 

emotions to be expressed without rushing the patient; and take into account the family 

and its ethnic, cultural, and religious roots. 

6. Communication is designed and delivered to improve relationships at all levels, including 

family, care providers, and the community. 

7. Communication identifies the patient’s fears and concerns and advises on the resources 

available as well as all holistic needs, including psychosocial concerns. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. The process of identifying and meeting the information needs of patients, families, 

volunteers, local policy-makers/politicians, and professionals is documented. 

3. Information needs of the patient and family are identified, and written information that is 

locally relevant is provided to patients, their families, care providers, policy-makers, and 

the media. 

4. Care providers are given formal training in basic interviewing, assessment and counseling 

skills, and further communication skills training to improve attitudes, confidence, and 

skills. 

5. Accurate documentation of ongoing communication from the multidisciplinary team is 

completed and feedback given. 

6. Family meetings are used for identifying and meeting patient and family information and 

care needs, as well as understanding family dynamics. 

7. Referrals are made so that complex communication needs can be met and are 

documented-including follow-up for feedback. 

8. There is a system for discussing disease progression and end-of-life care. 

9. Care providers initiate research on communication skills in palliative care provision. 

10. Issues around palliative care are communicated to the public, politicians, and the media 

in order to influence policy decisions, resource allocation, and service utilization. 
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Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care providers have received advanced training in communication and, where 

appropriate, counseling skills, through the use of practical and reflective teaching 

methodologies such as videotapes, role playing, etc. 

3. Complex communication needs are identified and met. 

4. There is a family therapist, social worker, or communication specialist to support the 

team with complex communication needs, or access to such services through 

collaboration and networking. 

5. Service providers are undertaking research related to communication in palliative care. 

6. Guidelines for communicating with patients and their families are developed and 

implemented, especially those relating to talking to patients about death and associated 

fears and uncertainties. 

7. Mentorship and training regarding communication is made available for level 1 and level 

2 service providers. 

Standard 2.4: Pain and Symptom Management 
 

A patient’s pain and other symptoms in all domains-physical, psychological, social, and spiritual-

are identified and managed in partnership with the patient and his/her family. 

 

Intent/Rationale 

 

Effective pain and symptom control is the foundation of palliative care and is best achieved 

through a team approach to address the problems of psychological, social, spiritual, and 

physical needs of a patient and her/his family. The important principles of pain and symptom 

control are medical expertise; quality nursing care; a thorough assessment with full attention to 

details; regular review; and good communication skills with a listening ability. 

 

Chronic moderate and severe pain is a common symptom of cancer and HIV and AIDS. Even 

though the increasing availability of antiretroviral drugs in middle- and low-income countries is 

prolonging the lives of many people with HIV, pain symptoms continue to be a problem for a 

significant proportion of these patients. Several studies have found that between 29% and 74% 

of people who receive antiretroviral treatment experience pain symptoms. 

 

Patients do not need to suffer distressing symptoms, including uncontrolled pain. It is possible 

to significantly control the symptoms of pain, as well as other symptoms with which a patient 

might present. 

 

An impeccable assessment of symptoms, including pain, is important so as to identify each 

symptom’s cause and manage it. 
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Primary/Basic Level (1) Criteria 

 

1. Care providers measure and document pain and other symptoms, and assess and 

manage symptoms and side effects. 

2. Care providers believe the patient’s complaint of pain and undertake a basic assessment 

of pain and symptoms. 

3. The assessment is documented, dated, and signed. 

4. Care providers have routine access to step 1 analgesics, such as Paracetamol/Panadol, 

Ibuprofen, etc., and can access step 2 and 3 analgesics (see the WHO Analgesic ladder on 

www.who.int/cancer/palliative/painladder/en/) under the guidance of level 2 and 3 

service providers. 

5. The effectiveness of interventions to relieve pain is documented. 

6. Pain is re-assessed at regular intervals. 

7. Care providers have clear instructions about how to seek help from level 2 and level 3 

service providers if needed-in particular out of normal working hours. 

8. There is evidence of appropriate referrals to level 2 and 3 service providers. 

9. There is a clear and easy-to-use referral system to level 2 and 3 facilities that enables 

clinical support for the patient and family where possible. 

10. Non-pharmacological as well as pharmacological methods of pain and symptom 

management are provided to the patient. 

11. Care providers communicate to the patient and family about the interventions they are 

undertaking, to enable the patient to be part of the decision-making process. 

12. A simple medicines chart is developed for use at home by the patient and the family, 

who are given an explanation on how to use the charts. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Care providers are trained in palliative care and the importance of the need to identify 

patients’ symptoms, including pain. 

3. There is a user-friendly assessment tool in place that providers use in the assessment of 

patient symptoms, which includes pain assessment tools such as a body chart or a visual 

analogue scale. 

4. Care providers undertake a comprehensive assessment of the patient’s pain and 

symptoms. 

5. Pain and symptom management is included in the care plan. 

6. Service providers have routine access to step 1 and step 2 analgesics and can access step 

3 analgesics under the guidance of level 3 service providers. 

7. There are adjuvant analgesics available to help in the management of complex pain 

syndromes, e.g., antidepressants for nerve pain, corticosteroids, etc. 

8. Care providers identify complex symptoms, including pain, and make referrals to level 3 

services for advanced management. 
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9. Care providers have clear written instructions about how to seek help from level 3 service 

providers if needed-in particular out of normal working hours. 

10. There is evidence of appropriate consultation with level 3 service providers. 

11. There is an interdisciplinary team available to support the holistic assessment and 

management of the patient’s pain and symptoms, and/or a network system for provision 

of such a service. 

12. Side effects of medications are anticipated and actively treated as appropriate. 

13. There are referral networks in place to a level 3 service provider to ensure that there is 

clinical support for the patient as needed. 

14. There is regular interdisciplinary, in-service continuing professional education to ensure 

that all service providers are current and up-to-date in their understanding of pain and 

symptom management. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. A comprehensive plan of care is available for the assessment and management of the 

patient’s pain and symptoms, and support is given to level 1 and 2 service providers in 

order to ensure that the plan is followed, regardless of the setting of care within a 

specified geographic area. 

3. All medicines of the WHO analgesic ladder, including strong opioids such as oral 

morphine, are available and provided as appropriate to manage the patient’s pain, and 

are part of a comprehensive program for pain assessment and management. 

4. Level 2 service providers are empowered to provide effective management of complex 

pain and other symptoms. 

5. There is a mechanism in place that facilitates referral for specialized interventions for 

control of complex pain and/or symptoms, e.g., radiation therapy, in case of spinal cord 

compression, bone pain, or uncontrolled cancer bleeding, etc. 

6. Service providers receive and manage referrals from level 1 and 2 care providers with 

regard to complex pain and symptom management, referring back and providing 

ongoing support as required to enable the patient to receive good pain and symptom 

management where possible, regardless of the place of care. 

7. Training and mentorship is made available for level 1 and 2 care providers with regard to 

pain and symptom assessment and management. 

8. Operational research is conducted to evaluate the effectiveness of pain and symptom 

management. 

 

Standard 2.5: Management of Opportunistic Infections (OIs) 
 

Appropriate management of OIs, including TB, improves quality of life among people living with 

HIV and AIDS, and those with other life-threatening illness. 
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Intent/Rationale 

 

OIs are a significant cause of morbidity and mortality among people living with HIV and AIDS. 

They may also be found in people with other life-threatening illnesses such as cancer. In HIV 

most of these infections can be prevented with appropriate prophylaxis, and their incidence 

diminishes with the provision of highly active antiretroviral therapy (HAART). 

 

Service providers need appropriate knowledge of screening and managing OIs because these 

infections are life-threatening and cause distressing symptoms including pain, but also for 

public health reasons such as the spread of TB. 

 

Primary/Basic Level (1) Criteria 

 

1. Patients with signs and symptoms suggestive of an OI (e.g., severe headache, long-

standing cough, chronic diarrhea, poor vision, etc.) are identified in accordance with 

national or WHO guidelines. 

2. All patients presenting with HIV and AIDS are screened for TB and referred for further 

investigation and treatment if indicated. 

3. Patients’ primary care providers are identified and educated about the possibility of the 

patient having an OI(s) which is a serious infection that needs referral to a health facility 

for appropriate investigation and medication. 

4. Treatment support is provided to patients-e.g., those on TB treatment-such as 

Cotrimoxazole prophylaxis, diarrhea prevention through the safe water system (SWS), 

malaria prevention (including giving insecticide treated mosquito nets to the patient if 

he/she does not have them already). 

5. Treatment support is provided to patients on treatments such as radiation therapy, 

chemotherapy, etc., and to their main family care provider. 

6. Patients together with their care providers are referred to a level 2 or 3 service provider 

for treatment. 

7. Care providers have access to ongoing education and information on management of 

OIs. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All in level 1 plus: 

2. Thorough assessment by history and physical examination is carried out by care 

providers. 

3. Referral is made for relevant investigations such as sputum analysis, cerebrospinal fluid 

examination, blood tests, x-rays, biopsy, etc. 

4. Holistic management is initiated. 

5. Disease-specific treatment is provided. 

6. There are appropriate referrals for in-patient care. 

7. Pharmacological and non-pharmacological treatment is given to manage symptoms. 
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8. Related psychosocial and spiritual issues are addressed. 

9. Referral for eligibility to ART and other specialized treatments is made. 

10. Primary/secondary prophylaxis is offered as appropriate. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All in level 2 plus: 

2. There is access to commencing ART either on-site or through referral, in accordance with 

national or WHO guidelines (most OIs occur in stage 3 or stage 4 disease, hence 

requiring antiretroviral medicines, or ARVs). 

3. There is access to other specialized treatments such as chemotherapy, radiation therapy, 

etc. 

4. Potential overlapping toxicities, drug interactions, and possible immune reconstitution 

are considered. 

5. Alternative therapies are considered for patients in need of OI prophylaxis with previous 

reaction to Cotrimoxazole. 

6. Training and supervision are available for level 1 and level 2 service providers in the 

management of OIs. 

Standard 2.6: Management of Medications 
 

Systems are in place to ensure that all patients in need of palliative care have access to 

appropriate and affordable medications. 

 

Intent/Rationale 

 

There should be access to a list of medicines for palliative care, ideally one which reflects the 

International Association for Hospice and Palliative Care (IAHPC) List of Essential Medicines for 

Palliative Care (available on www.hospicecare.com/resources/emedicine.htm). While the 

essential medicines list should be adopted at a national level, it is important that there is a 

system in place to maintain availability of these drugs, thus avoiding interruptions of the supply 

of medicines to patients who need them. Service providers need to ensure that there is access to 

at least one type of medicine in each category identified by the IAHPC essential medicines list. 

Governments need to develop plans for the implementation of palliative care and pain 

treatment; adopt relevant policies; introduce instruction for health workers; and ensure 

adequate availability of morphine and other opioid medications. There should be no fear of 

palliative care medications, and health professionals should be able to provide opiates without 

unnecessary concern about sanctions (including legal action) for unintended violations of laws 

that may inhibit the prescribing or dispensing of opiates. There should be clear treatment 

guidelines at the national and service-provider levels which meet the needs of both adults and 

children, so that appropriate medications are used and patients receive optimal doses. These 

guidelines should also take into account the different professional care providers available to 
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prescribe and dispense medications, along with procedures regarding the selection, 

quantification, procurement, documentation, and storage of medicines. 

 

Adherence to medication is important, particularly in areas where resistance can develop if 

medications are not taken correctly; therefore adherence guidelines should be developed along 

with channels for routine communication and feedback from patients on their medications and 

the outcomes of treatment. It is also important to have mechanisms in place to ensure that all 

regulations regarding the safe storage, dispensing, administration, and disposal of controlled 

medicines are adhered to. Ensuring quality care requires that the patient is told and understands 

the treatment options. 

 

Primary/Basic Level (1) Criteria 

 

1. Service providers have access to essential palliative care medications on the National 

Formulary (the list of drugs recognized by the Ministry of Health for use within a 

country), including both adult and child preparations, through collaboration and 

networking. 

2. There is sustained availability of step 1 analgesics of the WHO ladder. 

3. Resources are allocated for the procurement of essential medicines for palliative care. 

4. Documented, organized systems are in place for the selection, quantification, 

procurement, and recording of medications. 

5. Clear systems are in place to ensure an ongoing supply of medications in order to avoid 

interruption to the supply chain. 

6. Adequate storage facilities are available in accordance with legal requirements for the 

medications available, including refrigeration for medications that require it. 

7. Access to the medications storage facility is available only to authorized personnel, and a 

robust inventory control mechanism is in place. 

8. Expiry dates for all medicines are recorded and medicines are issued based on the 

principle of “first expiry, first out” (FEFO) or “first in, first out” (FIFO). Expired and unused 

medicines are disposed of in accordance with national regulations. 

9. Treatment guidelines are in place stating the specific medicines, who can prescribe and 

dispense them, when they are used and the dosages, especially for children. These are 

linked to the national guidelines and essential palliative care medicines available at this 

level. 

10. Information is provided to the patient and their family by the care provider with regard 

to the medicine, indication, dosage, what to do if the patient experiences side effects, 

when to return for further medicines, etc. Some of this information could be included in 

the medicines chart. 

11. Adherence counseling, support systems, and mechanisms for measuring adherence are 

identified and put in place where appropriate, e.g., for TB medicines, ARVs, 

chemotherapy etc. 



33 

 

12. Relevant care providers have access to continuing professional education regarding the 

safe storage, dispensing, prescribing, administration, recycling, and disposal of 

medications. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Service providers have access to all essential palliative care medicines on-site or through 

collaboration and networking. 

3. There is sustained availability of step 1 and step 2 analgesics of the WHO ladder. 

4. There is a trained pharmacy technician or pharmacist to manage medications. 

5. Written information is provided by the care provider to the patients and their families 

about the medicine, indication, dosage, side effects, and what to do if the patients 

experience side effects. 

6. There are systems in place to ensure that all medicines are safely stored, dispensed, 

administered, and disposed of in line with legal requirements. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All in level 2 plus: 

2. Service providers have access to all essential palliative care medicines. 

3. There is sustained availability of step 1, 2, and 3 analgesics of the WHO ladder. 

4. Systems are in place to support level 1 and level 2 service providers with medications as 

required within a specified geographic area. 

5. Specialist palliative care providers and pharmacists give advice with regard to all aspects 

of medication management in palliative care, e.g., clinical use, selection, quantification, 

procurement, documentation and storage, recycling, and disposal of medicines. 

6. Care providers advocate to the national Ministry of Health for access to essential 

palliative care medicine for all patients with a life-threatening illness. 

Standard 2.7: Psychosocial Care 
 

The psychosocial needs of the patient and family are assessed and attended to in order to 

improve psychological, emotional, and social well-being of the patient, their family and 

caregivers. 

 

Intent/Rationale 

 

A major, neglected problem in palliative care is the under-recognition, under-diagnosis and thus 

under-treatment of patients with significant distress, ranging from existential anguish to anxiety 

and depression. Measuring, documenting, and managing anxiety, depression and other 

common psychological reactions of patients and their families-along with offering a grief and 

bereavement care plan is essential. Psychosocial care is affected by a range of cultural factors: 
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the customs and ethnicity of patients and their families; community norms and expectations; 

and religious and philosophical belief systems. Ensuring quality care requires that there is an 

appropriate range of psychosocial services available; that care is given in a compassionate way; 

and that it integrates physical and psychosocial elements. 

 

Appropriate practical assistance is provided to help ease the social burden of the patient and 

family, including in social needs such as finances, social relationships, care of relatives, childcare, 

legal issues, food insecurity, hunger, housing and communication needs, bereavement, and 

spiritual and cultural issues. 

 

Attention is paid throughout the continuum of the illness to the emotional reactions of all 

parties, and to the social environment in which the family lives. The interplay between the 

individual, family, and social system is recognized, and care is facilitated through effective 

communication and counseling. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers initiate conversations with patients and their families to explore the social 

and emotional impact of the illness throughout its continuum, and to respond in a 

compassionate and empathetic manner without false comfort. 

2. Care providers recognize the need for psychological, social, and spiritual support. 

Providers explore the patient’s main distress at each visit and refer patients to 

community resources for psychosocial services. 

3. Care providers undertake a basic assessment of the emotional and social needs of the 

patient and his/her family, including children; provide basic support; and make referrals 

for complex needs to be met. The assessment includes a discussion of the meaning of 

illness to the patient and to the family. 

4. Care providers have training in basic communication, counseling skills, and bereavement 

care and are applying these in practice. 

5. Patients and their families are accepted in their current situation and are assured that the 

care providers will not desert them. 

6. There is affirmation of the patient’s and family’s role in care provision and their 

importance. 

7. Care providers know where and how to refer families for further help with social and 

emotional problems. 

8. Appropriate referrals are made to address complex psychosocial needs. 

9. Care providers explore available family and social support and tap into this to meet some 

of the psychosocial needs, in consultation with the patient. 

10. Care providers explore the presence of stigma and discrimination related to the illness 

within and outside the family. 

11. Stigma and discrimination are addressed by modeling respectful care and through family 

and community education. 
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12. Patients and their families are given an opportunity to express and discuss emotional 

and social/practical needs-such as school fees for children and legal support-and options 

for meeting these needs are jointly identified and implemented. 

13. The patient’s and family’s autonomy is maintained, including respect for their dignity and 

the opportunity to exercise choice. 

14. Care providers are supported in self-awareness techniques and encouraged to use 

reflection to acknowledge the impact on them of working with death, dying, and loss. 

15. Providers commit to regular supervision sessions and accommodate supervisory field 

visits. 

16. Improving the quality of life of terminally ill patients and their families is prioritized. 

17. Care providers keep records of psychosocial interventions. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. There are appropriately trained and qualified staff members in psychosocial 

interventions, such as psychologists, social workers/counselors, and spiritual care 

providers. They provide psychosocial and practical care and advice, or supervise 

psychosocial care by other staff. 

3. A comprehensive psychosocial assessment is conducted and documented. 

4. The psychosocial assessment includes addressing the ways in which illness has changed 

the life of the individual; their coping strategies; their sources of support; and discussions 

of their hopes, expectations, and relationships. This is done to identify any needs to be 

addressed. 

5. The assessment includes information on family issues and relationships, which could be 

obtained using a family relationships tool such as a genogram or family tree. This 

captures and summarizes how the family functions; the need for practical help (e.g., 

physical resources such as money and housing), information on daily living activities, and 

social issues. 

6. Family meetings are undertaken to jointly discuss and manage complex family care 

needs, such as resolving family conflicts. A guide or checklist to conducting family 

meetings is used. 

7. The assessment results in the prioritization of psychosocial needs and their inclusion in 

the holistic care plan. 

8. The service provider is implementing a clearly designed psychosocial program. 

9. Care providers recognize and initiate the medical treatment of psychiatric disorders such 

as depression. 

10. Symptoms such as anxiety and anger are relieved through psychosocial support and 

interventions which may include psychotherapy, cognitive behavioral therapies, and 

educational therapies. 

11. Patients experience the primary team’s commitment and their genuine concern for the 

patient’s total care. 
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12. At each visit, care providers assess the patient’s level of distress, irrespective of the 

setting of care, using a psychosocial or distress assessment/screening tool such as the 

distress thermometer as appropriate. 

13. Care providers keep accurate records on emotional and social issues for discussion in 

supervision, and ensure that records are kept correctly by basic level providers. 

14. Care providers who witness extreme expressions of emotion respond in an appropriate 

manner with compassion and empathy. 

15. Care providers understand the family’s strengths and vulnerabilities, including family 

traditions, norms, and values, as these are important for care planning. 

16. Care providers offer basic bereavement care and support. They understand the usual 

process of grief for adults and children and support the family through the process. 

17. Care providers identify complicated grief reactions and help the family to manage them 

or refer families to specialized bereavement support resources. 

18. Care providers initiate programs to raise awareness of life-threatening illness and 

bereavement in the community, and educate communities on how to respond to their 

sick and bereaved. 

19. Care providers train, mentor, and support the rest of the team, and basic- and 

intermediary-level providers. 

20. Care providers establish and maintain a database of community and other resources 

where patients and families can access emotional and social care beyond the 

organization/service. 

21. Service providers develop and implement a well-documented process for receiving and 

managing referrals for those with emotional and social support needs. 

22. Care providers use psychological approaches which are concerned with enabling patients 

and those close to them to express thoughts, feelings, and concerns related to illness. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Clinical practice guidelines for the management of psychosocial symptoms are 

developed and implemented. 

3. Care providers undertake a leadership role in research on the emotional and social needs 

of patients and families affected by life-threatening illnesses. 

4. Service providers provide consultation for complex emotional and social issues. 

5. Care providers advocate for the inclusion of emotional and social issues in care and 

training programs. 

6. Care providers initiate audit, evaluation, and basic research in emotional and social 

aspects of palliative care and bereavement. 

7. Psychosocial guidelines are developed for use by level 1 and level 2 service providers. 

8. Mentorship and training is provided to level 1 and level 2 service providers. 

9. Care providers conduct regular patient/family conferences to provide information, to 

discuss goals of care, to offer support to patients or families, and to develop and 

implement comprehensive social care plans. 



37 

 

Standard 2.8: Spiritual Care 
 

The spiritual needs of the patient and family are assessed, and spiritual care is well-planned and 

coordinated in all settings. 

 

Intent/Rationale 

 

Spirituality is a sense of relationship to a transcendent dimension or something greater than 

oneself. It is a person’s relationship with a supernatural being, however it is described, e.g., 

whether known as God, Jesus Christ, Mohammed, Buddha or simply the Supreme Being. The 

spiritual aspects of holistic palliative care are very important, and all health care workers can 

reach into the spiritual aspects of themselves to draw on the sensitivity and compassion needed 

to share with patients and their families what is important to them in facing chronic illness, 

death, and grief. Spiritual pain can result from the fear of dying, anger, suffering, guilt and a 

search for the meaning of life and purpose of living, hence the importance of encouraging 

patients to talk about their feelings. 

 

The patient’s and family’s spiritual needs, belief systems, and values are addressed and 

respected. Spirituality can help patients cope with the uncertainty of their illness, instill hope, 

bring comfort and support from others, and resolve existential concerns, particularly the fear of 

death. 

 

Spirituality is an important part of people’s lives and provides a sense of connectedness and 

comfort during times of illness and distress. Common spiritual needs, no matter what a person’s 

belief system, include a search for the meaning of life and purpose of living, receiving and giving 

love, having a sense of forgiveness, hope and creativity, a sense of completion, responsibility, 

and control. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers are able to identify the most appropriate time and space for initiating and 

discussing spiritual needs with the patient and the family, and provide them with 

information about the availability of spiritual care services. 

2. There is an assessment of basic spiritual needs of the patient and their family, aimed at 

identifying needs and providing basic support. 

3. Appropriate referral is made for complex spiritual needs, and there is awareness that not 

all existential questions can be answered by care providers. 

4. There is collaboration with spiritual care providers of all religious denominations in the 

community, and the patient and family have access to them if required. 

5. Simple questions on spirituality such as faith importance and influence community 

address/action (FICA) questions are included in patient assessment tools, and care 

providers are able to initiate discussions on spiritual issues. 
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6. Care providers are aware that they are learning from the patient, and the providers give 

time to listen. 

7. Care providers are able to identify spiritual pain, acknowledge it, and ensure it is 

addressed by them or through referral (with consent and respect). This is documented. 

8. Care providers respect the patient’s and family’s background, beliefs, rituals, and 

practices, with no intentions to change them but to support them within their context. 

9. There is an understanding and appreciation of the wider spiritual needs of the patients 

and their families. 

10. Care providers are aware of their own spiritual needs and are able to separate these from 

those of the patient. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Spiritual needs beyond the capability of level 1 service providers are identified and met 

on-site or through referral. 

3. Spiritual needs are incorporated in the care plan. 

4. The patient and his/her family are asked what their particular beliefs and practices entail. 

5. The patient and her/his family have regular access to a spiritual care provider of their 

choice. 

6. Care providers are aware of African religions or traditional beliefs and are willing to 

support the patients and their families within this context. 

7. Care providers understand the stages of grief and have identified the patient’s and 

family’s stages of grief, and whether these have a particular link with their spirituality. 

8. There are referrals for the management of complex spiritual needs beyond the capability 

of this level. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Patients have access to advanced counseling for complex spiritual needs. 

3. There is a detailed assessment for spiritual needs of the patient and their family. 

4. Care providers are able to draw together the holistic elements that impact personal 

spirituality. 

5. There is awareness of the need in many religions for rituals which impinge on spirituality 

and are necessary to bring peace. It is ensured that they are available. 

6. There is readily available access to spiritual care within the care team or a network for 

referring to spiritual guidance in different religions. 

7. Care providers have time for guided reflection on their own spirituality.  

8. Research and audit regarding the provision of spiritual care is undertaken. 
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Standard 2.9: Cultural Care 
 

Care given to patients and their families is culturally sensitive, underpinned by respect, humility, 

acknowledgement, and understanding of their culture and perspective. 

 

Intent/Rationale 

 

Culture refers to learned patterns of behaviors, beliefs, and values shared by individuals in a 

particular social group. It provides people with both their identity and a framework for 

understanding experience. In its broadest sense, a culture is a group of people with similar 

ethnic background, language, religion, family values, and life-views. 

 

A person’s cultural roots, ethnic background, and religious and spiritual orientation will impact 

their attitudes when they are struggling with a life-threatening illness. Culture has an important 

influence on perceptions of serious illness and death and shapes beliefs about the meaning of 

death and the care of the sick. 

 

Care providers should understand the cultural beliefs and practices of the patient and their 

family and, most importantly, acknowledge and respect them. Incorporating cultural elements 

such as patient and family participation in decision-making, the preferences of the patient and 

the family regarding the disclosure of information and truth-telling, language, and rituals are 

essential to culturally appropriate care. 

 

The goal in providing culturally competent care is to be sensitive and aware of the beliefs, 

practices, and traditions of others and respect them when providing care. This includes self-

awareness, cultural knowledge about illness and healing practices, communication skills, and 

behavioral flexibility. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers ask questions which help them to understand the patient’s culture and 

how this is influencing their responses to the illness. 

2. Patients and families are approached with respect and humility and a desire to 

understand their culture and perspective. 

3. Patients and their families are asked what is suitable for them. 

4. Care providers observe and understand the cultural practices of patients and their 

families. 

5. There is collaboration with traditional healers in caring for patients, and any cultural 

aspects which may affect the management of patients are identified and discussed with 

the interdisciplinary team for further management. 

6. Patient and family rituals or traditions that surround their illness along with end-of-life 

and death experiences are understood and acknowledged, including religious beliefs and 

rituals. 
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7. Care providers recognize that patients’ and families’ attitudes, values and beliefs may be 

different from their own and that those of the patient and the family are at the center of 

care. 

8. Referrals are made to appropriate persons, groups, or institutions and support is 

provided to ensure the practice of specific rituals, customs, or traditions. 

9. Health care providers work closely with the community care provider in understanding 

and respecting the cultural context of the patient, family, and wider community. 

10. Cultural interventions are documented. 

11. There is understanding of the patient’s and the family’s past experiences and the impact 

of these on the current situation. 

12. Care providers are aware that they should not impose their values and beliefs on patients 

and their families. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. In partnership with the patient and family, care providers identify the cultural values that 

are very dear to patients and their families, and ensure that they are supported to fulfill 

these values. 

3. Care providers are familiar with and aware of the general local cultural beliefs and 

customs surrounding death and dying, so that they deliver culturally sensitive services. 

4. Care providers are aware of their own cultural beliefs and values and how these may 

influence the care they give. 

5. Care providers support the person’s preference for disclosure. 

6. There is sensitivity to children’s issues in different cultural settings. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care providers explore, respect, and support fulfillment of the patient’s wishes on 

important personal matters, such as where the patient wishes to die. 

3. Topics on traditions and cultural beliefs are incorporated into all teaching programs. 

4. Care providers discuss with the patient and family the cultural beliefs and practices that 

are dangerous to their well-being. 

5. Care providers discover the uniqueness of each patient by asking questions about things 

such as family lifestyle, patterns of authority and communications, and expectations of 

care providers. 

6. Care providers give practical support in meeting the patient’s and family’s cultural needs. 

Standard 2.10: Complementary Therapies in Palliative Care  
 

Individuals have access to complementary therapies which are evidence-based and are provided 

in a safe and ethical manner. 
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Intent/Rationale 

 

Complementary therapies, when used competently and with sensitivity, can enhance the quality 

of the patient’s life and help his/her family. Many patients will access complementary therapies 

at some time or other during their illness. They may not treat a specific ailment but often treat 

the whole person by restoring peace, balance, and normal energy flow, therefore the theoretical 

systems on which they are based are inherent in the culture and beliefs of the people seeking 

treatment. Patients should have the choice of whether to access complementary therapies or 

not, and be given information about the different complementary therapies available and how 

these can be accessed. Therapies should be based on a documented and evidence-based 

procedure and provided in an ethical and culturally appropriate manner. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers are able to provide basic information on complementary therapies for 

patients and their families. 

2. Care providers are aware of appropriate complementary therapy services in their area 

(i.e., where care is given through evidence based procedures and in an ethical and 

culturally appropriate manner) and provide information to patients about these. 

3. Referral networks are in place to complementary therapy providers to ensure that there 

is holistic support for the patients and their families when needed. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Care providers are able to provide written information on complementary therapies for 

patients and their families, or refer them to appropriate service providers for such 

information. 

3. Care providers discuss issues regarding the use of complementary therapies with the 

patient and their families, e.g., feelings of well-being, end-of-life care, trying other 

options, etc. 

4. Any information with regard to contra-indications for complementary therapy is 

discussed with the patient and their family. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Service providers provide some complementary therapies as part of routine palliative 

care for patients and their families. 

3. Advice is provided to level 1 and 2 service providers on the use of complementary 

therapies in palliative care. 
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Standard 2.11: Care for Special Needs Populations 
 

There is holistic and coordinated care for patients with special needs and their families, through 

partnerships and collaboration ensuring easy access to services through a continuum of care 

despite challenging environmental circumstances. 

 

Intent/Rationale 

 

Special consideration needs to be given to particular groups in the community when applying 

standards, particularly those people who are disadvantaged or marginalized. Holistic care for 

populations with special needs should be designed to give equitable access to quality palliative 

care nationwide, without marginalization or omission of attention to special care needs in 

different care settings. Special needs populations include institutionalized people such as 

prisoners, members of the armed forces, mentally and physically challenged people, refugees 

and internally displaced persons (e.g., in camps), children with a life- threatening illness or 

whose parents have a life-threatening illness, the elderly, religious leaders (due to expectations 

they won’t get certain diseases), the homeless, people with substance abuse problems, and 

closed or difficult-to-reach communities such as remote tribes. The issues affecting incarcerated, 

institutionalized, and displaced people are more traumatizing, with higher risks of rights abuses, 

HIV infection, and limited access to palliative care. It is important that there is attention to the 

needs of traditionally medically under-served patients: those with little English proficiency or 

who are illiterate, for whom care at the end of life is particularly difficult because communication 

is limited, and patients with chronic mental illness or limited education. 

 

It is important to recognize that people with special needs will be present across all identified 

patient populations and do not represent distinct and separate groups in the community. An 

effective communication strategy is needed for special needs populations, to cater for their 

distinct needs. Communication links must be established with communities in institutions for 

special populations, such as health care staff, administrators, and community members such as 

prisoners. These people need to die with dignity, with access to family and peers for 

psychological support. For some people, their current place of residence (such as a prison) will 

be their last home, therefore there is need for them to access services in that setting. 

 

Special needs could hinder access to care because different needs may require addressing by 

different service providers. There are also perceptions that compassionate care cannot take 

place in certain environments such as prisons, and there is a lack of prioritization for planning 

and budgeting for palliative care services in institutions for special needs populations. Yet 

people with special needs are human beings, deserving a dignified and loving environment. 

 

There is a need for advocacy for better care, end-of-life care, and rights observation among 

special needs populations with respect to social cultural norms in those groups. 
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Primary/Basic Level (1) Criteria 

 

1. Service providers understand and accept the circumstances of patients with special 

needs and their families, and establish trusting relationships with them. 

2. There is partnership between institutions of special needs populations and palliative care 

services to achieve optimal patient outcomes, as well as partnership with the wider social 

services sector to meet the needs of patients and their families. 

3. Services are flexible enough to meet the needs of potentially highly vulnerable patients, 

such as the homeless. 

4. Care providers have basic communication skills training which incorporates the handling 

of patients with special needs and their families. 

5. Care providers are encouraged and supported in self-awareness techniques to identify 

prejudice and bias against special needs populations and what they can do with this, 

such as seeking supervision. 

6. Socially and culturally appropriate means of managing the care of special populations 

are used, such as involvement of peers. Inmates and army officers can be peers to each 

other, or cultural leaders, translators, etc. can be used. 

7. There is understanding that life-threatening illnesses do not discriminate but affect all 

populations (e.g., religious leaders can be infected by HIV). 

8. There are disclosure counseling guidelines for special populations. Despite their mobility 

and mentally status, patients are afforded right-to-know diagnosis and prognosis, to aid 

their seeking care from relevant providers and mobile service points. 

9. There is careful attention to the decision-making and care delivery process, which is 

supported by other agents such as authorized guardians, while keeping the needs of the 

patient as the primary focus. Patients are given the opportunity to contribute, as far as 

they are able, to the care planning and decision-making process. 

10. There is documentation of legal needs and interventions among special needs 

populations. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Models of service delivery include a mobile component to cater to mobile populations 

such as outreach points, wellness centers. 

3. Standard operating guidelines for the delivery of palliative care include special needs 

populations. 

4. Service providers accommodate special needs and provide access to basic equipment 

such as wheelchairs, crutches, etc. 

5. There are partnership agreements between service providers and institutions for special 

needs populations (army, prisons, camps, etc.) for supportive collaborations in care 

provision. 
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6. There is a plan for community support for the reintegration of released prisoners and 

displaced persons, covering treatment, adherence, psychosocial support, and links to 

local peer support and faith-based organizations. 

7. There is support for the formation of peer special needs groups which offer peer support 

on legal issues and take a role in advocacy for special needs. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. There are training programs which include the provision of palliative care to special 

needs populations. 

3. People with special needs have access to specialist palliative care services. 

4. Institutions of special needs populations are being supported to develop palliative care 

programs within their institutional health care programs through adopting the holistic 

care approach, using an interdisciplinary team, linking with community services, 

providing families with support, and building institutional capacity for palliative care 

service provision. 

5. There is holistic care which includes pain and symptom management, use of an 

interdisciplinary care team, support for compassionate release where appropriate, 

expanded family visitation policies, and psychosocial and spiritual care. 

6. There is a network database or directory which assists referrals for people with special 

needs to access services. 

7. Care providers assist patients in identifying their current case management needs, 

developing a plan for life after their institutionalization, and detailing medical and other 

needs and how these should be met. 

8. Care providers help to implement the care plan once patients are discharged from the 

institutions, and care providers maintain contact with patients and their families during 

the transition to new locations or back into society. 

9. There are communication links within the institutions for special needs populations, 

among professional care providers, other administration staff and the institution 

community, as well as with outside community and public health agencies. 

10. Patients are supported to meet needs such as housing, health care, employment, 

rehabilitation services, emotional and spiritual support, transportation, legal services, 

food, clothing, and family support. These needs can be overwhelming among special 

needs populations. 

11. There is information on and contact details for specialists to cater to patients with special 

needs and their families on referral. 

12. There is publishing of practice issues on service delivery for special needs populations. 

13. There is continual assessment of palliative care delivery models of care, such as outreach 

that is tailored to highly mobile at-risk groups. 

14. There is strategic planning for special needs populations’ palliative care at the 

institutional and national level, such as end-of-life care programs in prisons, outreach for 

displaced populations, etc. 
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15. There is strategic networking, with level 3 service providers playing a role in the 

integration of legal, ethical, and human rights issues into work of partners in the area of 

special needs populations. 

16. There is documentation of best practices in palliative care for special needs populations. 

17. There is involvement in the development and implementation of special palliative care 

delivery models for prisons, the military, and other special situations. 

18. Service providers advocate for increased access to palliative care by special needs 

populations. 

Standard 2.12: End-of-Life Care 
 

Care is provided at the end of life for the patient and their family so that the patient is made as 

comfortable as possible and their dignity preserved. 

 

Intent/Rationale 

 

It is important that care providers are able to recognize the terminal phase of illness, as all 

patients with a life-threatening illness (e.g., with HIV and AIDS or cancer) will eventually reach 

the end of their life. The aim of end-of-life care is to enable the patients to die in peace and 

dignity and to support the patients to plan ahead and say their farewells. Last-minute panic from 

the family should be avoided. The most appropriate end-of-life care should be negotiated with 

the patient and their family, including setting realistic goals. 

 

Approaching death brings reconsideration of death/after-life issues; it also becomes a time for 

identifying values, beliefs, and personal resources. Mental health professionals, social workers, 

and pastoral counselors must be available to patients at the end of life because of the 

pronounced, complex distress many experience. 

 

Development of clinical practice guidelines relating to psychiatric, psychosocial and spiritual 

domains has the potential to enhance end-of-life care in a major way. Management of several 

physical symptoms that are common at the end of life (e.g., pain, fatigue, nausea, vomiting, and 

dyspnea) is equally important. A key concept in end-of-life care guidelines is the recognition 

that the physical, psychosocial, existential, and spiritual concerns are interrelated and 

overlapping, so it is critical that the patient experience equal attention to all. Central to quality of 

all care at the end of life is communication between the doctor, patient and his/her family. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers are given basic education and training in end-of-life issues. 

2. Basic physical support for the dying patient and their family is provided within their 

preferred setting. 

3. Provision is made to enable the patient and their family to participate in customary or 

religious end-of-life rituals that have meaning for them. 
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4. Basic spiritual and social support is provided by the community to the patient and their 

family. 

5. There is a close working relationship with level 2 and 3 service providers to ensure that 

the patient dies in peace and dignity. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Symptoms in the dying patient are assessed, documented, and managed. 

3. Treatment and care are based on the wishes of the patient and her/his family. 

4. The patient and family are given information about the signs and symptoms of 

approaching death in a manner appropriate to their individual needs and circumstances. 

5. End-of-life issues and the anticipation of the death of the patient are honestly discussed 

in a socially and culturally appropriate manner. 

6. Immediately following the death of the patient and during the early bereavement phase, 

families and caregivers are given time and support to assist with adjustment to the loss 

of their loved one. 

7. There is a close working relationship with level 1 and 3 service providers to ensure that 

the patient dies in peace and dignity. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care providers are given advanced education and training in end-of-life issues. 

3. Specialist advice is available for care providers with regard to managing challenging 

symptoms and situations in caring for a dying person. 

4. A close working relationship with level 1 and 2 service providers is maintained to ensure 

that the patient dies in peace and dignity. 

5. There is a well-documented referral process for ensuring continuity of care for the dying 

person wherever they may be cared for. 

6. Guidance and support is available to any care provider who needs advice about ethical 

dilemmas related to end- of-life care and decision-making. 

7. Debriefing is available for all care providers. 

8. The service takes a lead on establishing good practice for end-of-life care and teaches 

others how to provide end- of-life care. 

9. Advocacy is undertaken for good end-of-life care to become accessible to patients dying 

in hospitals. 

10. There is a clear system for the evaluation of end-of-life care, which includes attention to 

the management of distress. 
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Standard 2.13: Grief, Loss and Bereavement Care in Adults 
 

The patients, their families, and care providers have access to grief, loss and bereavement 

support based on their needs and context. 

 

Intent/Rationale 

 

Grief begins as soon as a loved one develops symptoms perceived as life-threatening, rather 

than beginning only at the person’s death. The quality of care and support that the patient 

receives creates powerful memories and affects the bereavement of those who are left. 

 

Caring for the bereaved is a responsibility and a privilege. In AIDS-related deaths, the bereaved 

face significant issues that can complicate their grief process. Interventions that incorporate a 

holistic approach to grief and loss can facilitate the bereavement process, possibly improving 

the bereaved person’s ability to function, reducing some of the pain experienced, and providing 

an opportunity for transformation. 

 

Grief is highly individualized, depending on the person’s perception of the loss, and influenced 

by its context and concurrent stressors. 

 

Recognizing and documenting the transition to the active dying phase, ascertaining and 

documenting patient and family wishes about the site of death, and implementing a 

bereavement care plan are essential for quality of life. Recognizing and treating distress in the 

family, including the management of bereavement after death of the loved one, are also 

important. 

 

Primary/Basic Level (1) Criteria 

 

1. Information about loss and grief and the availability of bereavement support is available 

to the patient and their family. 

2. Information about completing bereavement tools, e.g., memory books/boxes should be 

provided to families prior to the death of a family member, and support given to use 

these. 

3. Basic assessment is undertaken on how well the family is coping with regard to the 

illness and death of a loved one, and referrals are made for more intense support if 

required. 

4. Care providers are regularly asked how well they are coping with regard to the illness 

and death of patients, and support is provided if necessary. 

5. Care providers have an understanding of the expected emotional reactions to living with 

a life-threatening illness and loss, and the providers are able to explain and normalize 

this process with the family. 

6. Care providers educate the family and community about issues relating to death, dying, 

and bereavement. 
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7. Care providers are trained in basic bereavement care and understand the usual process 

of grief. 

8. Care providers identify complicated grief and have access to resources to refer families 

experiencing complicated grief reactions. 

9. Care providers have information on, access to, and are able to mobilize community 

support groups that may complement their work in assisting the terminally ill or 

bereaved. 

10. Care providers understand the feelings and emotions associated with grieving, and the 

providers support the patient and family through this process. 

11. Care providers explore and respect the wishes, beliefs, and practices associated with 

grief, loss, and bereavement of the patient and family and the wider community. 

12. Care providers understand the traditional rights of succession in families and in the 

communities the providers are serving and how these impact on the patient. 

13. Care providers are aware of and deal with their own grief separately from that of the 

patient and family. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Good referral and support systems are in place between level 1, 2, and 3 service 

providers so that emotional and bereavement support is provided to those who need it. 

3. Providers are trained in comprehensive bereavement care and understand the usual 

process of grief for adults. They are able to explain this to the family and support the 

family through the process. 

4. Providers identify complicated grief reactions and help the family to manage them as 

much as possible. Providers are able to identify when to refer families to specialist 

bereavement resources. 

5. Providers have information on and access to community support groups that may 

complement their work in assisting the chronically ill or bereaved. Providers are able to 

advocate for community support for these groups and to design support programs. 

6. Providers initiate programs to raise awareness in the community of chronic illness and 

bereavement and to educate communities in how to respond to their sick and bereaved. 

7. Providers are able to initiate audit, evaluation, and basic research in emotional and social 

aspects of palliative care and bereavement. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Guidelines are developed and available for providing grief and bereavement support to 

the patient, the family and care providers. 

3. Care providers have advanced training in grief, loss, and bereavement. 

4. Care providers undertake a comprehensive assessment of grief and bereavement needs 

and manage complex needs. 
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5. Care providers receive and manage complex grief and bereavement referrals from level 1 

and 2 service providers and provide these levels with support when needed. 

6. Service providers have a bereavement program with a designated coordinator. 

7. The bereavement program focuses on: addressing practical issues such as food, 

accommodation, and care for the patient’s children; identifying and legitimizing feelings 

of sadness, anger, guilt, and anxiety; encouraging expression of feelings in privacy; 

enabling completion of unfinished business; encouraging living full and enjoyable lives 

whenever possible; and engaging patients and care providers in life review, e.g., through 

memory books. 

8. Care providers understand the stages, phases, and tasks of grief and bereavement (i.e., 

accepting the reality of the loss, experiencing the pain of grief, adjusting to the loss and 

reinvesting energy away from the deceased into new life) and support the patient and 

family through these. 

Standard 2.14: Ethical Care, Human Rights and Legal Support 
 

The care given observes the ethical principles of autonomy, beneficence, non-maleficence, and 

justice; upholds the human rights of the patient and his/her family; and ensures support in 

meeting legal needs. 

 

Intent/Rationale 

 

Every individual is unique and should have equal access to palliative care, irrespective of the 

family’s financial status or where they live. Various countries have patients’ or HIV and AIDS 

charters which set out the rights of all patients and their families. The best interests of the 

individual should be the primary consideration in all decision-making, and decisions should 

be made through an ethical decision-making process. Every individual has the right to receive 

adequate pain relief and symptom management and should be treated with dignity and 

respect and be afforded privacy. Health service providers have legal responsibility toward their 

patients and should exercise the mandated responsibility to support decision-making on 

patients’ involvement in their own care, end-of-life care and a good death with dignity in 

regard to the individual’s social cultural context. 

 

Both palliative care and human rights are based on the principles of the dignity of the 

individual and the principles of universality and nondiscrimination. To palliative care personnel, 

this creates a self-evident premise that palliative care is a human right. The human rights 

approach to advancing palliative care development emphasizes the fact that care of patients 

with life-threatening illness is a fundamental responsibility of governments, society, and health 

professionals. 

 

Ethical and legal aspects of care (e.g., documenting patient preferences for goals of care, 

treatment options, and the setting of care; making advance directives and promoting 

advanced care planning) are important in palliative care provision. Palliative care providers are 
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in a good position to discuss legal issues with people living with HIV and AIDS and those with 

other life- threatening illnesses. 

 

Because of the wealth of available knowledge, all countries can in theory, at some useful level, 

implement the four basic components of cancer control-prevention, early detection, diagnosis 

and treatment, and palliative care-and thus avoid and cure many cancers, as well as palliating 

the suffering. Palliative care is an urgent humanitarian need worldwide for people with cancer 

and other chronic fatal diseases. Palliative care is particularly needed in places where a high 

proportion of patients present in advanced stages, and there is little chance of cure. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers are given basic training and information on patient’s rights; child rights; 

and gender, legal and advocacy issues in palliative care. 

2. Care providers know and understand the rights of the patient and the family along 

with their organization’s responsibilities as identified in laws, charters, and 

regulations. 

3. Care providers work collaboratively with the community served in order to effectively 

protect and advance the rights of the patient. 

4. The rights of the patient and the family are made known to them in a language and 

form they can understand. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. The service provider has a clearly defined consent process described in policies and 

procedures which can be shared with level 1 services as appropriate. 

3. There is a qualified professional care provider whose primary role is to advocate for the 

rights and needs of patients and their families.  

4. Legal support is provided within the national or local framework. 

5. Legal aspects of care are included in the care plan. 

6. Plans and forms for the referral of patients to appropriate health specialists include 

referral for legal advice, advocacy services and guardianship boards. 

7. There is a plan or system for death certification. 

8. There is a monitoring and evaluation plan that incorporates ethical care, human rights 

and legal support indicators and outcomes. 

  

Tertiary Level/Specialist Level (3) Criteria  

1. All of level 2 plus:  

2. There is a palliative care advocacy strategy in line with international human rights 

frameworks and national standards.  
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3. Care providers participate in the development of national guidelines on palliative care, 

and ensure that human rights and legal aspects of palliative care are included.  

4. There is strategic networking where service providers play a role in the integration of 

legal, ethical and human rights issues into the work of other partners  

5. There is documentation of best practices in relation to ethical care, human rights and 

legal support.  

6. Service providers develop and offer tailored training courses on legal support and 

human rights issues in palliative care.  

7. There is formal collaboration with legal service providers and human rights 

organizations, which are given basic training in palliative care.  

8. Advice is provided to level 1 and 2 service providers with regards to ethical care, human 

rights and legal support, and how these can be implemented into palliative care practice. 

9. Mentorship and training is made available for level 1 and 2 service providers in ethical 

care, human rights and legal support 

Standard 2.15: Clinical Supervision 
 

Clinical supervision is provided to care providers working in palliative care. 

 

Intent/Rationale 

 

Clinical supervision is an important part of palliative care practice. It enables care providers to 

receive professional supervision by and support from a skilled supervisor to help them improve 

patient care through identifying solutions to problems, increasing understanding of palliative 

care, improving standards of care, developing their skills and knowledge, and enhancing their 

understanding of their own practice. Supervision should be provided by a trained palliative care 

provider who is also trained to provide supervision. Supervisors are selected for their ability to 

listen, assess, and coach in terms of personal and professional development issues. Supervision 

sessions should, where possible, be provided on a one-on-one basis; be documented; and 

include information on workload, challenges, personal/professional development, self-

awareness to identify personal shortcomings, vulnerabilities, strengths, etc., along with any 

relevant personal information that could potentially affect the individual’s work. 

 

Primary/Basic Level (1) Criteria 

 

1. The clinical supervision needs of professional and nonprofessional care providers are 

identified and acknowledged by management. 

2. Basic clinical supervision needs are addressed by the service. If this is beyond service 

capability, there is a documented mechanism for having these needs met. 

3. Those providing supervision have relevant qualifications and experience. 

4. Regular documented supervision sessions are held and may be one-on-one or group 

supervision. 
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5. The care provider is aware of who his/her clinical supervisor is and what his/her own 

role as a provider. 

6. The clinical supervisor has been identified, is aware of her/his role as supervisor, and 

has access to further support as required. 

7. Care providers report that the clinical supervision is beneficial and helpful to their 

practice. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Clinical supervision is provided to level 1 service providers as appropriate. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Weekly clinical meetings are scheduled involving the entire clinical team. 

3. Professional consultation by qualified personnel is available to care providers at all 

hours, and the care providers know how to access it. 

4. Supervisors receive ongoing supervision and training. 

5. Clinical supervision is provided to level 1 and 2 service providers as appropriate. 

Standard 2.16: Interdisciplinary Team 
 

Teamwork is an integral part of the philosophy of palliative care, and interdisciplinary teamwork 

is an essential component for the provision of high quality and comprehensive palliative care. 

 

Intent/Rationale 

 

An interdisciplinary approach is essential if complex and often competing needs of the patient 

and the different family members are to be met. Cross-functional, interdisciplinary teams offer 

specialist areas of care and benefits to patients and practitioners. In many settings, however, 

multidisciplinary teams may be the practical limit of teamwork. 

 

The needs of individuals receiving palliative care are many, including physical, emotional, social, 

spiritual, and cultural needs. The provision of high-quality palliative care requires an inter-

disciplinary team which includes professional and community care providers. Teamwork involves 

care providers with different skills working together to provide holistic care to patients and 

families, including children, facing illness and bereavement. The interdisciplinary team works 

together to coordinate a holistic plan of care with the patient and family at the center of care. 

This is based on a holistic assessment of the needs. 

 

Teamwork presents an opportunity for genuine consultation and collaboration and offers great 

benefit to patients and care providers, through the opportunity to get support and wisdom from 
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diverse colleagues. To meet patients’ needs for psychological, social, and existential, religious, or 

spiritual concerns, the primary treatment team should include (or have available to it) a 

psychosocial team that consists of a social worker, a mental health professional, and a pastoral 

counselor. 

 

Primary/Basic Level (1) Criteria 

 

1. The core team comprises nurses, doctors, and community care providers who may be 

on-site or accessed through a network and referral system. 

2. Effective channels of communication are in place within the caring team and with all 

others involved in patient and family care.  

3. Care providers receive regular supervision. 

4. Team members identify the patient’s and family’s physical, social, emotional, and spiritual 

needs through basic assessment and management, and refer complex needs to levels 2 

and 3 for advanced management. 

5. Basic holistic care is provided. 

6. There is evidence of optimal use of community resources, including community care 

providers and support groups. 

7. The main family care provider for the patient and significant others is identified jointly 

with the patient and is involved in care provision. 

8. Family care providers and family members are supported with education, information, 

emotional, and practical support in relation to their care role. 

9. Family care providers are encouraged to practice self-care activities to minimize stress 

and promote their well-being and safety. 

10. Family care providers are given information about relevant service providers who may be 

helpful. 

11. Team members treat each other in a respectful and professional manner 

12. Team members demonstrate a common purpose and understanding of each others’ role 

and are able to pool resources. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. The core team has skills in different areas of care and consists of a nurse, doctor, social 

worker/counselor, spiritual care provider, and community care providers on-site. 

3. There is access to other specialist skills such as psychologists, physiotherapists, 

occupational therapists, and other staff through referral according to the patient’s needs. 

4. Members of the community are given an opportunity to contribute to the development 

of care systems and services. 

5. Team members have had an introduction and orientation to palliative care. 

6. Team members have access to support to enhance their palliative care skills. 

7. The team uses a palliative care approach incorporating a concern for the holistic needs 

of the patient and family members as well as other care providers. 
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8. The team is composed of health care personnel specially trained in palliative care. 

9. Support and capacity building for other relevant stakeholders is ongoing. 

10. The team has regular meetings for planning, monitoring, and evaluating patient care. 

11. There are mechanisms for the supervision of team members, and records are kept. 

12. There is clear role definition and respect for each others’ roles, as well as clear reporting 

lines. 

13. Leadership is task-dependant, with tasks defined by the individual patient’s situation. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. There is effective multidisciplinary and interdisciplinary teamwork within specialist teams 

and coordination across a wide range of professions to ensure that all patients can 

access services. 

3. Social workers, mental health professionals, and pastoral counselors are available to 

provide the consultation and treatment that would benefit patients and their families 

when the severity of distress exceeds that which is readily managed by the primary team. 

4. There is access to additional specialists such as psychologists, physiotherapists, and 

occupational therapists. 

5. Teams work in partnership with those providing general palliative care to ensure that 

patients’ and families’ complex needs are met. 

6. All team members, including specialists, are trained in palliative care.   

7. Team members are aware of professional boundaries and understand and value the roles 

and responsibilities of other team members. 

8. Regular interdisciplinary team meetings are held to discuss the care of new and existing 

patients. 

9. There are policies and procedures for the provision of support to the team, including 

conflict resolution and annual team-building activities. 

10. Networks and formal agreements are in place to ensure that identified needs of care 

providers are met. 

Standard 2.17: Providing Support to Care Providers 
 

There is a system for providing support to care providers. 

 

Intent/Rationale 

 

Staff, volunteers, and family members engaged in the provision of palliative care experience loss, 

suffering, and exhaustion on an ongoing basis. Caregivers themselves therefore require support 

to enable them to continue to provide quality patient-centered holistic care that addresses 

physical, social, emotional, and spiritual needs. Support to care providers can be in two forms: 

formal and informal.  
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A health organization is one which is able to acknowledge the presence of an emotional agenda 

and recognizes that this will operate at both a conscious and an unconscious level. It will also be 

able to work creatively with the emotion generated by the nature of the work, and the internal 

tensions within the organization and the individual, and thus continue to stay engaged with the 

main task of the organization and support its care providers in doing the same. 

 

Working closely with dying people can put a person in touch with previous loss experience and 

reawaken unresolved grief, which may affect how a person relates to the one being cared for in 

the present. The fact that some of those providing care are themselves HIV-positive, with similar 

needs to their patients, means that the need for support is even more important. 

 

Failure to recognize and address the emotional and psychological problems of working in 

palliative care causes much of the staff stress and team difficulties that arise over time. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers receive initial and ongoing training and support. 

2. Care providers are taught and equipped to practice infection control. 

3. Care providers have access to professional supervision. 

4. There is a mechanism for expression of feelings by the care providers following the loss 

of a patient. 

5. Care providers meet together to develop and maintain a team identity, and maintain 

contact and communication through monthly meetings based on honest and 

constructive sharing. 

6. There are care provider support groups, and there is a time and space for meeting to 

discuss issues affecting the team. 

7. Care providers recognize the value of working together as a team. 

8. Care providers are willing to talk to their colleagues about their stress and are interested 

in supporting each other in dealing with stress. 

9. Care providers have personal coping strategies based on their belief systems, lifestyle 

management, and family support. 

10. There is recognition that staff support is an essential component of palliative care. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Care providers are selected according to established guidelines. 

3. A “care of the caregiver” program includes activities aimed at stress management. 

4. Employed caregivers have access to regular and documented debriefing sessions. 

5. Workload and hours of work are monitored. All care providers take leave regularly and 

have manageable quantities of work. 
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6. There is support for care providers in multitasking, balancing priorities, and meeting of 

contradictory demands. 

7. Care providers know and understand the nature of their own responses to other people 

in order to maintain a professional relationship and role. 

8. There is a formal process of professional support (clinical supervision) and learning to 

enable care providers to develop knowledge and competence and assume responsibility 

for their own practice. 

9. Routine team meetings are held to provide care providers with an opportunity to debrief 

or address any issues relating to their work and team functioning. 

10. Care providers are encouraged to acknowledge personal problems or crises and seek 

help and support from within or outside the team. 

11. Care providers recognize and acknowledge conflict, understand its causes, and use 

healthy methods of conflict resolution, such as removing symptoms of it and clarifying 

who should be involved in achieving agreed outcomes. 

12. There are good organizational and personal coping strategies to deal with work-related 

stressors, including team support. 

13. There is appropriate management of the transition from work roles to social roles, e.g., at 

work social events. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care providers have access to personal supervision. 

3. A documented “care of the caregiver” program is in place. 

4. Self-care and working as a member of a team are included in the orientation programs 

of all care providers. 

5. Stress levels in care providers are monitored and recorded. 

6. Care providers are rotated among different patients to avoid constant maximum 

exposure to grief and loss. 

7. Research is conducted related to care provider burnout and compassion fatigue. 

8. There are guided team meetings focusing on discussing team functioning. 

9. There are clear team expectations. 

10. Team-building and support activities are incorporated in annual plans and budgets. 

11. Care providers are involved in social support for one another, in decision-making and 

work planning, and exercise some control over their workload. 

12. Care providers have access to an outside professional for support with emotional and 

psychological issues if required. 

13. There are policies which encourage care providers to take time off to prevent burnout. 

14. There are debriefing sessions for care providers following the death of challenging 

patient cases. 
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PRINCIPLE 3: CHILDREN’S PALLIATIVE CARE 

Introduction to the Principle: 

 

Children’s palliative care aims to improve the quality of life of children with a life-threatening 

illness, through a holistic approach including the control of pain and symptoms. Meeting the 

palliative care needs of children requires a comprehensive and integrative approach from a 

skilled multidisciplinary team at the different levels of care provision. While there is significant 

overlap between adult and children’s palliative care, there are significant differences, and 

children are not just little adults: e.g., communication with children tends to be more difficult 

than with adults and the method of action of drugs in children differs from that in adults. In 

end-of-life care there are subtly different challenges facing professionals dealing with dying 

children, and these require well-structured support and development systems. Children tend to 

have a broader range of people involved in their care, and so teamwork and an understanding 

of team dynamics is especially important. Children’s palliative care in Africa presents challenges 

due to the high number of children requiring care along with child-headed households. Due to 

the significant overlap between adult and children’s palliative care, many of the standards 

defined in Principle 2: Holistic Care Provision are also applicable to children’s palliative care and 

have not been repeated here. 

Standard 3.1: Holistic Care Provision in Children 
 

A multidisciplinary team provides children’s palliative care throughout the course of the illness 

and in the family’s preferred environment. 

 

Intent/Rationale 

 

Palliative care for children should be provided across the continuum of care, from diagnosis to 

death and bereavement. Palliative care should be given alongside treatment that is aimed at 

providing a cure or prolonging life and ideally should be provided wherever the child and family 

choose to be-e.g., in the community, in the town, in the hospital (although these choices are not 

always feasible). Where possible, families should be able to move between locations without the 

child’s care being compromised; therefore, strong referral networks are needed between all 

levels of service delivery. 

 

Primary/Basic Level (1) Criteria 

 

1. The unit of care is the child and their family. 

2. Professional care providers have received basic training on the principles, objectives, and 

practices of palliative care for children. 

3. Community care providers are supervised by a professional care provider who has had 

basic training in the principles, objectives, and practices of palliative care for children. 
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4. The palliative care approach is adopted by professional care providers incorporating a 

concern for the holistic needs of the child, including the family’s needs, and is based on 

an open and receptive attitude towards death and dying. 

5. Families refer themselves to level 1 service providers for support with the care of their 

child. 

6. One person from the service provider is identified as the family’s key worker and contact 

person. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Palliative care for the child and the family is provided by an interdisciplinary team of 

health providers who have been trained and are knowledgeable and skilled in children’s 

palliative care. 

3. There are appropriate links between different levels of service provision to enable the 

child and their family to access expertise, irrespective of the geographic location or size 

of the service. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. The provision of palliative care to the child is supervised by a specialist children’s 

palliative care provider. 

3. The composition of the team providing palliative care for the child and the family 

includes specialist palliative care providers as well as specialist children’s care providers, 

drawn from a range of disciplines that will enable the service to meet the cultural, 

physical, psychological, social, and spiritual needs of the child and family. 

4. The team’s expertise in children’s palliative care helps to inform education, training, and 

research as well as practice and is shared where possible with level 1 and 2 service 

providers. 

5. Mentorship and training is provided to level 1 and 2 service providers. 

6. The team of caregivers providing for the child and the family is provided with 

psychosocial support and supervision and, where required, will offer this service to level 

1 and 2 service providers. 

Standard 3.2: Pain and Symptom Management for Children 
 

Every child requiring palliative care has access to pharmacological, psychological, and physical 

management of pain and other symptoms, 24 hours a day, 365 days a year. 
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Intent/Rationale 

 

The general principles for pain and symptom management in children requiring palliative care 

include: 

 Treatment of reversible conditions  

 Palliation of symptoms 

 Relief of distress for both parents and children. 

 

These are all considered essential and, where possible, the cause of any symptoms is treated 

alongside managing the symptoms. Assessment is a prerequisite to good pain and symptom 

management. The management of pain and symptoms in children follows similar guidelines for 

adults-e.g., using the WHO analgesic ladder and ensuring that pain relief is provided by the 

clock, by mouth, and by the child. It is important to note that oral morphine can be used safely 

in pain management for children. 

 

Primary/Basic Level (1) Criteria 

 

1. Community care providers undertake a basic assessment of the child’s pain and 

symptoms and seek help or advice when needed. 

2. Professional care providers undertake a basic assessment of the child’s pain and 

symptoms and provide basic pain and symptom management. 

3. There is routine access to step 1 analgesics and to step 2 and step 3 analgesics under the 

guidance of level 2 and 3 service providers. 

4. Care providers have clear instructions about the ongoing management of the child’s pain 

and symptoms and know when to refer to level 2 and 3 service providers. 

5. There are written instructions for managing pain “by the clock” and for giving 

breakthrough analgesics as required. 

6. The care providers have clear instructions about how to seek help from level 2 and level 

3 service providers if needed, in particular out of normal working hours. 

7. Non-pharmacological as well as pharmacological methods of pain and symptom 

management are provided. 

8. Referral networks are in place to level 2 and level 3 service providers to ensure that there 

is clinical support for the child when needed. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Professional care providers undertake a comprehensive assessment of the child’s pain 

and symptoms. 

3. Effective pain and symptom management is provided. 

4. There is routine access to step 1 and step 2 analgesics and step 3 analgesics under the 

guidance of a level 3 service provider. 
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5. An interdisciplinary team is available to support the assessment and management of the 

child’s pain and symptoms. This includes the treatment of the underlying cause of any 

symptoms as appropriate, alongside the management of that symptom. 

6. Side effects of medications are anticipated and actively treated as appropriate. 

7. Referral networks are in place to level 3 service providers to ensure that there is clinical 

support for the child when needed. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. A comprehensive plan of care for the assessment and management of the child’s pain 

and symptoms is developed. 

3. Support is given to level 1 and 2 service providers in order to ensure that the plan of care 

is followed regardless of the setting of care. 

4. Step 3 analgesics are provided as appropriate to manage the child’s pain as part of a 

comprehensive program for pain assessment and management. 

5. There is access to pediatric formulations of medications and a clear system in place to 

enable the child to access these formulations regardless of the place or level of care. 

6. Complex pain and symptoms in children are assessed and effectively managed. 

7. Leadership regarding the provision of pain and symptom control in children is provided. 

8. Referrals from level 1 and 2 service providers are received and managed with regard to 

pain and symptom management in the child. Referring back and ongoing support take 

place as required to ensure that the child receives good pain and symptom management 

regardless of the place of care. 

9. Training and mentorship in pain and symptom assessment and management in children 

are given to level 1 and 2 service providers. 

Standard 3.3: Psychosocial Care for Children 
 

Every child requiring palliative care has access to age-appropriate and culturally appropriate 

psychosocial care-i.e., psychological and social care. 

 

Intent/Rationale 

 

An honest and open approach should be the basis of all communication with the child and 

her/his family. The family is the unit of care for the provision of psychological and social support. 

Parents are central to a child’s well-being and, where possible, they or a designated caregiver 

should be present and involved in all aspects of the child’s care, guided by the age and wishes 

of the child. It is important that age-appropriate care is provided to the child: care given should 

try to meet the needs of the child’s age, developmental stage, and communicative and cognitive 

abilities. 

 

 



61 

 

Primary/Basic Level (1) Criteria 

 

1. The care provider undertakes a basic assessment of the child’s and the family’s 

psychosocial needs. 

2. Community support for the child and the family with regard to basic psychosocial needs 

is promoted and provided for at a basic level. 

3. Referral systems are in place to ensure that the child’s and family’s basic psychosocial 

needs are met through a network of available services. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. A comprehensive assessment of the child and the family’s psychosocial needs is 

undertaken, and a plan of action developed to support these needs. 

3. The identified psychosocial needs of the child are met in an age-appropriate manner, by 

a professional care provider trained in social care skills for children. Where such care 

providers do not exist, formal arrangements are made to enable access to such care. 

4. On behalf of the child and their family, the service facilitates appropriate contacts with 

other networks within the community, where available, to ensure that the child’s needs 

are met 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. A children’s social care professional is part of the core clinical team and provide services 

to the child and the family to address complex psychosocial needs. 

3. Training and mentorship in the psychosocial needs of children and their families is 

provided to level 1 and 2 service providers, as appropriate. 

4. Information is available on existing community-based social support networks where the 

child and the family can access care beyond that of the specialist organization. 

5. There is a well-documented process for receiving and managing referrals from level 1 

and 2 service providers and other organizations in order to meet the psychosocial needs 

of the child and his/her family. 

6. The service provider undertakes a leadership role with regard to psychosocial care for 

children and their families, including documentation of best practice and research. 

Standard 3.4: End-of-Life Care in Children 
 

The unique needs of the dying child and the family are considered, the child is made as 

comfortable as possible, and their dignity is preserved. 
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Intent/Rationale 

 

Care providers need to be experienced and skilled in recognizing when the terminal phase of 

the child’s illness has begun in order to facilitate appropriate care. The beliefs and values of the 

child and the family regarding death and dying need to be addressed and respected, and they 

should be assisted to prepare and plan for death by discussing expectations in order to reduce 

fear and encourage involvement. Memory books or boxes are a useful tool for helping children 

prepare for their death. Where possible, both the child and the family members are given the 

opportunity to say goodbye and express their last feelings and wishes. 

 

Primary/Basic Level (1) Criteria 

 

1. Basic support for the dying child and the family is provided within their home setting. 

2. Provision is made to enable the child and family to participate in customary or religious 

end-of-life rituals that have meaning for them. 

3. Basic spiritual and social support is provided by the community to the child and the 

family. 

4. The child’s primary caregiver is supported in their role. 

5. There is a close working relationship with level 2 and level 3 service providers to ensure 

that the child dies in peace and dignity. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Symptoms in the dying child are assessed and documented. 

3. Treatment and care is based on the wishes of the child and the family. 

4. The child and the family are given information about the signs and symptoms of 

approaching death in a manner appropriate to their individual needs and circumstances. 

5. End-of-life issues and the anticipation of the death of the child are honestly discussed 

with the child and the family in a socially and culturally appropriate manner. 

6. Immediately following the death of the child and during the early bereavement phase, 

families and caregivers are given time and support to help with adjustment to the death 

of the child. 

7. There is a close working relationship with level 1 and 3 service providers to ensure that 

the child dies in peace and dignity. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All in level 2 plus: 

2. Specialist advice is available for care providers on managing challenging symptoms and 

situations when caring for a dying child. 

3. A close working relationship is maintained with level 1 and 2 service providers to ensure 

that the child dies in peace and dignity. 
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4. There is a well-documented referral process for ensuring the continuity of care for the 

dying child, wherever they may be cared for, and support is given to level 1 and 2 service 

providers as needed. 

5. Guidance and support are available to any care provider who needs advice about ethical 

dilemmas related to end-of-life care and decision-making. 

6. Debriefing is available for caregivers who need support following the death of a child 

who they have been caring for. 

7. The service takes a lead on establishing good practice in care for the dying child and 

her/his family and teaches others how to care for the dying child. 

Standard 3.5: Bereavement Care for Children 
 

Formal mechanisms are in place to ensure that children and their families have access to age-

appropriate bereavement care, information, and support services. 

 

Intent/Rationale 

 

Bereavement care for the child and the family should commence at diagnosis and continue 

through the disease process, through death and beyond. Different cultures have different beliefs 

about death and dying; therefore, bereavement support should be provided in a culturally 

appropriate manner. Children who are dying need to have the chance to mourn for what they 

are losing. Siblings of children who are dying need the opportunity to mourn for their brother 

and sister. Children who have lost a parent also need the opportunity to mourn, yet often their 

feelings go unrecognized and unsupported. 

 

Primary/Basic Level (1) Criteria 

 

1. Information about loss and grief and the availability of bereavement support is made 

available to the child’s family before and after the death of the child, and to children 

before and after the death of a parent. 

2. Information about completing bereavement tools-e.g., memory books or boxes-is 

provided to families prior to the death of a family member, and support is given to use 

these. 

3. Basic assessment is undertaken on how well the family is coping with regard to the death 

of a child and referral made for more intense support as required. 

4. Basic assessment is undertaken on how well children are coping with regard to the death 

of a parent and referral is made for more intense support as required. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 
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2. Good referral and support systems are in place between level 1, 2, and 3 service 

providers so that emotional and bereavement support for children can be provided to 

those who need it. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Guidelines are developed and available for providing bereavement support to children 

and their families. 

3. Professional care providers trained in bereavement support for children are available to 

support those with complex bereavement needs and to support care providers from 

level 1 and 2 service providers. 

4. A health care professional trained in bereavement support for children coordinates the 

bereavement support program for children. 

5. Education about loss, grief, and bereavement in children is provided for staff and 

volunteers of level 1, 2, and 3 service providers. 

Standard 3.6: Ethical Care, Human Rights and Legal Support for 

Children 
 

Palliative care for children should be provided in a way that upholds the ethical and legal rights 

of the child. 

 

Intent/Rationale 

 

Every child is unique, with his or her own needs, strengths, values, and beliefs. Children should 

have equal access to palliative care, irrespective of the family’s financial status or where they live. 

The International Children’s Palliative Care Network (ICPCN) Charter sets out the international 

standard of support that is the right of all children living with life-threatening conditions and 

their families.  

 

The best interests of the child should be the primary consideration in all decision-making. Every 

child has the right to receive adequate pain relief and symptom management, to be treated with 

dignity and respect, and to be afforded privacy. 

 

Primary/Basic Level (1) Criteria 

 

1. All care providers should know and understand the rights of the child and the family, 

along with the provider’s organization’s responsibilities as identified in laws, charters and 

regulations. 

2. Care providers should work collaboratively with the community served in order to 

effectively protect and advance the rights of the child. 
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3. The rights of the child and the family are made known to them in a language and form 

that they can understand. 

4. When the child is unable to understand his or her rights, a mechanism is put in place to 

ensure that his or her caregivers are included in the process of protecting those rights. 

5. The child and her/his family are enabled to participate in care decisions through the 

provision of basic information regarding the care and treatment proposed. 

6. Support is provided to the child and the family to protect their rights to participate in the 

care process. 

7. There is a process in place to identify and respect the values and beliefs of the child and 

the family. 

8. Information on alternative care services is provided when the service provider cannot 

provide the care or services needed. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. When the child is below the age of consent, consent is provided by the family and, where 

possible, assent from the child. 

3. The name of the legal guardian is recorded in the patient care file. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. The service provider has a clearly defined consent process described in policies and 

procedures which can be shared with level 1 and 2 service providers as appropriate. 

3. Advice is provided to level 1 and 2 service providers on the legal and ethical rights of the 

child and how these can be implemented in palliative care practice. 

 

PRINCIPLE 4: EDUCATION AND TRAINING 

Introduction to the Principle: 

 

Palliative care education is one of the four components or pillars of the WHO public health 

strategy for palliative care, which must be addressed for the effective integration or 

establishment of palliative care in society and to change the experience of patients and families. 

The quality of life of at least 100 million people would have improved if today’s knowledge of 

palliative care was accessible to everyone. In order to scale up palliative care provision in Africa, 

there is a need to make palliative care knowledge accessible to all service providers as well as 

educators. Palliative care education and training should be looked at as a continuum, which 

begins at undergraduate level through to specialist training and into continuing education. It is 

critical for ensuring that there are appropriate knowledge, skills, and attitudes for all service 

providers, including care providers, patients, families, and the general public. Training needs to 
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be competency-based and should target the various levels of service delivery, from primary to 

specialist services. APCA has developed a competency framework which can be used alongside 

these standards in order to ensure that care providers are trained to the appropriate 

competency for their level of skill and cadre. Education and training should aim not just at 

knowledge and skills but also at attitudes, beliefs, and values. Clinical placements are a 

fundamental education strategy in health care education. It is important to develop a trusting 

environment in which it is easy to seek help or support or to talk through a health worker’s own 

feelings and concerns.  

 

There should be a clinical component as well as an element of ongoing mentorship and 

supervision. In education, as in other areas of clinical practice, the early experiences are very 

important in sending messages of enthusiasm for the subject, of its excitement, its place in 

medicine as a whole, and its value to patients and the public. Palliative care needs such leaders if 

it is to continue to grow and develop as a specialty. 

Standard 4.1. Training for professional care providers 
 

All professional care providers receive initial and ongoing training in palliative care to enhance 

their care giving knowledge and skills. 

 

Intent/Rationale 

 

Professional care providers need to be equipped with the knowledge and skills required in order 

to be able to provide a high standard of palliative care to patients, their families, and other care 

providers. Palliative care providers in Africa face many challenges, including the lack of 

education of those delivering the care. Education is a priority, and training needs to be provided 

for professional care providers in all care settings—e.g., hospitals, clinics and the community. 

People thus trained can then train community care providers and the family. Training needs to 

be delivered in a culturally sensitive manner that is accessible to different segments of the 

population. Professional care providers also need to learn how to implement the principles of 

palliative care in order to be able to provide holistic palliative care to patients and families 

Organizing training and education for professionals is an element of good structure and process 

of care. The important thing is not that all health care workers specialize in palliative care, but 

that palliative care training is available at various academic levels to fit in with the varying needs 

and requirements of the different professions. 

 

Primary/Basic Level (1) Criteria 

 

1. Professional care providers have received introductory training in palliative care that 

prepares them at the appropriate competency level outlined in the APCA core 

competency framework. 

2. Professional care providers have had experience in an established palliative care service. 



67 

 

3. The introductory palliative care training course was given within the local cultural context 

and the context of multidisciplinary teaching and learning. 

4. Professional care providers have access to a professional with recognized palliative care 

training for support and supervision. 

5. Professional care providers have access to continuing professional development. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. There are some professional care providers who have a palliative care qualification that 

enables them to practice with the required competency for this level. 

3. All professional care providers receive ongoing in-service training. 

4. The outcome of education and training is assessed, monitored, and evaluated. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. There are a number of professional care providers qualified at a specialist level in 

accordance with the competencies as defined in the APCA core competency framework. 

3. Professional care providers are supporting the design and delivery of palliative care 

education and training programs for all levels of care. 

4. The organization contributes towards the development of palliative care curricula. 

5. Palliative care training is evaluated and linked to competencies and standards. 

6. There is collaboration with health teaching institutions as appropriate. 

7. Training is available for teachers and trainers of palliative care. 

8. Career structures for palliative care professionals are developed and recognized. 

Standard 4.2: Training for Community Care Providers 
 

Community care providers are trained, supervised, and aware of their role in providing quality 

palliative care services as valued team members. 

 

Intent/Rationale 

 

Community care providers form part of an interdisciplinary team whose focus is on providing 

holistic care, and they are a key resource within the community. They should therefore be given 

adequate training, reimbursement, professional supervision, and a proper job description. 

Following training, the supervision of volunteers is vital to ensure that they are giving 

appropriate care 

 

Community care providers need to be selected, oriented, trained, placed, and supervised. 

Community care provider programs allow people who volunteer the opportunity to give of 

themselves to others in their community. Community care providers supplement professional 
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care providers, thereby enhancing access to palliative care services. Their services help in filling 

the gaps due to inadequate staffing in most services. 

 

Communities are the end-users of palliative care services and therefore need to be involved in 

service planning, design, delivery, and evaluation, achieved  through community education. 

Volunteers bring great added value to palliative care when selected and deployed appropriately 

and provided with good training and support. It is the responsibility of every service provider at 

each level of service delivery to ensure the standards relating to community care providers are 

met. 

 

Primary/Basic Level (1) Criteria 

 

1. Community care providers have received introductory training in palliative care that 

prepares them at the appropriate competency level outlined in the APCA core 

competency framework. 

2. Training is based on an assessment of community needs and on the community’s 

cultural context. 

3. Selection of community care providers is undertaken from the communities being served 

and based on clear criteria, such as the ability to read and write, language skills, and 

previous training in care provision, among others. 

4. As part of training, community care providers are exposed to existing systems of care 

delivery. 

5. Community care providers are supervised by  the professional care providers within their 

team. 

6. Supervisors of community care providers are given additional training in supervision. 

7. Community care providers have access to continuing education. 

8. Community care providers are trained to link up with other resources and services in the 

community. 

9. Community care providers are given basic training in palliative care, with a focus on the 

continuum of care to facilitate patient referrals to available services. Training also covers 

key areas such as companionship; alleviating suffering; socialization and emotional 

support to both the patient and family; standing in and allowing family members time 

off; bereavement support follow-up; and assisting with community projects, public 

relations, and community awareness and access to services. 

10. There is collaboration among community care providers within the area and 

understanding that they can refer patients and their families to any available appropriate 

service. 

11. There is collaboration among services working with community care providers to avoid 

duplication in training them. 

12. The training of community care providers includes the elaboration of their roles and 

expectations. 

 

Secondary/Intermediary Level (2) Criteria 
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1. All of level 1 plus: 

2. Community care providers are trained to meet competency needs for this level as 

elaborated in APCA’s core competencies. 

3. Community care providers are selected from a variety of backgrounds. Most have 

experienced a loss in their own lives; all have a genuine interest in giving of themselves 

in helpful ways. 

4. The selection of community care providers considers professionals such as retired nurses, 

teachers, etc. 

5. Community care provider skills are further built to enable them to be trainers of level 1 

care providers and to sensitize their communities on palliative care. 

6. There is monthly supervision for community care providers. 

7. There are appropriate training resources and materials available. 

8. The training of community care providers clarifies their role, benefits, expectations, and 

limitations. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Community care providers are trained to meet competency needs for this level. 

3. Community care providers support the design and delivery of palliative care education 

and training programs for levels 1 and 2. 

4. Community care providers are updated on any advances in palliative care provision and 

have up-to-date knowledge and skills. 

5. Community care providers are given comprehensive palliative care training, which 

incorporates theoretical and practical approaches to care delivery. 

6. Community care providers are good leaders who have the advocacy ability to reach both 

higher cadres of health providers and needy clients in the community, so that holistic 

care is accessible and affordable at all levels in a given context. 

7. Community care providers have additional education through attending ongoing 

support and education meetings. 

8. Community care providers work closely with the clinical team and acquire further skills 

through this process. 

9. Community care providers are given knowledge and skills in all the diverse areas of 

palliative care so that they become members of an integrated health care team, 

providing home care, education, and support to patients and their families in their 

communities. 

10. There is advocacy for community care providers to gain recognition by the formal health 

care sector and for standardized training, career pathways, and formal support. 

 

 



70 

 

Standard 4.3: Continuous Education in Palliative Care 
 

Continuous professional development is made available to all care providers working in 

palliative care. 

 

Intent/Rationale 

 

Continuing professional development is concerned with personal growth and satisfaction with 

performance. There is a strong moral imperative for the clinician in palliative care to keep up-to-

date and for those involved in the education of professionals to be aware of the range of 

methods of teaching and assessment now available. 

 

Continuous professional development within palliative care is important in ensuring that care 

providers continue to develop their knowledge and skills, and improve and refresh their existing 

knowledge. Professional development needs are assessed at the different levels of service 

provision and take into account the environment in which people are working-e.g., available 

resources and development requirements. Ideally, a personalized development plan addresses 

the unique needs of a particular professional, and through development programs, performance 

is improved. Within palliative care, professional development acknowledges both the need to 

improve generic skills which may have been part of foundational training as well as focusing on 

specialized areas of development particular to the palliative care field. Professional palliative 

care development aims to ensure that patients receive the best care possible and that best 

practice models are developed and shared. 

 

Primary/Basic Level (1) Criteria 

 

1. Development needs are identified for all care providers. 

2. Organizational policy makes provision to address the professional development needs of 

its care providers. 

3. Resources are available to support professional educational development. 

4. Professional development activities are recorded by the organization. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All in level 1 plus: 

2. Service providers have a continuous professional development plan which includes 

relevant care providers being identified and, where appropriate, supported to undertake 

palliative care training. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 
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2. Staff development needs are identified through performance appraisal and form a part 

of ongoing professional assessment. 

3. Service providers offer professional development opportunities in palliative care to the 

wider health community, including level 1 and level 2 facilities and educational 

institutions. 

4. Systems are in place to evaluate the system of continuous professional development 

within service providers. 

Standard 4.4: Competencies for Different Cadres 
 

All care providers have the appropriate competencies for the level of service offered. 

 

Intent/Rationale 

 

A competency is a specified attribute that an individual is expected to possess in order to 

perform a task or set of tasks effectively in a specified field or context. Competencies are 

behavioral and are useful for describing the individual’s quality in relation to the demands of the 

tasks that the individual is required to perform. Competencies are therefore useful in ensuring 

that care providers are trained to the appropriate competency for their level of skill and cadre. 

 

Primary/Basic Level (1) Criteria 

 

1. All care providers, including volunteers, should demonstrate appropriate 

competencies in providing palliative care to patients and their families. 

2. Clear referral systems are in place when care provision is required above the level of 

competency of the level 1 care providers. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All in level 1 plus: 

2. There is a multidisciplinary team of care providers, each demonstrating appropriate 

competencies that complement each other in order to provide palliative care to the 

patient and family. 

3. Clear referral systems are in place when care provision is required above the level of 

competency of the level 2 care providers, or in a setting where they are not familiar. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All in level 2 plus: 

2. At least one member of the multidisciplinary team should be trained as a specialist in 

their profession, thus demonstrating specialist palliative care competencies. 

3. Where children are being cared for, it is important that there are care providers with 

specific competencies for caring for children. 
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4. Clear referral systems are in place with level 1 and 2 service providers when care 

provision is required at a different level. 

5. When referring to another service provider, the organization is aware of the level of 

competency within that service provider. 

6. Training and mentorship in palliative care are provided to level 1 and 2 service providers, 

with an emphasis on enabling service providers to have the appropriate competencies to 

care effectively for the patient and family. 

Standard 4.5: Supervision and Mentorship 
 

There is supervision and mentorship for all those trained to deliver palliative care. 

 

Intent/Rationale 

 

Appropriate supervision and mentorship are vital elements of any palliative care training 

program. Setting up mentorship programs requires both individuals and organizations to 

change, which often meets initial resistance. Necessary skills include patience, perseverance, and 

the maturity to deal with criticism constructively. Supervisors and mentors have a vital role in 

helping students learn and making them feel supported and encouraged. It is important for 

health workers who are new in the field of palliative care to have the supervision and 

mentorship of someone experienced as they undertake clinical placements and set up services 

in their own clinical environment. 

 

The real importance of education lies in the value it adds to the student. Supervision and 

mentorship provide formal and informal opportunities for learners to receive feedback on 

performance and to know how they are progressing as a result of training. Role models are of 

particular importance to learning in palliative care, and supervisors and mentors can take on this 

role. Effective mentorship can help to extend the principles of palliative care. Mentorship is vital 

in a new field such as palliative care where professional practice is evolving, and there are few 

senior leaders to serve as role models. 

 

Primary/Basic Level (1) Criteria 

 

1. Care providers receive support and supervision from professional care providers 

following training in palliative care. 

2. Care providers have access to ongoing support, supervision, and mentorship whenever 

required. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 
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2. Care providers with a training role are coached on how to mentor others and provide 

supervision so that they are knowledgeable, experienced, and supportive, with trusting 

relationships with supervisees. 

3. Mentors are motivated and have the skills needed to assist others in a positive, culturally 

sensitive, and constructive manner. 

4. Mentors have the experience and willingness to involve a wide range of networking 

partners in the mentorship process. 

5. Supervision and mentorship are guided by the competencies defined for each level of 

training and service delivery. 

6. Standardized tools are used to assess the knowledge and attitudes of care providers. 

7. Supervision and mentorship roles are reflected in employee polices and job descriptions. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. A supervision and mentorship plan is incorporated into any training. 

3. There are standard assessment and evaluation measures for clinical skills following 

training. 

4. Supervision and mentorship are included in training standards of the service provider, 

and there is infrastructure to sustain supervision and mentorship programs. 

5. There is a mechanism through which senior and more experienced care providers share 

knowledge with other care providers. 

6. There is short-term mentorship for care providers in core areas such as pain and 

symptom management and bereavement support. 

7. There are clinical mentorship programs which include a range of learning opportunities 

such as attending family conferences and interdisciplinary team meetings, observing 

clinical rounds, case studies, and one-on-one teaching. 

8. There are written protocols and pocket guides for care providers to use in day-to-day 

service provision. 

 

PRINCIPLE 5: RESEARCH AND MANAGEMENT OF 

INFORMATION 

Introduction to the Principle: 

 

Research in palliative care remains un-prioritized in spite of its importance to the optimal 

development of clinical services. Most developments are not being driven by research findings. 

There is limited data on the most cost-effective model for palliative care service delivery, or even 

on which models are effective. Large areas of practice are based on clinical experience rather 

than high-quality evidence-even in core activities such as pain control. There is an urgent need 

to establish a substantial evidence base given palliative care’s status as a cross-cutting area of 

health care, relevant to many other specialties and disciplines. Despite a growth in palliative care 
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services in poorer countries, there is still a lack of evidence to support calls for the integration of 

curative and palliative care. To advocate effectively to clinicians, policy-makers, funders, and 

educators, there is a need to demonstrate the effectiveness of palliative care alongside 

treatments and to offer models of care that are locally appropriate and proven effective in terms 

of both costs and outcomes. There is also need for strategic investment in palliative care 

researchers, facilities, and infrastructure as well as national strategies for palliative care research 

and close links between academics and clinicians. 

 

Decisions affecting patient care should be taken in light of all valid, relevant information (e.g., 

research results on patients’ preferences and resources). Assessments should be made of the 

information’s accuracy and its applicability to the decision in question. African palliative care 

experts recognize that clinical and health service audit and research is desperately needed in 

order to establish how best to deliver palliative care in resource-poor settings, and to establish 

an information base relevant to the developing world. A priority is to establish a vision for 

research development. It is also essential that care providers can carry out relatively simple 

research and audit. 

 

Despite the need for an evidence base, the research that underpins palliative care service 

provision in Africa is inadequate. The Declaration of Venice, produced by the European 

Association for Palliative Care and the International Association for Hospice and Palliative Care, 

aims to identify palliative care research priorities in developing countries according to the needs 

of specific patient populations, taking into account prevailing socioeconomic and cultural 

contexts; it also recommends the production of a research agenda for palliative care that 

contributes to the development of a global research strategy by each national or regional 

association. Research, monitoring and evaluation, data management and reporting are essential 

in any information management system. 

Standard 5.1: Research 
 

Service providers are committed to ongoing quality improvement of care, through research and 

audit of service models, components, and quality. 

 

Intent/Rationale 

 

Research in palliative care is essential for maintaining standards, advancing knowledge, 

improving practice and outcomes for patients, and in order to be confident that current practice 

is best practice. Evidence-based practice requires the integration of clinical expertise with the 

best available evidence on patients’ values and preferences. Through evidence, palliative care 

providers justify why palliative care matters alongside curative approaches and can influence 

change in clinical practice, the allocation of funds, and medical and nursing school curricula. 

People deserve the right to care that is evaluated and effective. There is a need for technical 

support and resources to enable care to be evaluated and offer frameworks for quality 

improvement. Time and resources allocated to research improve future access and outcomes for 
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patients and families. Research and audit enable the best use of available funds. Clinical 

research, health services research, and needs assessments are essential alongside situational 

analyses. 

 

The principal questions that face palliative care professionals are those of clinical effectiveness 

and acceptability, service efficiency and organization, and meeting changing needs in the 

population. The care professionals are concerned with what palliative care practitioners do and 

how they do it. The standards by which practice is measured are key to clinical auditing. 

 

Primary/Basic Level (1) Criteria 

 

1. Service providers contribute to research through collaboration and networking with level 

2 and 3 service providers and other partners, e.g., on data collection. 

2. Care providers have access to basic training in research. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Service providers initiate and conduct audit and research, independently or through 

collaborative partnerships. 

3. Audit and research cover key service areas, including organizational management, all 

aspects of holistic care provision, children’s palliative care, education and training, and 

research and information management. 

4. The populations served are involved as appropriate in the audit and/or research 

undertaken. 

5. Procedures are in place to ensure that audit and/or research results are incorporated 

effectively and thoroughly into service development and implementation. 

6. Procedures are in place to ensure that audit and/or research results are fed back to the 

population being served. 

7. Care providers are encouraged and supported to publish audit and/or research findings, 

and to disseminate these to local, regional, and international audiences. 

8. Service providers have a database of audit and research tools used. 

9. The methods used to conduct audit and/or research are documented and accessible to 

care providers. 

10. There is collaboration with level 3 service providers over audit, research, and quality 

improvement. 

11. The goals of audit and research include improving existing research capacity among 

service providers. 

12. Audit and research findings are used to inform clinical practice, health policy, and 

decision-making in ministries of health and other relevant bodies. 

13. Audit and research include the perspectives of the patients, their families and care 

providers, professional care providers, and the local community. 
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14. Research is conducted in compliance with the existing guidance and legal requirements 

of national ethical research agencies, and any additional ethics bodies as required within 

the country. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Care providers are trained in research and evidence-based practice. 

3. Care providers have access to information and resources on research and evidence-

based practice, e.g., free access to freely available online peer-reviewed palliative care 

and related journals  

4. Dedicated personnel are in place to advance the service’s research agenda. 

5. Opportunities are created for care providers to acquire additional training in audit, 

research, and evidence-based practice. 

6. Service providers have a research strategy in place. 

7. Collaboration  is undertaken with other research organizations (African and non-African, 

clinical and academic) to advance the research agenda. 

8. Methodologically rigorous evaluation of service provision (e.g., patient-level outcome 

data, cost-benefit analysis, etc.) is undertaken. 

9. Research and audit findings are benchmarked with other comparable service providers 

as a means of developing best practice models. 

10. Service delivery is based on evidence obtained through audit and research. 

11. Training and mentorship in research is made available for level 1 and level 2 care 

providers. 

12. Advocacy for the development of a research culture to underpin palliative care both 

nationally and regionally is undertaken. 

13. Service providers advocate with policy-makers for palliative care service delivery, using 

evidence from audit and research. 

Standard 5.2: Monitoring and Evaluation 
 

Service providers are committed to providing the best possible quality of care and undertake 

quality improvement programs through effective monitoring and evaluation of organizational 

goals, objectives, and activities. 

 

Intent/Rationale 

 

Monitoring and evaluation (M&E) is critical for ensuring that successful interventions become 

part of an integrated health service. M&E offers powerful tools to ensure that funders, policy-

makers, implementers, and researchers remain abreast of the impact, efficacy, efficiency, and 

overall success of programs. M&E also allows managers to follow the progress of their activities; 

compare what was planned to what is actually occurring; and assess the cost-effectiveness of 

the service. This enables managers to make informed decisions when planning services and to 
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use optimally both human and financial resources to benefit patients and their families. M&E 

tracks performance, measures results, and reports the progress of service delivery. As measures 

of efficiency and effectiveness, good systems of monitoring and evaluation can be powerful 

tools in advocating for expanded services. M&E is important at all levels of palliative care and 

for all organizations, whether small or large. M&E also ensures that there is an integrated 

reporting system that systematically provides useful information to inform stakeholders on 

progress, challenges, successes, and lessons learned. 

 

Monitoring is defined as a systematic process of collecting and analyzing information to track 

the efficiency of the organization in achieving its goals. Monitoring provides regular feedback 

that helps an organization track costs, personnel, implementation time, organizational 

development, and economic and financial results to compare what was planned to the ensuing 

actual events. 

 

Evaluation is defined as a systematic process of collecting and analyzing information to assess 

the effectiveness of the organization in achieving its goals. Evaluation provides regular feedback 

that helps an organization analyze the consequences, outcomes, and results of its actions. 

 

M&E should be integral to every palliative care program. It should be well-coordinated and 

integrated into the program from the start. The WHO (2004) recommends that M&E activities 

are proportional to a program’s resources, accounting for about 10% of its budget. The 

collection of essential and useful information and data is central to an effective M&E system. 

 

Primary/Basic Level (1) Criteria 

 

1. Data is collected on all domains of palliative care (i.e., physical or clinical, psychological, 

social, cultural, and spiritual), and in other core program/service areas such as 

organizational management and training and education. 

2. The service provider is monitored and evaluated from the perspectives of the patient, the 

family and caregivers, professional care providers and the local community. 

3. There are clear program goals and objectives for effective monitoring and evaluation. 

4. It is agreed with primary stakeholders how and what data will be collected and analyzed, 

what it means, how the findings will be shared, and what action will be taken. 

5. Data collection needs are clearly defined, and care and service providers know what is 

expected of them. 

6. The frequency of data collection is agreed upon and documented (e.g., monthly, six-

monthly, annually, etc.). M&E activities are ongoing, with some indicators being 

measured more frequently (e.g., number of patients seen monthly) than others (e.g., the 

impact of care on patients and their families). 

7. Both quantitative data (numbers associated with program elements) and qualitative data 

(how well elements of a program are carried out) are collected to give a complete picture 

of programs and activities. 
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8. Relevant data collection methods (e.g., focus groups, key informant interviews, routine 

service data) and tools (e.g., questionnaires) are identified, used, and documented 

including quantitative and qualitative methods. 

9. Service providers liaise with level 2 and level 3 services to ensure quality and improve 

their M&E tools and data collection activities. 

10. There is a system for collecting appropriate, useful data, analyzing it, sharing findings 

with stakeholders, and linking them to action. 

11. Lessons are documented and used to improve care provision. 

12. Key stakeholders, such as care providers and communities served, participate in the 

process of M&E, e.g., in planning and managing it. 

13. The M&E function is clearly defined and covers questions such as who initiates and 

undertakes the process, and who learns or benefits from the findings. 

14. There are clearly defined indicators to be monitored and evaluated, which reflect the 

most important aspects of the program. 

15. There is some form of work plan which guides annual activity implementation. 

16. Care providers are trained in the basic skills of data collection and analysis. 

17. Procedures are in place to ensure M&E results are incorporated into service 

development planning (e.g., planning meetings). 

18. Procedures are in place to ensure M&E results are fed back to the community being 

served (e.g., sensitization meetings). 

19. M&E is incorporated into all program activities and conducted throughout a program’s 

lifespan. 

20. Basic information management systems are in place (e.g., using Excel software) that can 

help identify and catalogue service and programmatic development. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Data analysis procedures are well-documented.  

3. Data usage is well-defined and documented. 

4. Regular data collection is linked to national databases. 

5. All stages of program development and implementation are monitored and evaluated 

using a results-based monitoring, evaluation, and reporting (MER) framework-i.e., 

covering input, output, outcome, and impact levels. 

6. There is a work plan which specifies organizational or program goals, objectives, 

activities, what is to be measured, and how to measure it. 

7. Appropriate collaborative partners are identified who can support the implementation of 

the M&E agenda. 

8. Dedicated personnel are in place to advance the service’s data collection and M&E 

agenda. 

9. Care providers are trained in M&E and data collection to acquire additional skills and 

ensure data quality. 

10. The impact of care on patients and their families is measured and documented. 
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11. There is an M&E strategy in place. 

12. There is an integrated system for regularly providing stakeholders with useful 

information on progress, challenges, successes, and lessons learned. 

13. M&E and audit tools are developed for or adapted to the local situation. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Useful national and/or regional level data monitoring palliative care services is collected 

and documented. 

3. A documented process for collecting minimum data requirements and performance 

indicators is in place and used to collect a minimum data set to profile service provision. 

4. Data on monitoring performance against service bench marks, standards, performance 

indicators, and other agreed upon items is collected. 

5. An M&E framework for the service is in place, which supplements its strategic plan. 

6. The M&E plan has data collection tools, measurable indicators, and protocols. 

7. Appropriate findings are benchmarked with other comparable service providers as a 

means of developing best practice models. 

8. Advocacy for the development of an M&E culture to underpin palliative care both 

nationally and regionally is undertaken. 

9. Training and mentorship in M&E is available for all care providers, as well as to level 1 

and level 2 service providers. 

Standard 5.3: Data Management 
 

Data is well-managed and used to realize ongoing quality improvement in achieving the 

organization’s vision, mission, and goals. 

 

Intent/Rationale 

 

Organizations should collect and manage data in a way that provides useful information to 

inform organizational goals and decision-making. Data is primarily collected to find patterns, 

relationships and trends that can help an organization grow and increase its effectiveness. A 

well-developed information database gives end-users a resource from which they can easily 

create relevant reports, conduct analyses, and inform the decision-making process. 

 

Data management is defined as the process of developing data planning, practices, and 

procedures and executing these on a regular basis to support the vision, mission, and goals of 

an organization. 

 

Primary/Basic Level (1) Criteria 

 

1. There is a documented system for data management. 
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2. Types and uses of data required by the organization are identified and documented. 

3. Structures or categories of data are well-documented for ease of retrieval. 

4. Systems for data storage are identified and well-documented for ease of data retrieval. 

5. There is data on all domains of palliative care (i.e., physical or clinical, psychological, 

social, cultural, and spiritual), and on other core program/service areas such as 

organizational management and training and education. 

6. Care providers have basic training in data management. 

 

Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. A person responsible for data management is in place. 

3. Formal policies and procedures for data management are in place. 

4. The process of data movement from one place to another is clearly documented. 

5. Clear systems of data back-up and recovery are in place. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. A data management department with more than one person is established. 

3. A database administration system for managing data is developed, supported by 

administrators with the ability and authority to undertake data recovery and integrity 

testing, and ensure data security, availability, performance, and development and testing 

support. 

4. Effective data warehousing or storage is in place so data can be accessed and used 

efficiently. 

5. There is a clear process of mining or sifting national data to show trends, relationships, 

and patterns. 

6. Data is always used to inform the organization’s decision-making. 

7. Systems are in place to test data validity to ensure its integrity. 

8. Effective data storage procedures are in place to ensure data security. 

9. Care providers have additional training in data management. 

10. Training and mentorship in data management is made available for level 1 and level 2 

service providers. 

Standard 5.4: Reporting 
 

Information generated from palliative care activities is accurately reported to all stakeholders on 

regular basis-using standardized mechanisms-to inform palliative care service developments. 
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Intent/Rationale 

 

Reporting is an effective way of assessing whether the implemented activity produced the 

desired results. It is normally supported by a reporting plan which addresses all stakeholders 

(e.g., service providers, patients, caregivers, and community and development partners). 

 

The purpose of this standard is to ensure that stakeholders at all levels receive reports that 

accurately reflect the true situation on the ground. Palliative care providers should be able to 

give accurate reports to patients and caregivers on available palliative care services, and to 

government and donors on the numbers of patients cared for at a given time. Inaccurate reports 

can result in misinformation, wrong decisions being made, and the waste of valuable resources. 

Underlying these concepts is the systematic, timely and integrated reporting of operationally 

useful information at periodic intervals. The reporting aspect of the M&E process is pivotal in 

that it helps organizations inform themselves and others (e.g., partners, donors, and other 

critical stakeholders) on the progress of a program, as well as on the challenges encountered, 

successes achieved, and lessons learned from implementing it. 

 

Primary/Basic Level (1) Criteria 

 

1. Reporting is appropriate for patients and their families, care providers, the wider 

community, donors, and other important stakeholders. 

2. Reports reflect all domains of palliative care (i.e., physical or clinical, psychological, social, 

cultural, and spiritual) and other core program/service areas such as organizational 

management and training and education. 

3. Reports are written in a language that is understandable to stakeholders using 

appropriate reporting mechanisms and technology. 

4. A designated person is identified and supported to write reports. 

5. Regular accurate reports are available. 

6. Primary stakeholders are given reports in a timely manner with clear information about 

the relevance of palliative care activities and results. 

7. Reports include details on palliative care services available, referral centers, the 

availability of palliative care specialists in the area and how they can be reached, 

challenges related to palliative care provision and possible solutions. 

8. Where necessary, support in reporting is obtained from level 2 and level 3 service 

providers. 

9. Reporting formats are designed to ensure that stakeholders report in a standardized 

way. 

10. Reporting captures program results at all levels including inputs, outputs, outcomes, 

impacts. 

11. Reporting systems are in place by which this data can be reported to donors, including 

against agreed upon targets. 
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Secondary/Intermediary Level (2) Criteria 

 

1. All of level 1 plus: 

2. Reporting is coordinated by a designated person to ensure that stakeholders (primary, 

secondary, and tertiary) receive reports in a timely manner. This person coordinates with 

various people to ensure reporting is carried out thoroughly. 

3. Formal structured reporting formats are used to ensure that the reporting needs of 

stakeholders at all levels are met. 

4. Reporting needs are identified and shared with the other levels. 

5. Technical support (training) and resources (computers and reporting templates) are 

available to the primary level. Level 1 capacity to generate and disseminate reports to all 

stakeholders is enhanced. 

 

Tertiary Level/Specialist Level (3) Criteria  

 

1. All of level 2 plus: 

2. Reporting is carried out according to reporting plans and memoranda of understanding 

agreed upon between the implementer, the funders, and other stakeholders (e.g., the 

government). 

3. All information and generated reports are collated and key results reported to internal 

and external stakeholders. 

4. Reporting plans are drawn, with key timelines, audiences, and tools and methods to be 

used. A designated person is assisted by a committee to implement the reporting plan. 

5. A reporting committee is formed to oversee implementation of the reporting plan, check 

all reports and messages being sent out to stakeholders, and guide management in 

making necessary decisions. 

6. Data quality audits are undertaken. 
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GLOSSARY 

 

Anticipatory grief: A grief reaction that occurs in anticipation of an impending loss. 

 

Assessment: The comprehensive evaluation of a patient’s needs (physical, psychological, social, 

and spiritual) and clinical history. It includes an evaluation of how the illness is affecting the 

whole family and their care needs. 

 

Audit: A method of reviewing clinical practice against agreed upon standards or guidelines of 

care to identify areas for improvement in quality of care. Audits provide a framework for looking 

at what you and your colleagues are doing in relation to clinical care, learning from it, and 

changing practice. 

 

Autonomy: The respect for autonomy recognizes the right and ability of an individual to decide 

for him/herself, based on his or her own values, beliefs, and life span. The patient’s decision 

should be informed and well-considered, reflecting his or her values. 

 

Beneficence: This requires prevention or removal of harm, while doing or promoting good. It 

implies that the care providers should do positive acts in maximizing the benefits of treatment. 

Examples include: delivering effective and beneficial treatments for pain or other symptoms and 

providing sensitive support to patients and their families. 

 

Bereavement: This is the state of having suffered a loss and incorporates the period of 

adjustment in which the bereaved learns to live with the loss. It is the loss of something dear to 

a person or deprivation. 

 

By the clock: When medications are given “by the clock” it means they are given on a regular 

basis e.g., every four hours thus ensuring that there is an adequate level of the medication in the 

bloodstream to maintain a therapeutic effect—e.g., with analgesics. 

 

By the patient: When medications are given “by the patient” it means that the health care 

professional takes into account any preferences of a patient for taking medication and is aware 

of other medications that the patient might be taking, thus ensuring that the medications are 

not contraindicated. 

 

Care plan: This marks the start of the patient's palliative care journey. It is developed between 

the care provider and the patient at the beginning of care (on admission to a care program) and 

is updated at regular intervals thereafter. It provides guidance for the end of the journey as well. 

Continual use of the plan of care enhances communication among the patient, family, and 

health care providers, which in turn helps ensure quality of care. The plan of care allows patients 

to maintain a sense of control over their lives by expressing their preferences for palliative and 
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end-of-life care in a written plan of care. It allows for establishment of a patient’s personal goals 

of care and allows for assessment of patient and family support systems. A plan of care enables 

a care provider to assess, manage, and measure outcome and provides a guide for meeting the 

expectations and needs prioritized by the patient and family. 

 

Care provider: This is anyone who is involved in the care of the patient, whether they are 

professional care providers, community care providers, or family members. 

 

Cerebrospinal fluid analysis: This is a laboratory test to examine a sample of the fluid 

surrounding the brain and spinal cord. 

 

Child: According to the United Nations convention on the rights of the child: “A child means 

every human being below the age of eighteen years unless, under the law applicable to the 

child, majority is attained earlier.” The laws in each country should define when majority is 

attained before the age of eighteen, and this may be due to marriage or the birth of a child. In 

some countries when a child has a child, then s/he becomes an emancipated child, which means 

that although by age s/he is still a child, s/he is legally now seen as an adult. It is important to be 

aware of the laws of each country when defining a child. 

 

Child-Headed Household: A child-headed household is one where the main caregiver and 

provider in the household is a child under 18. In the absence of an adult caregiver, the child 

takes on the full responsibility of the household including financial responsibilities and bringing 

up younger siblings. 

 

Clinical supervision: This is a formal process of professional support and learning which 

enables individual care providers to develop knowledge and skills, assume responsibility for 

their own practice, and enhance patient protection and safety of care. Clinical supervision allows 

staff to continually improve their clinical practice, develop professional skills, and maintain and 

safeguard standards of practice. 

 

Cognitive-behavioral therapies: These are mental and behavioral techniques designed to 

modify specific emotional, behavioral, and social problems and alleviate anxiety, depression, and 

distress. The therapy targets what the patient does, thinks, and feels. 

 

Competency: A specified attribute that an individual is expected to possess in order to perform 

a task or set of tasks effectively in a specified field or context. It is useful for describing that 

individual’s quality in relation to the demands of the tasks that he or she is required to perform, 

including knowledge, attitudes and behaviors, and skills. A person who is said to have achieved 

a given competency needs to have demonstrated that he or she has acquired a particular skill 

and is able to practice it to an acceptably high standard. 

 

Collaboration: The act of working jointly with other people or organizations, rather than 

independently and in isolation. 
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Community: A group of people or organizations linked by social ties and interaction; who share 

common perspectives and values; and engage in joint action in geographical locations or 

settings. 

 

Community care provider: A community care provider is someone providing care for the 

patient and his/her family, with supervision from professional care providers, but who does not 

have a professional qualification recognized by the Ministry of Health (e.g., community health 

workers, community volunteers, lay caregivers, nursing aides). They will, however, have had 

some training to prepare them for their role. 

 

Complementary therapies: These are therapies used together with conventional or orthodox 

medicine but do not replace this medicine. They include a diverse range of treatments and 

practices, based on different philosophies and beliefs that are used for healing mind, body, 

emotions, and spirit. Examples may include biochemical therapies like herbs, dietary 

supplements, flower essences, aromatherapy oils; biomechanical therapies like massage; lifestyle 

therapies like environment, diet, exercise, and mind-body techniques such as meditation, 

relaxation and imagery; bioenergetic therapies like acupuncture, therapeutic touch etc. 

 

Continuous professional development: Study or education activities designed to upgrade 

knowledge and skills of practitioners. It includes a range of short-term and long-term training 

courses which foster the development of employment-related knowledge, skills, and 

understanding. 

 

Culture: This refers to learned patterns of behavior, beliefs, and values shared by individuals in a 

particular social group. It provides people with both their identity and a framework for 

understanding experience. Culture brings together a group of people with similar ethnic 

background, language, religion, family values, and life views. 

 

Data collection: The process by which information is gathered using specified methods such as 

in research. 

 

Distress: An unpleasant experience of an emotional, psychological, social, or spiritual nature that 

interferes with a person’s ability to cope with treatment. It extends along a continuum-from 

common normal feelings of vulnerability, sadness and fear, to problems that are disabling, such 

as depression, anxiety, panic, and feeling isolated or in a spiritual crisis. 

 

Dyspnea: An uncomfortable sensation or awareness of breathing. Patients may describe the 

feeling as shortness of breath, inability to get enough air, or suffocation. 

 

Education: This is a program of instruction of a specified kind or level—it is an instructive or 

enlightening experience and should impact knowledge, skills and attitudes. It is concerned with 

task- based problems and always has a value base. 
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End-of-life: This is the period when it has become obvious that death is inevitable and 

imminent. The primary aim of any treatment at this stage is to improve the patient’s quality of 

life as opposed to extending length of life or curing the illness. 

 

Essential palliative care medicines list: This is a list of medicines deemed to be essential for 

the provision of palliative care. It offers guidance and is produced with the aim of the provision 

of the best possible care for those with advanced life-threatening illness, uninfluenced by 

financial and other benefits or political considerations. This guide to essential palliative care 

medicines covers the most important classes of drugs required for palliative care. It is not 

necessary that every country includes all the medication identified, but that medication from 

each category is included, e.g., non-opioid analgesics, opioid analgesics, non-steroid anti-

inflammatory drugs (NSAIDs). 

 

Ethics: A code of behavior that is followed, especially by a particular group, profession, or 

individual (e.g., medical ethics); it shows the moral fitness of a decision or a course of action. 

Medical ethics is the study and employment of moral principles, duties, and rights in the broad 

fields of medical conduct, applications and research. Ethics signify a general pattern or way of 

life; a set of rules of conduct or moral code; and inquiry about ways of life and rules of conduct. 

 

Evaluation: A systematic process of collecting and analyzing information to assess the 

effectiveness of an organization in achieving its goals. Evaluation provides regular feedback that 

helps an organization analyze the consequences, outcomes, and results of its actions and makes 

conclusions that may inform future programs. 

 

Evidence-based medicine/practice: An approach to clinical practice and decision-making 

which incorporates careful consideration of current care-related research and the provision of 

relevant non-biased and comprehensive research-based information to patients and their 

families to support decision-making. This approach uses the best evidence available through 

research findings and/or demonstrated as being effective through a critical examination of 

current and past practices. 

 

Faces scale: A scale often used for measuring pain in children, comprising six cartoon faces 

becoming progressively sadder, with expressions ranging from a broad smile (representing no 

pain) to very sad and tearful (representing worst pain). The health care provider asks the child to 

choose the face that best represents how s/he feels or how much s/he hurts, with the number 

assigned to that face recorded by staff. 

 

Family: A group of people bound by biological and legal ties and/or significant other(s). This 

term is used loosely and includes blood relations (adults and children) and all those whom the 

patient considers significant, e.g., partners and close friends involved in the process of care and 

support to the patient. This includes all members of a household under one roof. 
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Family care provider: A member of the family involved in giving care and support to the 

patient. 

 

Family members: The loved ones, relatives, or significant others of the patient. 

 

Fiscal responsibility: Financial responsibility. 

 

Fiduciary responsibility: Holding assets in trust for a beneficiary, or the legal duty to act in the 

best interests of the beneficiary. 

 

Genogram/family tree: A simple diagram that illustrates the relationships among family 

members from one generation to the next. It shows the medical history of family members and 

is a very useful tool that promotes discussion at a family meeting or with an individual patient. It 

also serves as useful record in the clinical notes. 

 

Governance: The way in which organizations distribute powers, rights, and accountabilities. 

Governance is the set of policies, roles, responsibilities, and processes that a governing body 

within an organization uses to guide, direct, and control its resources to accomplish 

organizational goals. Governance can help protect an organization from security threats or non-

compliance liability. 

 

Grief: The normal, dynamic process that occurs in response to any type of loss. It includes 

physical, emotional, cognitive, spiritual, and social responses to loss. 

 

Holistic needs: Holistic needs encompass the physical, psychological, social, spiritual, and 

cultural needs of an individual, all of which should be taken into account when providing 

palliative care. 

 

Human resources management (HRM): The strategic approach to the management of an 

organization’s most valued assets: the people working there who individually and collectively 

contribute to the achievement of its objectives. 

 

Human rights: The rights and freedoms to which all humans are inherently entitled. Human 

rights are based on human dignity. 

 

Impacts: Results relating to long-term change and effects sought. 

 

In-service training: Education for employees to help them develop their skills in a specific 

discipline or occupation. It takes place after an individual begins work responsibilities. 

 

Indicator: A unit of information measured over time so that change can be documented. It gives 

specific information providing evidence of the achievement (or not) of results and activities and 

provides a basis for policy formulation, discussion, and planning. Indicators serve as tools to 

http://en.wikipedia.org/wiki/Strategic
http://en.wikipedia.org/wiki/Management
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examine trends and highlight problems and they should be specific, measurable, attainable, 

realistic, and time- bound (SMART). 

 

Inputs: These are financial, human, material, technological, and information resources used for 

the development and implementation of an intervention or program to produce outputs. 

Specific examples include staff time, materials, money, equipment, facilities, volunteer time, etc. 

 

Interdisciplinary team: One where professionals consistently work closely together to deliver 

joint care for a patient. Team membership varies but is composed according to the identified 

expectations and needs of the target population. The team typically includes doctors, nurses, 

social workers, counselors, pharmacists, personal support workers, and volunteers. Other 

disciplines may be part of this team. Members contribute from their particular expertise, and the 

team shares information, decisions, and it works interdependently. Teams meet on a regular 

basis to discuss patient care and develop a unified plan of management for each patient and 

provide support for other members of the team. 

 

Justice: This relates to fairness in the application of care. It implies that patients receive care to 

which they are entitled medically and legally. Justice can be translated into “give to each 

equally” or “to each according to need” or to “each his due.” The principle of justice implies a 

consideration for a common good and societal factors as well as being just and fair. 

 

Leadership: This is a process by which a person influences others to accomplish an objective 

and directs the organization in a way that makes it more cohesive and coherent. Leaders carry 

out this process by applying their leadership attributes, such as beliefs, values, ethics, character, 

knowledge, and skills. Although positions such as a manager, supervisor, lead, etc., give the 

authority to accomplish certain tasks and objectives in the organization, this power does not 

make one a leader; it simply makes one the boss. Leadership differs in that it makes the 

followers want to achieve high goals. 

 

Legal rights: Provisions in the law that provide a framework to guide certain decisions or 

practices by a legal entity. This framework is defined in terms of requirements that need to be 

fulfilled in order to avoid liability. They are the rights a person is entitled to based on the law, 

e.g., constitutional rights. These rights are based on local laws, customs, or beliefs. Legal rights 

(like laws) affect every citizen, whether or not the existence of such rights is publicly known. 

 

Life-threatening illness (terminal illness): One where the likelihood of potential fatal 

outcomes such as death is high unless the course of the disease is interrupted. This does not 

mean that the disease is immediately resulting in death as there might be a chance of long-term 

survival. 

 

Management: This is the act of getting people together to accomplish desired goals and 

objectives. It comprises planning, organizing, staffing, leading or directing, and controlling an 

organization (a group of one or more people or entities) and its resources or effort for the 

http://www.skagit.com/~donclark/performance/beliefs.html
http://www.skagit.com/~donclark/leader/leadchr.html
http://www.skagit.com/~donclark/leader/leadchr.html
http://www.skagit.com/~donclark/performance/skills.html
http://www.investorwords.com/2756/legal.html
http://www.investorwords.com/2756/legal.html
http://www.businessdictionary.com/definition/law.html
http://www.businessdictionary.com/definition/citizen.html
http://en.wikipedia.org/wiki/Planning
http://en.wikipedia.org/wiki/Control_(management)
http://en.wikipedia.org/wiki/Organization
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purpose of accomplishing a goal. It involves resourcing which encompasses the deployment and 

manipulation of human resources, financial resources, technological resources, and natural 

resources to accomplish set targets or goals. 

 

Memory book/box: Books or boxes that contain important legal documents and significant 

items connected to an individual’s life and family history, for their loved ones to have after their 

death, e.g., for children to have after a parent’s death, or for siblings to have after a child’s 

death. Documents may include the individual’s birth certificate, family photographs, drawings, 

simple wills, family trees, and other items for loved ones to open up and appreciate later. 

 

Mentorship: When a person with experience guides a person less experienced in order to 

increase that person’s knowledge and competence. Mentorship goes far beyond sharing 

knowledge and offers nurture, empowerment, mutual sharing, and growth. Mentorship is often 

seen as more of a personal relationship between two people than a managerial role. 

 

Monitoring: A systematic process of collecting and analyzing information to track the efficiency 

of the organization in achieving its goals. Monitoring provides regular feedback that helps an 

organization track costs, personnel, implementation time, organizational development, and 

economic and financial results to compare what was planned to ensuing actual events. 

 

Multidisciplinary team: A team where professionals of different disciplines each carry out their 

particular role to care for the patient but work independently of one another. The team is 

composed according to a patient’s needs. In multidisciplinary teams, professional identities are 

clearly defined, and team membership is secondary. Each practitioner has a clearly defined place 

in the overall care of the patient, contributing their expertise in relative isolation from one 

another. In many settings, this may be the practical limit of teamwork. With such a team there 

are no regular team meetings, patient care may become fragmented, and conflicting 

information may be given to patients and families. 

 

National Formulary: A list of medications recognized by the national Ministry of Health for use 

within a country. 

 

Networking: An arrangement where a grouping of individuals, organizations, and agencies 

organized on a nonhierarchical basis around common issues or concerns, which are pursued 

pro-actively and systematically, based on commitment and trust. 

 

Non-maleficence: The principle that one ought not to inflict harm deliberately. Violation of this 

concept may include offering information in an insensitive way, providing inappropriate 

treatment of pain or other symptoms, continuing aggressive treatment not suitable to the 

patient’s condition, providing  unwanted sedation, or withholding or withdrawing treatment. 

 

Non-pharmacological methods: Therapies not involving the use of medicines (e.g., massage). 

 

http://en.wikipedia.org/wiki/Resourcing
http://en.wikipedia.org/wiki/Human_resources
http://en.wikipedia.org/wiki/Human_resources
http://en.wikipedia.org/wiki/Technological
http://en.wikipedia.org/wiki/Natural_resources
http://en.wikipedia.org/wiki/Natural_resources
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Outcomes: Results relating to intermediate change and effects sought, leading to longer-term 

impacts. 

 

Outputs: Results relating to short-term or immediate change effects and results sought, leading 

to outcomes. 

 

Pain: Pain is what the patient says hurts. It is an unpleasant sensory and emotional experience 

associated with actual or potential tissue damage. It is frequently inadequately treated, resulting 

in unnecessary suffering. People’s experience of pain is affected by physical, emotional, social, 

and spiritual factors: the total pain experience of the individual is important. 

 

Palliative Care: An approach that improves the quality of life of patients and their families 

facing the problems associated with life-threatening illness, through the prevention and relief of 

suffering by means of early identification and impeccable assessment and treatment of pain and 

other problems, physical, psychosocial, and spiritual. (WHO, 2002) 

 

Palliative care for children: Palliative care for children represents a special field, albeit closely 

related to adult palliative care. Palliative care for children is the active total care of the child's 

body, mind and spirit, and also involves giving support to the family (WHO; 1998a). 

 

Patient: A person or individual living with a life-threatening illness and who is in contact with 

the health system as s/he seeks attention for a health condition. The term patient (as opposed to 

client) is used in recognition of the individual’s potential vulnerability at any time during the 

illness. 

 

Pharmacological methods: Therapies that involve the use of drugs within medicine. 

 

Policy: A set of statements or commitments to pursue courses of action aimed at achieving the 

defined goals of public or private institutions. 

 

Post-exposure prophylaxis (PEP): Short-term antiretroviral treatment to reduce the likelihood 

of HIV infection after potential exposure, either occupationally or through sexual intercourse. 

Within the health sector, PEP should be provided as part of a comprehensive package of 

universal precautions that reduces staff exposure to infectious hazards at work. 

 

Pre-service training: Training that takes place before a person begins a job or task (e.g., prior to 

becoming a qualified nurse). 

 

Professional care provider: Someone providing care for the patient and her/his family, who has 

a professional qualification recognized by the Ministry of Health and other line ministries in that 

country, e.g., doctor, nurse, social worker, counselor, clinical officer, physiotherapist, etc. 
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Psychiatric disorders: Disorders of the mind. These include anxiety disorders, mood disorders, 

cognitive disorders (such as delirium and dementia), substance abuse, and personality disorders. 

 

Psychosocial care: Care concerned with the psychological and emotional well-being of the 

patient, his/her family, and caregivers-including issues of self-esteem, insight into adaptation to 

the illness and its consequences, communication, social function, and relationships. Psychosocial 

care involves the spiritual beliefs, culture and values of those concerned, and the social factors 

that influence their experience. It includes the practical aspects of care, such as finance, housing, 

and aids to daily living. It involves professional caregivers-who also require support. 

 

Psychological: Related to or arising from the mind or the emotions (as opposed to physical in 

nature). 

 

Psychotherapy: Interventions which facilitate psychological adjustment with a goal of managing 

anxiety related to great uncertainty and anticipatory grief. Family members are incorporated into 

the work, as they play a pivotal role in sustaining and strengthening emotional resources. Critical 

losses around control, personal identity, and interpersonal relationships are common themes 

throughout the therapeutic process. 

 

Qualitative data: Reveals how well elements of a program are being carried out. It can show 

changes in behavior or attitude (e.g., how well palliative care is being provided in the 

community). It reflects actual experiences and feelings related to a program. 

 

Quality improvement: The actions undertaken throughout the organization to increase the 

effectiveness and efficiency of activities and processes, in order to bring added benefits to both 

the organization and its beneficiaries. It includes defining specific activities; setting standards 

and targets for activities; developing program indicators; measuring current practice; analyzing 

gaps; reviewing the program; implementing changes; and monitoring and evaluation. 

 

Quantitative data: Numbers associated with programs, focusing on what and how often 

different elements are being carried out (e.g., number of home visits, number of palliative care 

training sessions conducted). 

 

Referral system: The process whereby the care of a patient is transferred from one professional 

to another, usually for specialist advice and/or treatment. 

 

Religion: A religion is a shared framework of beliefs and rituals that give expression to spiritual 

concerns. It is also a social context in which spirituality is nurtured, the meaning of life explored, 

and identity formed. 

 

Research: Any process in which data is collected, processed and analyzed in a systematic, 

rigorous manner and used to improve the services offered. Research seeks new knowledge and 

what the ideal might be and may take the form of an audit. 
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Service providers: Organizations or programs providing care. 

 

Special populations: Disadvantaged or marginalized groups in the community; people who 

may have characteristics (medical, cultural, cognitive, racial, physical, or a combination) that set 

them apart from other individuals in terms of needs. 

 

Spirituality: An existential construct that includes all the ways in which a person creates 

meaning and organizes his or her sense of self around a personal set of beliefs, values, and 

relationships. This is sometimes understood in terms of transcendence or inspiration. 

Involvement in a community of faith and practice may or may not be a part of an individual’s 

spirituality. Spirituality is also defined as a capacity and tendency that is innate and unique to all 

people. The spiritual tendency moves the individual towards knowledge, love, meaning, peace, 

hope, transcendence, connectedness, compassion, well-being, and wholeness. It includes the 

capacity for creativity, growth, and the development of a value system. 

 

Standard: The desired achievable level of performance against which actual performance can be 

measured (i.e., a standard explains the level of performance to be achieved). It is a level of 

excellence required or specified. It serves as a basis for comparison and is a statement of 

expectations; it is an expected level of performance or quality. 

 

Standard operating procedure: A set of instructions with the force of a directive, covering 

those features of operations that lend themselves to a definite or standardized procedure 

without loss of effectiveness. Standard operating policies and procedures can be effective 

catalysts for performance improvement. Every good-quality system is based on standard 

operating procedures (SOPs). 

 

Suffering: This is the distress associated with events that threaten the intactness or wholeness 

of the person. The causes of suffering include pain and other physical symptoms, psychological, 

social, cultural, and spiritual. 

 

Supervision: A process whereby a supervisor oversees the work of a supervisee with a purpose 

of developing the supervisee with an expected outcome of the highest quality of service to the 

patient. Supervision does not only serve educational purposes but also carries the aim of 

ensuring that the service is up to standard, through its support and management functions. 

 

Supervisor: An appropriately qualified and experienced health worker or other professional 

trained to oversee practice to ensure that care providers receive relevant experience to develop 

competencies and achieve expected outcomes. The supervisor’s role is a formal one and is 

normally included in an individual’s managerial responsibilities. 

 

Terminal illness: A terminal illness (a person with one of these is sometimes called terminally ill) 

is an illness which will eventually cause death. It describes an active and malignant disease that 

http://en.wikipedia.org/wiki/Malignant
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cannot be cured or adequately treated and that is reasonably expected to result in the death of 

the patient. It is an active and progressive disease which cannot be cured. Curative treatment is 

no longer appropriate, but palliative care is. 

 

Traditional healers: These are generally divided into two categories: those who serve the role of 

diviner-diagnostician (or diviner-mediums) and those who are healers (or herbalists). The diviner 

provides a diagnosis usually through spiritual means while the herbalist then chooses and 

applies relevant remedies. 

 

Traditional medicine: The WHO defines traditional medicine as including diverse health 

practices, approaches, knowledge, and beliefs incorporating plant-, animal- and/or mineral-

based medicines, spiritual therapies, manual techniques and exercises applied singularly or in 

combination to maintain well-being, as well as to treat, diagnose, or prevent illness. 

 

Training: The process of bringing a person to an agreed upon standard of proficiency by 

practice and instruction. It implies the learning of specific knowledge, skills or attitudes to tackle 

a particular clinical problem. 

 

WHO Analgesic Ladder: Guidelines issued by the WHO to help clinicians manage pain using a 

three-step process (ladder). While originally developed with cancer pain in mind, the analgesic 

ladder has successfully been used for the management of other palliative care-related pain, such 

as that experienced by people with HIV and AIDS. 

 

Work plan: A tool for monitoring and evaluation which shows the steps used to implement a 

program’s activities and assess progress towards achieving its goals and objectives. 

 

 

http://en.wikipedia.org/wiki/Death
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