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FOREWORD 

Palliative care services in Swaziland have been  provided in the country by government and partners to cater primarily for debilitating chronic illnesses. Historically, Palliative Care (PC) services have not been co-ordinated at any level. The  Ministry of Health (MoH) has decided to follow a more coordinated approach to the provision of PC in order to provide effective universal access. The MoH is committed to providing PC to poor and vulnerable populations especially women and children suffering from debilitating illnesses and that is why it will take the lead in guiding the implementation of the program.

The aim is to see these services standardized with involvement of partners in setting PC national targets, mobilizing resources and strengthening the capacities of health systems and communities. This in turn will make the continuous supply of PC medicines and commodities possible.

In line with international agreements and commitments, the MoH has, since 2002 when CBCS guidelines were introduced, prioritised the expansion of PC services. The existence of guiding documents will facilitate the standardization of care along with the involvement of partners. To facilitate and guide the scaling up of the PC program towards Universal Access by 2015, the MOH  has developed palliative care guidelines to provide guidance in the implementation of palliative care in the country. 

The Ministry of Health hopes that this document will be very useful in guiding all stakeholders and partners in the implementation and scaling up of the PC program as we move towards Universal Access in 2010 and beyond.

Dr S.V. Magagula

Deputy Director –Clinical Services

August   2011
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      CHAPTER 1: INTRODUCTION AND BACKGROUND

Introduction

Palliative care has recently been highlighted as an urgent need for patients with HIV/ AIDS and other life threatening illnesses, both malignant and non-malignant. Traditionally palliative care was an approach developed in response to the plight of cancer patients. However, other terminal, debilitating and life-limiting conditions were added as conditions that needed palliative care. People with HIV and AIDS are at high risk for developing different cancers, such as Kaposi’s sarcoma, non-Hodgkin lymphoma, and cervical cancer. For people with HIV, these three cancers are often referred to as  “AIDS-defining conditions,” meaning that if a person with HIV has one of these cancers it can signify the progression to AIDS. Women with HIV/AIDS have a higher risk of developing cervical intraepithelial neoplasia (CIN), a precancerous growth of cells in the cervix.

Palliative care  dates back to the second half of the fourth century when Fabiola opened a hospice for pilgrims and the sick in Italy. Hospice was used for the dying. In 1967, Dame Cicely Saunders established St Christopher’s Hospice in London, which led to the modern hospice movement that is currently being practiced worldwide. In sub-Saharan Africa, the first Hospice was established in Harare Zimbabwe in 1979, which spread to South Africa in 1980, Nairobi in 1990 and Uganda in 1993 

Palliative care in Swaziland has historically focused on the end of life care provided in Hospices and other facilities. However, it has expanded into an approach for delivery of qualitative and quantitative treatment, care, support and follow-up services for delivery through all healthcare programmes in order to achieve health for all Swazis. Palliative care has been provided as a normative service in the health care system however, the  establishment  of  Swaziland Hospice at Home in 1990  pioneered palliative care beyond traditional health facilities.
Palliative care service delivery is guided by the following two declarations:
The Cape Town Declaration (2002), which emphasizes that:

a. Palliative care is a right of every adult and child (accessibility, affordability)

b. Control of pain and symptoms is a human right (need to ensure pain medicines availability)

c. All members of health care teams and providers need training in palliative care

d. Palliative care should be provided at primary, secondary and tertiary levels.

The Korea Declaration (2005) – that access to trained hospice and palliative care health care professionals, community volunteers and care workers (family caregivers &carers) via existing health care infrastructures is a worldwide problem. 

Implementing palliative care within a public health context relies on three foundation measures:

a. Government policy to ensure the integration of palliative care services into the structure and financing of the national health care system

b. Education policy to provide support for training of health care professionals, policy makers, volunteers and the public

c. Drug policy to ensure the availability of essential medications especially opioids e.g. oral morphine, for the control of pain and other symptoms

Core Elements of Palliative Care

Modern palliative care is believed to have commenced in 1967 with the opening of St Christopher's Hospice in London in response to the unmet needs of dying patients in hospitals. Palliative care is a comprehensive approach to dealing with the variety of symptoms and suffering often experienced by patients with progressive debilitating disease.
 Traditionally, hospice care was reserved for those with incurable cancer. Increasingly, care is provided for other patients such as those with AIDS and neurological disorders, including motor neuron disease and multiple sclerosis. 

In the past hospices provided only inpatient care, and they were isolated from mainstream care. Most units now combine inpatient and home care services, and many independent home care teams also exist, working closely with general practitioners and other workers in primary care. Similarly, many acute hospital and teaching centres now have consultative, hospital-based teams.

Definition of Palliative Care

The World Health Organization (WHO) has broadened it approach to palliative care and now defines it as 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.

Palliative care
:

a. Provides relief from pain and other distressing symptoms;

b. Affirms life and regards dying as a normal process;

c. Intends neither to hasten or postpone death;

d. Integrates the psychological and spiritual aspects of patient care;

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

f. Offers a support system to help the family cope during the patient’s illness and their own bereavement;

g. Uses a team approach to address the needs of patients and their families including bereavement counseling, if indicated;

h. Enhances the quality of life and may also positively influence the course of illness;

i. 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 include those investigations needed to better understand and manage distressing clinical complications.

WHO Definition of Palliative Care for Children

Palliative care for children is defined as the active total care of the child’s body, mind and spirit, and also involves giving support to the family. Such care begins when illness is diagnosed, and continues regardless of whether or not a child receives treatment directed at the disease.

The WHO definition of palliative care provides a foundation and context for palliative care in all settings.
Key elements of palliative care

The Ministry of Health agrees on the following key elements of palliative care:

· Patient population: The population served includes patients of all ages experiencing a debilitating chronic or life-threatening illness.

· Patient and family centered care: The uniqueness of each patient and family is respected, and the patient and family constitute the unit of care. Family members whether related or unrelated to the patient, are individuals who provide support and with whom the patient has a significant relationship. 

· Timing of palliative care: Palliative care begins at the time of diagnosis of a life-threatening condition and continues through cure or until death and into the family’s bereavement period.

· Comprehensive care: Patient care employs a multidimensional assessment to identify and relieve suffering through the prevention or alleviation of physical, psychological, social, and spiritual distress. There should be regular and formal clinical patient-appropriate assessment and follow-up.

· Interdisciplinary team: Palliative care embraces a team approach – an interdisciplinary team that must be skilled in care of the patient population to be served. 

· Attention to relief of suffering: The primary goal of palliative care is to prevent and relieve the many and various burdens imposed by diseases and their treatments and consequent suffering, including pain and other symptom distress.

· Communication skills: Effective communication skills are requisite in palliative care. These include developmentally appropriate and effective sharing of information, active listening, determination of goals and preferences, assistance with medical decision-making, and effective communication with all individuals involved in the care of patients and their families.

· Skill in care of the dying and the bereaved: Palliative care specialist teams must be knowledgeable about prognostication, signs and symptoms of imminent death, and the associated care and support needs of patients and their families before and after the death. 

· Continuity of care across settings: Palliative care is integral to all healthcare delivery system settings (hospital, emergency department, nursing home, home care, hospices, outpatient, etc.). There should be collaboration with professional and informal caregivers in each of these settings to ensure continuity of palliative care across institutional and homecare settings. 
· Equitable Access: Palliative care teams should work toward equitable access to palliative care across all ages and patient populations, all diagnostic categories, all healthcare settings including rural communities, and regardless of race, ethnicity, sexual preference, or ability to pay.
· Quality assessment and performance improvement: Palliative care services should be committed to the pursuit of excellence and high quality of care. Determination of quality requires the development, implementation, and maintenance of an effective quality assessment and performance improvement program that further requires regular and systematic assessment and evaluation of the processes of care and measurement of outcomes. 

Situation Analysis of Palliative Care Services in  Swaziland  

The need for palliative care in Africa and in particular the sub-Saharan region is enormous as shown by the number of people infected and affected with HIV/AIDS. Indeed 67% of the global 33 million people living with HIV and 72% of all AIDS deaths in 2007 occurred in this region. 

In Swaziland palliative care services are provided in varying packages by health facilities and NGOs/ FBOs at facilities and in the communities.  The care is provided on an inpatient, day care, outpatient and/or outreach basis depending on the patients’ condition and availability of inpatient space. 

Home-based care was the most common model of palliative care service delivery.  Clinics work with community volunteers and families to follow up patients in their homes.

The number of palliative care patients seen by different health facilities and NGOs over a period of one year differs greatly and ranges from 9 to 11806 patients. The number of palliative care patients per year among clinics ranged from 9 to 100 patients, among hospitals the number of palliative care patients ranged from 53 to 550. Referral is an important pillar of palliative care service provision, which however, is limited by lack of knowledge of where to refer patients. 

The FBOs providing some aspects of palliative care include:

a. Shiselweni Dutch Reformed Church

b. Cabrini Ministries

c. Nazarene HIV/AIDS Task Force

d. Hope House

e. ClaypottsTrust

f. Salvation Army

There are currently six NGOs that provide palliative care in the country as listed below: 

a. Swaziland Hospice at Home

b. AMICAALL 

c. NATICC

d. Swaziland Breast cancer network

e. SWAPOL

f. Cheshire Homes

The geographical reach of these services was limited even though some of the service providers were making attempts at reaching nationally with their services. Moreover, their inadequate capacity in terms of personnel, expertise, equipment and supplies limited their activities. The palliative care service package provided by service providers varied in terms of the elements of palliative care provided. Symptom control and pain management were the most provided elements while rehabilitation and effective communication were the least provided elements of palliative care as shown in figure 1 below.

Figure 1: Elements of palliative care provided by NGOs/ FBOs
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All health facilities provide symptom control for palliative care patients. Spiritual care was being provided by 72% of the service providers in the NGO and FBO category. Only 36% were offering terminal care and 23% were offering bereavement counseling and support. About 45% were providing psychological care for the palliative care patients and 45% were providing rehabilitation and 72% were referring their patients to other facilities. About 54% were providing effective communication about the disease and prognosis as well as the care that will be provided to their patients. Health facilities indicated they were not providing the whole list of elements of palliative care.  

The survey also revealed that the need for palliative care is huge from HIV/AIDS, cancer and other life-threatening illnesses. The number of palliative care patients among NGOs ranged from 200 to 11806. The capacity to provide palliative care among service providers is challenged by the lack of training and coordination of services nationally and regionally.
The majority of patients who need palliative care live in rural areas, often far away from the nearest health facility.  In the public sector, currently chemotherapy services are provided at the referral hospital and regional hospitals focusing on the treatment of HIV and AIDS related cancers especially Kaposi’s Sarcoma.  There is no radiotherapy service available in the country and currently   few patients are being managed through referral to neighboring countries such as South Africa.

Management of patients with cancer from the time of diagnosis requires a palliative care approach with optimal pain and symptom control. Morphine (sustained release tablets) and other essential drugs for palliative care are intermittently available, and research has shown that some health professionals have continued fears about prescribing opiates 
. 

In 2008 189 health workers including 169 nurses and 20 doctors were trained in palliative care. It is expected that 320 health workers would be trained in palliative care in 2014. 
Rationale for the Palliative Care guidelines 
Clinical practice guidelines are now a common feature of clinical practice and are of interest worldwide. They are expected to facilitate more consistent, effective and efficient medical practice, and improve health outcomes.

The rationale for setting up these guidelines is therefore to enhance the provision of quality palliative care services as part of the national health sector response to life-threatening illnesses such as cancer, HIV/AIDS, among others. They will provide guidance and direction towards the implementation of the National Palliative Care Policy in Swaziland.  These guidelines are applicable to all sectors providing health services in Swaziland.
These palliative care guidelines will be implemented in conjunction with other relevant national policies and guidelines.

Goal

The goal of these guidelines is to streamline the provision of PC in Swaziland, through the elaboration of key steps/processes required for quality service provision.

Specific Objectives of the Guidelines

· To provide direction to the establishment and implementation of quality palliative care services in health institutions and communities.

· To promote access to quality palliative care services, including pain and symptom control.

· To provide a basis for lobbying availability, accessibility, safe handling and rational use of opioids for pain management, and other palliative care medications
· To provide basis for the development and implementation of palliative care standards in Swaziland.
CHAPTER 2: PALLIATIVE CARE GUIDING PRINCIPLES 

Palliative care is patient and family centered care that optimizes quality of life by active anticipation, prevention and treatment of suffering. It emphasizes an interdisciplinary team1 approach to patient care throughout the continuum of illness, placing critical importance on the building of respectful and trusting relationships. Palliative care addresses physical, emotional, psychosocial and spiritual needs of the patient and family. It facilitates patient autonomy, access to information and choice. 
 

Guiding principles

The guiding principles of comprehensive palliative care service delivery shall include:

Access to care

· Palliative care is a right of every adult and child and it must therefore, be included in the National Essential Health Care Package
· Patients and their families shall access holistic palliative care, which aims to meet their physical, psychosocial and spiritual needs within their cultural context. 

· Patients in need of palliative care shall be referred to appropriate levels of palliative care service delivery according to the national palliative care standards
Interdisciplinary and Multisectoral approach

· Palliative care should be provided by an interdisciplinary team
 with the patient and family as part of this team (see annex) 

· Where an interdisciplinary team is not available, a core team should be oriented on palliative care to ensure that all patients’ needs are met.

· Members of the team shall communicate and network the care of the patient and family through regular meetings to discuss case studies in order to share experiences, understand problems and identify appropriate solutions.
Service Delivery Model

· Institutions, guided by the WHO palliative care program principles
, shall choose a suitable model depending on their setting and resource availability without compromising quality of services.    

· The model shall be:

· Developed as a comprehensive and public health approach   
· Integrated within existing health care delivery systems in both public and private sector for scale up of the continuum of care for chronic, life-threatening illnesses  
· Tailored to the specific cultural and social context. 
· Palliative care shall be delivered at 3 levels as listed below:

· Level 1: Palliative care at community and clinic level; 
· Level 2: Palliative care at health centre level. 
· Level 3:  Palliative care at hospital level.

Ethical and Legal Aspects of Care

The intention of palliative care is to improve the quality of life of patients therefore care and support shall be provided for the benefit of the patient and family whilst causing them no harm.
· The patient’s goals, preferences and choices should always be respected within the limits of the laws of  Swaziland, and shall form the basis for the plan of care.  
· The palliative care program is aware of and addresses the complex ethical issues arising in the care of persons with life-threatening debilitating illness.
· The palliative care program is knowledgeable about legal and regulatory aspects of palliative care.
· When a child’s wishes differ from those of the adult decision-maker, appropriate professional staff members should be made available to assist the child. 

Provision of Palliative Care Services
Palliative care plan

A patient requiring palliative care shall have a detailed holistic assessment and care plan developed by the palliative care interdisciplinary team in collaboration with the patient and family in order of priority.

Pain control

Pain is defined as an unpleasant sensory and emotional experience associated with actual or potential tissue damage or described in terms of damage. Pain is always a subjective sensation and is always unpleasant.

Effective pain control is central to palliative care. Pain assessment should be part of a patient’s assessment – the 5th vital sign. Each pain should be assessed separately and consideration given as whether each pain is related to the disease (e.g. cancer), to the treatments, secondary to disability or to a concurrent disorder.

Anything that enhances quality of life can, in turn, relieve pain. Both pharmacological and non pharmacological measures are essential in pain relief. Providers of palliative care should be able to control pain in accordance with the WHO analgesic ladder model. They should at the minimum, be able to provide step one analgesics such as paracetamol, ibuprofen and other NSAIDs as well as adjuvant pain control.
Pain Assessment

a. All patients should be evaluated for pain at every visit- supporting the claim that pain should be considered the fifth vital sign. 
b. Pain severity is best assessed by the patient self-reporting and maybe aided by appropriate pain rating scales e.g. visual analogue scales, numerical rating scales and faces scale.
c. Pain is subjective and therefore patients should be encouraged to report about their own pain.
d. A thorough assessment of a patient’s pain is essential to establish the most likely cause, evaluate any contributing factors and decide appropriate intervention.

The PQRST Pain Assessment

	Meaning 
	Example

	P = Palliative, Provocative
	What makes the pain better? What makes the pain worse?

	Q = Quality
	What are the properties &characteristics of the pain? How would you describe the pain?

	R = Radiation
	Where does the pain start and travel to? 

	S = Severity
	Rate the pain ;on a scale of 0-5, how bad is your pain? 

	T = Temporal
	What are the patterns of the pain? Is it constant, or does is come and go


Pain assessment in children

· The body position often reflects pain: Observe the way in which the patient walks, holds their body or moves, and the way the body is positioned when lying down.  This is particularly important in young children and those unable to verbalize their pain.

· Children may not report pain for several reasons, including their being:

· Frightened of talking to doctors

· Frightened of finding out they are sick

· Unwilling to disappoint or bother their care providers

· Fearful to receive an injection

· Unwilling to return to or delay discharge from hospital

· It is useful to:

· Question the child and their parents

· Use a pain rating scale

· Evaluate behaviour and physiological changes. 

	Note: a sleeping child, a very quiet child, even a child that is playing is not necessarily pain free- movement might be painful, or the child might be too sick or too tired to move.


See annex: Pain rating scales

Classification of Pain
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Pharmacological measures 

The WHO analgesic ladder is the fundamental approach to all types of pain – somatic and neuropathic pain, and shall be used as the standard approach to the management of pain  

Whenever possible medicines for pain control should be administered regularly – by the clock, and taken by the mouth since the oral route is preferred for all steps of the analgesic ladder.

Opioids are indicated for the control of moderate-to-severe pain. A registered doctor should carry out the prescription of opioids according to the laws of Swaziland. 

Supply, storage, prescription, dispensing, receipts and consumption of opioids should be in accordance with the legal provisions and regulations as stipulated in government (Pharmacy Act). 

Pain Control
· Determine the aim of treatment.

· Decide on which analgesics to use first.

· Determine any adjuvants (i.e., co-analgesics) that may be needed to augment effective pain control.

· Alternative techniques in managing spiritual, emotional, and social problems may require referral to social worker or other people (medical or nonmedical).
The Analgesic Ladder Approach to Pain Management
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The WHO Analgesic ladder is based on the premise that most patients throughout the world should have adequate pain relief if health care providers learn how to use a few effective and relatively inexpensive medicines well and administer them by mouth, on a regular basis, and according to the individual needs of each patient.

WHO Step I Analgesics – treatment of mild pain

Mild pain should be treated with non-opioid analgesics such as paracetamol and non-steroidal anti-inflammatory drugs (NSAID) e.g. ibuprofen, diclofenac, aspirin, indomethacin, etc. 

The main indication of NSAIDs is pain of inflammatory origin especially bone metastases. There is no concrete evidence that NSAIDS selective for cyclo-oxygenase-2 (COX-2) isoenzyme e.g. celecoxib, rofecoxib, etc. are advantageous in treating cancer pain. However, such classes can be recommended in high-risk patients with gastrointestinal or bleeding complications.

WHO Step II Analgesics – treatment of moderate pain

Moderate pain should be treated with step II analgesics – weak opioids. The prototype here is codeine phosphate and others include tramadol, dihydrocodeine, hydrocodone, etc. Traditionally, patients with moderate pain have been treated with a combination product containing paracetamol or NSAID plus codeine, dihydrocodeine, etc. There is evidence of synergistic and opioid dose-sparing effects from co-administration of a NSAID, but no consistent reduction in side effects. 

WHO Step III Analgesics – treatment of severe pain

Morphine is the most commonly used and is still the absolute standard, ‘but more for reasons of familiarity, availability and cost than superiority’. Oral administration is the preferred route for both adults and children. If given parenterally, the equivalent dose is one-third of the oral medication. Other strong opioids include – hydromorphone, oxycodone, fentanyl, methadone etc. Strong opioids may be combined with ongoing use of step I analgesics.
 Pain Control  in Adults

Tables outline pain management for adults, including medications, dosages, side effects, and management of side effects.

Pain Control in Adults

	Analgesic
	Starting Dose
	Range
	Side Effects and Cautions

	Step 1. Give non-opioid analgesics.

	Paracetamol
	1g (2 x 500 mg tablets) every 4 to 6 hours (skip dose at night or give another analgesic to keep total to 8 tablets per day)
	Only one tablet may be required in the elderly or very ill, or when combined with an opioid.

Mild pain might be controlled with dosing every 6 hours.
	Do not exceed eight 500 mg tablets in 24 hours (more may cause fatal liver toxicity)

	Aspirin (acetylsalicylic acid)

OR
	600 mg (2 tablets of 300 mg) every 4 hours. 

Do not exceed 4g per day
	When used as an extra ‘’rescue’’ dose, give 600 mg per day as a single dose


	Avoid use if gastric problems occur. Stop if patient has epigastric pain, indigestion, or black stools or if bleeding occurs. 

Do not give to children under 12 years. 

Take with or immediately after food.

	Ibuprofen
	400 mg 3 times per day
	Do not exceed 1,200 mg in a day
	Not to be taken on an empty stomach

	Step 2. Give opioids for mild to moderate pain. Give in addition to aspirin or paracetamol.

	Codeine phosphate (tablets) 


	30 mg every 4 hours


	30 to 60 mg every 4 to 8 hours. 

Maximum daily dose for pain due to ceiling effect is 180 to 240 mg 

Switch to morphine if more pain control is needed.
	Give a laxative to avoid constipation unless patient already has diarrhoea.



	Tramadol HCL (capsules)
	50 to 100 mg every after 8-6 hourly
	30 to 60 mg every 4 to 8 hours. 

Maximum daily dose for pain due to ceiling effect is 180 to 240 mg. 

Switch to morphine if more pain control is needed.
	It is recommended that you should not exceed 400 mg in a day

	Step 3. Give opioids for moderate to severe pain.

	Oral morphine
	2.5 to 5.0 mg every 4 hours (dose can be increased by 50% or doubled after 24 hours if pain persists).
	According to need of the patient without restriction in dosage. Very high dosages may be required. 


	Give a laxative to avoid constipation unless patient already has diarrhoea.


 Management of Side Effects of Morphine or Other Opioids
	If patient has this side effect—
	Then manage as follows—

	· Constipation
	· Prevent by prophylaxis (unless results in diarrhoea).

· Increase fluids and fibre rich foods.

· Give stool softener plus a stimulant (bisacodyl 5 to 10 mg tablets) at the time of prescribing opioids.

	· Nausea or vomiting
	Give an antiemetic (haloperidol 1.5 mg daily for 3 days or metoclopramide 10 mg 3 times per day for 3 days if needed; however, usually there is no need for a prophylactic antiemetic.

	· Confusion or drowsiness (if due to opioid)

· Decreased alertness

· Trouble with decisions
	Usually occurs at the start of treatment or when dose is increased. Resolves within a few days but can occur at end of life with renal failure. 

Halve dose or increase time between doses, or provide time with less analgesia when patient wants to be (or needs to be) more fully alert to make decisions.

	· Twitching (myoclonus); if severe or bothers patient during waking hours
	If on high dose consider reducing dose or changing opioids (consult or refer). 

Reassess the pain and its treatment, or give diazepam 5 to 10 mg 3 times per day until the effect subsides.

	If patient has this side effect—
	Then manage as follows—

	· Constipation
	· Anticipate and give prophylaxis (unless results in diarrhoea).

· Increase fluids and fibre rich foods.

· Give stool softener plus a stimulant (bisacodyl 5 to 10 mg tablets) at the time of prescribing opioids.

	· Nausea or vomiting
	Give an antiemetic (haloperidol 1.5 mg daily for 3 days or metoclopramide 10 mg 3 times per day for 3 days if needed; however, usually there is no need for a prophylactic antiemetic.

	· Confusion or drowsiness (if due to opioid)

· Decreased alertness

· Trouble with decisions
	Usually occurs at the start of treatment or when dose is increased. Resolves within a few days but can occur at end of life with renal failure. 

Halve dose or increase time between doses, or provide time with less analgesia when patient wants to be (or needs to be) more fully alert to make decisions.

	· Twitching (myoclonus); if severe or bothers patient during waking hours
	If on high dose consider reducing dose or changing opioids (consult or refer). 

Reassess the pain and its treatment, or give diazepam 5 to 10 mg 3 times per day until the effect subsides.

	· Somnolence (excessively sleepy)
	Extended sleep can be from exhaustion due to pain. If persists for more than 2 days after starting, reassess level and/or type of pain and then consider reducing the dose.

	· Itching
	May occur with a normal dose. If present for more than a few days and hard to tolerate, give chlorpheniramine 4mg every 8 hours or promethazine hydrochloride 10 mg every 8 hours.


Adjuvant Therapy for Pain in Adults

	Symptom
	Medication
	Dosage

	Neuropathic pain, presenting primarily as burning or dysaesthesia
	Amitriptyline 
	 Adult 10-75mg at night.  Start with a low dose and slowly increase as needed.  Can also be given in a dose of 0.5-2mg/kg at night.



	
	Carbamazepine.
	 Start at 100mg twice a day, and can be increased up to 800mg twice a day.

	
	Sodium valporate
	Adults: 200mg twice a day.

	Muscle spasm, e.g. colicky abdominal pain or renal colic
	Hyoscine butyl bromide   


	Start at 10mg three times per day; can be increased to 40mg three times per day.

	Skeletal muscle spasm and anxiety-related pain
	Diazepam.  
	Adult: 5mg orally two or three times per day.

	Bone pain, neuropathic pain, headache due to raised intracranial pressure, and pain associated with oedema and inflammation
	Dexamethasone.

If Dexamethasone is not available, then adults can also be given Prednisolone.
	 2-4mg per day

  A conversion rate of 4mg Dexamethasone to 30mg Prednisolone can be used.

	Intracranial pressure, nerve compression and spinal cord compression.
	Dexamethasone
	Start at 24mg per day and reduce by 2mg daily to the lowest effective maintenance dose.  For pain from nerve compression, 8mg is often used; and for spinal cord compression, 16mg is usually the starting dose.

	Intractable bone pain due to metastatic bone disease. 
	 Pamidronate 
	60-90mg can be given intravenously every four weeks.


Non Pharmacological measures (complimentary therapy) 

Non-pharmacological pain management is the management of pain without medications. This method utilizes ways to alter thoughts and focus concentration to better manage and reduce pain. Methods of non-pharmacological pain management shall include:

· Education of the patient and family on the condition to provide insight and support.

· Psychosocial care – therapy/counseling, individual counseling, family counseling, companionship, music, art, or drama therapy, and group counseling

· Physical care – which may involve exercises, heat/cold application, lotions/massage therapy, acupuncture, aroma therapy, positioning, etc

· Spiritual care such as meditation and religious counseling

Non-pharmacological pain management

Types of non-pharmacological pain management
Dance therapy

· Dance therapy uses movement to improve mental and physical well-being.

· Clinical reports suggest that dance therapy helps people accomplish the following;

· Developing a positive image.

· Improving their self-image and self-esteem.

· Reducing stress, anxiety, and depression.

· Decreasing isolation, chronic pain, and body tension.

· Increasing communication skills.

· Encourage a sense of well-being

· Dance therapy will need to be undertaken within the limits of an individual’s ability

Deep breathing

· This is an easy technique to use with patients, particularly children.
Distraction

· Distraction is used to focus patient’s attention away the pain.

 Hot and cold therapy

· Applying either a hot or cold compress can help decrease pain.

· Some types of pain improve best using heat, while other types of pain improve most with cold.

Massage therapy

· Massage includes rubbing and manipulating muscles, which increase blood circulation and enhances relaxation.

· Massage is safe but should be avoided with certain conditions such as joint inflammation or injury, open wounds, skin infection, or phlebitis.

· Massage can enhance a patient’s feeling of well-being and comfort.

Music therapy

· Music can reach deep emotional levels, and types of music may hold specific meaning for individuals.

· Music therapy may involve listening to music, creating music, singing, and discussing music. Guided imagery with music can also be beneficial.

· Music can also accomplish the following:

· Relieving stress, apprehension, and fear.

· Lowering heart rate, blood pressure, and breathing rate.

· Relieving muscle tension and providing relaxation.

Physical therapy

· Physical therapy involves movement of the body to achieve and maintain a healthy condition and state of physical fitness.

· Breathing exercises, walking, washing and fetching water are all activities that can help to build strength, maintain energy, and contribute to overall well-being.

Positioning therapy

· When people are bedridden, they can experience pain and stiffness in their muscles and joints.

· Moving bedridden patients and changing their position is an important way to prevent the formation of bed sores and injury in those who requires assistance to move.

Relaxation

· Teach patients to train and intentionally relax, which is a psycho physiological process that reduces stress and pain.

Social support

· This includes supportive counseling, practical assistance such as the provision of aids for daily living, and accessing community resources and services.

· A sensitive approach to culture, ethnicity and language will prevent the aggravation of pain and will help to reduce emotional distress.

Spiritual and religious support

· Recognition and successful management of spiritual problems is an important part of pain control

· Depending on a patient’s beliefs and faith, prayer and meditation may be of support.

Other non pharmacological measures

· A wide range of other interventions can alleviate or manage pain.

· If available, consider the following;

Palliative surgery;

· Can help to reduce the source of pain, e.g. debulking tumors.

· Can help for the orthopedic complication and visceral obstructions.

Radiotherapy

1. Local pain due to tumor infiltration usually responds to local radiotherapy.

2. The doses used for the palliation of pain in patients with advance disease are usually much lower that the doses used to treat a cancer and may often be administered in a single dose even in previously treated areas.

Reflexology

· Reflexology is a natural healing heart art based on the principle that there are reflexes in the hand and feet that correspond to every part of the body.

· Stimulating and applying pressure to the feet or hands in the areas that correspond to the site of pain can bring about pain relief.

Aromatherapy

· Aromatherapy is the art and science of using essential oils to balance, relax and stimulate the body, mind and soul.

· Each oil has a specific effect on an individual- for example; lavender oil can relive stress and help the patient to relax, thereby reducing their anxiety and their pain.

Non pharmacological approaches for children

Deep breathing

· The child is instructed to take a deep breath through the nose and blow it out through the mouth. Making a conscious effort to count the child’s respirations focuses attention on the breathing.

· For school-age children, asking them to hold their breath during a painful procedure transfers their focus to their breathing and away forms the procedure.

Distraction

· Simple distraction techniques can be very effective in decreasing pain in children.

· Simple measures such as looking at books, blowing bubbles, and counting are favorite distraction technique for children

· Touch can be an important distraction technique- stroking, patting and rocking infants and children who are in distress.

Music therapy

· Children have an intimate understanding of music and respond well to different forms of music therapy.


Symptom Control

The general approach to symptom control in palliative care should include: 

· Assessment for the possible cause and severity of the symptom

· Treatment of reversible causes and alleviation of irreversible causes. 

· Initiation of disease/symptom-specific medicines and non-drug measures

· Involvement of the patient and family on the management plan
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Anorexia and cachexia

· Weakness, profound weight loss and poor appetite are common problems in advanced cancer, HIV and AIDS, end-stage organ failure.
· Cachexia is not associated with hunger or thirst, nor will it improve by forced feeding or hydration.
· Cachexia is often debilitating and frustrating, particularly for families who may try to pressurise patients to eat so they can stay strong. 
Causes

· The underlying mechanisms are not fully understood and differ with different diseases.
· There is release of inflammatory mediators including cytokines.  These, along with alterations in metabolism, cause a catabolic state to be induced, with resultant profound weight-loss that involves both fat and skeletal muscle.

General measures
It is important to ensure that there is no anorexia or malnutrition due to a reversible cause such as  

· Lack of available or digestible food

· Dysphagia and/or odynophagia

· Sores in the mouth or altered taste

· Dyspepsia, nausea and vomiting or constipation

· Uncontrolled pain

Metabolic disturbance-e.g. hypercalcaemia or uraemia

One that is secondary to treatment such as chemotherapy, radiotherapy or drugs

· Support should be given to the family and patient to understand the underlying process and to see food as something to enjoy rather than endure.

· Presentation can be helpful with small, appetizing meals and an emphasis on fluid intake.

· Remember that as the terminal phase is reached, a reduction in food and fluid intake is very normal.

Assessment and management

· Added nutritional supplements are expensive and seldom make a significant difference in advanced disease.

· Enteral nutritional support is occasionally useful in specific situations:

· Where tumours of the head, neck and where swallowing is difficult despite good appetite and the disease is not far advanced.

· Surgical placement of a feeding gastrostomy tube can be straightforward and helpful [refer to core texts for details]; may be associated with complications such as aspiration pneumonia and diarrhoea.

· Parenteral nutrition is seldom indicated and in any case is costly and burdensome.

· Corticosteroids (e.g dexamethasone 2-4mg 5days po) may be of short-term benefit.

Breathlessness in palliative care

Breathlessness is a common and distressing symptom in advanced cancer. It can be extremely frightening to the patient and family. Think of the words that patients use to describe their experience such as ‘suffocating’, ’choking’, ‘could not get enough air’; it felt like I was about to die.

Causes

· Respiratory: primary or secondary lung cancers, pleural effusion, pulmonary embolism, tracheal tumours, airway collapse, infection, lymphangitis carcinomatosa, chronic obstructive pulmonary disease [COPD], weak respiratory muscles;

· Cardiac: superior vena cava obstruction, anemia, cardiac failure, cardiomypathy, pericardial effusion;

· Other; ascites, secondary to treatment such as radiotherapy, chemotherapy or pheumonectomy.

Assessment:

· Clarify pattern of breathlessness, precipitating / alleviating factors and associated symptoms. 

· Is treatment of the underlying disease appropriate? Seek advice if in doubt. 

· Look for any reversible causes of breathlessness: infection, pleural effusion, anaemia, arrhythmia, pulmonary embolism, or bronchospasm. 

· Check oxygen saturation (if pulse oximeter available). 

· Ask the patient to rate symptom severity and level of associated distress/ anxiety. 

· Explore fears, impact on functional abilities, and quality of life. 

Management 
a. Adjust position – usually best to be sitting up, although in patients with a pleural effusion it is best that they lie on the affected side with the good lung upwards so as to maximise ventilation.

b. Ensure good ventilation by opening windows, using a fan or even fanning with a newspaper.

c. Treat any reversible causes, if appropriate. 

d. If stridor or signs of superior vena cava obstruction you should arrange for an emergency referral to hospital. 

e. Give high dose steroids in divided doses: dexamethasone 16mg, or prednisolone 60mg. 

f. Oxygen: careful individual patient assessment. Important to avoid psychological dependence. 

g. A fan or air from a window may be just as effective. 

h. If oxygen saturation is less than 90%, consider a trial of oxygen for symptom relief. 

i. Nebulised sodium chloride 0.9%, 5ml as required may help loosen secretions. 

Medication 

· Bronchodilators: by inhaler or spacer: Stop if no symptomatic benefit. 

· Steroids: trial of dexamethasone oral 8-16mg daily for lymphangitis or airways obstruction that has responded to steroids before. Unless starting emergency therapy, give steroids in the morning. Stop if no effect after a week, or reduce gradually to lowest effective dose. 

· Opioids: can reduce breathlessness, particularly at rest and in the terminal phase. 

· If a patient has not taken an opioid before:

· Immediate release oral morphine 2.5mg, 4-6 hourly and/or 2 hourly as required. Increase slowly in steps of about 30%, if tolerated. 

· If unable to take oral medication: morphine SC 1-2mg, 4-6 hourly and/or 2 hourly as required.  

· For a patient taking an opioid regularly for pain:

· 25% of the 4 hourly breakthrough analgesic dose, given as required, may be adequate for breathlessness. Titrate according to response. 

· Patient has continuous breathlessness:

· Try modified release (MST) morphine, plus a 4 hourly equivalent dose of immediate release oral morphine as required for additional episodes of breathlessness. 

· Benzodiazepines: may relieve anxiety and/or panic associated with severe breathlessness, but are less effective than opioids for breathlessness and should be a 3rd line treatment for patients with symptoms unresponsive to non-pharmacological measures and opioids. 

· Lorazepam (sublingual) 0.5mg, 4-6 hourly as required. 

· Diazepam 2-5mg PO, at night, if there is continuous, distressing anxiety. 

General Care in Children with Breathlessness

· Gently suction any excessive secretions and in young babies ensure that their noses are unblocked using normal saline nose drops.   

· As an alternative, use Prednisone 0.05-2mg/kg divided 1-4 times a day. 

Assessment and management

· In children, give morphine at 25-50% of the normal starting dose for pain (see Chapter 4 for more details).  If the child is already on morphine, increase the dose by one-third.

· Add a benzodiazepine in children if breathlessness is severe.  (Note: oral/rectal diazepam works as fast as parenteral, and you can use diazepam for injection rectally.)  These might be:
· Salbutamol nebulizer solution: 6 months-5years 2.5mg prn, or 5-12 years 5mg prn 

Delirium (Acute confusional state)

Delirium is defined as disturbed consciousness and inattention with cognitive impairment; acute onset and fluctuating course as a physiological consequence of disease or treatment. It is one of the most distressing and difficult-to-manage symptoms. Delirium is common (30-85% of hospice inpatients), often reversible but usually diagnosed late. It is of three types:
· Hyperactive – increased arousal and agitation.
· Hypoactive – quiet, withdrawn and inactive: more common but often missed or misdiagnosed as depression.
· Mixed pattern.
Diagnosis depends mainly on careful clinical assessment; consider using Mini-Mental State Examination.

Causes
· Uncontrolled pain

· Urinary retention or severe constipation

· Changes in environment, leaving home, transfer form one ward to another

· Metabolic disturbance: uraemia, hypercalcaemia, hyponatraemia

· Infection: urinary tract infection, cryptococcal meningitis, other opportunitistic infections.

· Hypoxia

· Raised intracranial pressure, strokes

· Medications – opioids, anticholinergics, steroids, benzodiazepines, antidepressants, sedatives). 
· Withdrawal state such as alcohol, benzodiazepines, opioids

· Dementia, delirium, HIV encephalopathy

· Visual impairment and deafness – sudden sensory deprivation

Assessment and management:

· Have new medications been started? - Consider stopping theses

· Are there any signs of infection? – Treat appropriately

· Is the patient dehydrated? Give oral fluids and consider parenteral infusion.

· Is there any urinary retention or constipation? – Relieve with urinary catheter or laxatives.

· Is there any reversible organ failure? – Assess and manage appropriately 
Medication (only if essential to control symptoms)

· First choice: haloperidol  
1. Dose: 0.5-3mg oral or subcutaneous, once daily (start with a low, oral dose).

2. Repeat after 2 hours, if necessary.

3. Maintenance treatment may be needed if cause cannot be reversed; use lowest effective dose: 0.5-3mg oral or 2mg SC, once daily.

i. Second choice: benzodiazepines  
1. Benzodiazepines do not improve cognition; may help anxiety.

2. Used in alcohol withdrawal (often at higher doses), sedative and antidepressant withdrawal; 

3. Lorazepam 0.5-1mg oral or sublingually.

4. Midazolam SC 2-5mg, 1-2 hourly OR diazepam oral or PR 5mg, 8-12 hourly.

Non-drug measures
1. Explain cause and likely course to patient, relatives and carers. 

2. Address anxiety; patients with delirium are often very frightened.

3. Quiet area or side room; limit staff changes.

4. Adequate lighting, minimise noise, provide a clock the patient can see.

5. Gentle repeated reorientation and avoid confronting deficits.

6. Try to maintain normal sleep-wake cycle.

7. Patients who recover recall their experiences; explain the organic cause of their behaviour and symptoms.

8. Avoid physical restraint unless for reasons of patients safety.

9. Support the family to be able to stay with the patient and express their worries and fears.

Assessment and management in children

· For children, start an antipsychotic – e.g. haloperidol 0.05-0.15mg/kg per 24hrs as continuous infusion, or in divided doses twice or three times a day po/sc IV.
· Give Midozolam 500mcg/kg SL as a single dose, or 100mc/kg sc as a single dose or 300-700mcg/kg over 24 hours by sc infusion.
· Or Lorazepam 25-50mcg/kg (max 1mg) as a single dose or 4-8hrly po/SL.
· Don’t use benzodiazepines alone, because they carry the risk of paradoxical agitation: however, they can be used in conjunction with antipsychotics to sedate children.
Constipation
Constipation is defined as the passage of small, hard faeces infrequently or with difficulty, and less often than is normal for that individual.

Causes
1. Direct effects of disease
a. Intestinal obstruction from tumours in the bowl wall or external compression from abdominal masses.

b. Damage to lumbosacral spinal cord, cauda equina or pelvic nerves
2. Secondary effects of disease:
a. Decreased food intake and low-fibre diet
b. Dehydration
c. General body weakness
d. Metabolic abnormalities – hypokalaemia, hypercalcaemia
3. Medications:
· Opioids such as codeine or morphine
· Ant cholinergic drugs such as tricyclic antidepressants
· Diuretics
4. Concurrent disease:

1. Diabetes mellitus, hypothyroidism

2. Hemorrhoids, anal fissure.
The two most common causes of constipation are related to the side effects of opioids and the effects of progressive disease.

General care
· Encourage fluid intake and fruit, vegetables and fibre in the die.

· Remember that even if a patient is not eating much, they still need o move their bowels regularly.

· Remember to anticipate constipation as a side effect of medications such as morphine and amitriptyline

· Prescribe prophylactic laxatives together with morphine, especially in adults.

Assessment and management
· Remember to assess whether there is obstruction.

· Rectal examination may be essential to determine whether there are hard faeces, impaction or high obstruction (rectum is empty and ballooned).

· Oral treatments:
Bisacodyl 5mg at night (up to 20mg)
Senna 1 to 2 tablets at night
Paw paw seeds dried and crushed: 1 teaspoon at night with water
Vegetable oil or margarine: 1 teaspoon at breakfast

· Rectal treatments:

· Glycerol or bisacodyl suppositories if available

· Use a pellet of soap softened and inserted with petroleum jelly

· May need to consider digital removal of faeces.

Non-pharmacological management

· Patient education and dietary advice, e.g. encouragement of a high-fibre diet.
· For children an osmotically active laxative (eg Lactulose) is preferable to a stimulant laxative (Bisacodyl) as the stimulants may cause severe abdominal pain in children.

· For children, try to prevent constipation when starting opioids by adding taxatives, e.g.:

· Bisacodyl: 6-12 years 5-10mg once daily po

· Or Sennakota.

· Suggested constipation management in children

· Step1: try lactulose, building the dose up over one week:

· 1 year 2,5ml BD

· 1-5 years: 5mls BD

· 6-12 years 10mls BD

· Step 2: if no improvement, add Senna

· 2 – 6 years – 1 tablet BD po

· 6 -12 years 1 – 2 tablets BD po

· Step 3: if already on opioids use step-2 drugs straight away

· If on rectal examination the stool is found to be hard, try a glycerine suppository.  If soft but not moving try a bisacodyl or senna suppository.  If the rectum is empty, try a bisacodyl suppository to bring the stool down or a high-phosphate enema.

· For severe constipation, try phosphate enema or a bowel prep product

Dehydration

· Dehydration is a common symptom.

· There is a need and desire for relatives and the medical or nursing team to want to keep patients well hydrated.

Diagnosis and prognosis
1. Dehydration may occur when a patient has an intercurrent illness from which you expect them to recover, e.g. an episode of diarrhoea in a patient with lung cancer who has a prognosis of several months, or severe diarrhoea in an HIV and AIDS patient.

2. Presence of other symptoms:

· Dehydration may significantly impair drug excretion and so increase side effects.  This is particularly true for morphine.

· Try to stop unnecessary medication or reduce the dose while maintaining symptom control.

· Supplementary fluids may be given for a short period of time to reduce distressing symptoms such as hallucinations or myoclonic jerks. 

Presence of a dry mouth rather than thirst:
· The patient may report feeling thirsty but they appear well hydrated and their symptom may actually be a dry mouth.

· If the patient is very thirsty and measures to keep their mouth moist are ineffective and they are unable to swallow, supplementary fluids should be considered.

Are they close to death?

· A patient who is nearing death will often struggle to manage oral fluids.  They may even cough when they swallow.

Assessment and management
1. A dilemma occurs when the patient is very ill and entering the terminal phase.  In most patients nearing death, a reduction in fluid intake is natural and appropriate.  They no longer have a requirement for fluid and full explanation is likely to reassure the family and reduce the request for supplementary fluids.

2. Remember to keep the mouth and lips clean and moist, because dry oral mucosa may be a worse symptom than thirst.

3. There are, however, some situations in which it may be appropriate to consider artificial hydration.  If so, aim to hydrate via the oral route but consider IV or SC infusions if needed.  SC may be the least invasive and can even be given in a home situation.

4. Excessive hydration may result in fluid overload and necessitate venous cannulation, which can become painful and difficult.  In deciding to give supplementary fluids, several factors should be considered:
5. Giving more than sips of oral fluids in this situation risks the complication of aspiration and pneumonia.
6. Often, families worry that the patient will be uncomfortable and will need hydration.
7. It is important to ensure the family and patient are aware that comfort can be maintained by keeping the mouth moist, that fluids are not needed and that they can cause harm in this situation.     

Diarrhoea 

Diarrhoea is defined as the passage of more than three unformed stools within a24-hour period

Causes

· Imbalance of laxative therapy

· Drugs such as antibiotics, NSAIDs, ARVs

· Faecal impaction – fluid stool leaks past a faecal plug or tumour mass

· Radiotherapy involving the abdomen or the pelvis

· Malabsorption

· Colonic or rectal tumours

· Concurrent disease

· Odd dietary habits

· HIV

General care
· Increase fluid intake where possible

· Provide reassurance that most diarrhoea is self-limiting

Assessment and management
· Treat or exclude any specific causes.

· Discontinue laxatives if prescribed and review.

· If due to antibiotics, give metronidazole 400mg tds for 7-14 days.

· Review other medications as appropriate

· If necessary, opioids such as loperamide, codeine and morphine can be used.

· In a child, diarrhoea refers to abnormal frequency as well as consistency.

· Breastfed babies may pass a stool after each feed; in this case, loose consistency is more important than frequency as a sign of disease.

· In bottle-fed infants more than seven stools per day indicates diarrhoea, while the indicator for toddlers is more than three.

· Can be caused by urinary tract or any other systemic infections in children.

· In children, temporary lactose intolerance may be a problem necessitating the use of lactose-free milks such as soya or the use of yoghurt with live cultures.

· If blood is present in a child’s stool, give ciprofloxacin and add metronidazole in areas where amoebic dysentery is prevalent.

Distress

· Distress encompasses the psychological response to the challenge of a life-threatening illness.

· Screening tools for distress may be used; however, the key to dealing with distress is sensitive listening and supportive communication.

· Symptoms may include anxiety and low mood.

· Many people experience temporary symptoms as they adjust to the psychological challenges of their illness (adjustment disorder).

· General care
· Offer skilled counseling and support.

· Recognise that when symptomatic, medication or psychiatric referral may be needed.

· Unrelieved physical pain and symptoms will contribute to distress.

· Depression may sometimes be interpreted as being due to supernatural forces – therefore careful explanations for behaviour will help the patient and their family to understand what is happening.

Depression

· Depression is often misunderstood, under-diagnosed and under-treated.

· Assessment and management:

The key factors which distinguish depression that may require anti-depressant medication and psychiatric referral include:

· Low mood more than 50% of each day

· Loss of any enjoyment or interest excessive or inappropriate guilt

· Thoughts of suicide.

· Ongoing support and counseling may be needed

· Antidepressants take several weeks to be effective, so should be tried for at least 2-4 weeks.

If depression does not respond to counseling give anti-depressants:

· Amitriptyline-start with 25mg at night and increase gradually to 75-150mg. (the anti-depressant effect is unlikely to be seen at less than 75mg.) the main side effects are drowsiness, dry mouth and constipation.

· Imipramine, if available, is an alternative that might be less sedating.

Anxiety
· This may be a symptom of depression.

· Assessment and management:

Symptoms include feelings of panic, irritability, tremor, sweating, lack of sleep and a lack of concentration.  Ensure the patient is given an opportunity to talk about their fears and anxieties.  Non-pharmacological interventions may help, such as massage and relaxation.  If persistent symptoms are hindering quality of life, consider medication with benzodiazepams, e.g. diazepam 5-10mg at night.
Fatigue
Chronic fatigue is very common in people with advanced disease.
Causes
· Multiple causes, often obscured by coexisting disease processes

· Anaemia

· Pain

· Emotional distress

· Sleep disturbances

· Poor nutrition

General care
· Try to manage lifestyle around the periods of greater energy or fatigue.

Assessment and management
· Treat the underlying cause of the fatigue where possible – e.g. if anaemic, give blood transfusion as appropriate.

· Can give low doses of psycho-stimulants, e.g. methylphenidate (Ritalin) or antidepressants.

· Non-pharmacological interventions include energy conservation and physical exercise, and stress reduction by relaxation and meditation.

Insomnia

Insomnia is a subjective complaint of inadequate nocturnal sleep-manifested as difficulty initiating or maintaining sleep, early-morning awakening, non-restful sleep or a combination of all of these.

It is common in those with advanced disease.

Cause
It may be transient or chronic:

· Transient: secondary to life crisis, bereavement, illness

· Chronic: associated with medical or psychiatric disorders, drug intake or maladaptive behavioural patterns.

· In advanced disease it emerges as a psychological or physiological side effect of diagnosis and/or treatment.

General care

· Try to reduce the intake of nicotine, caffeine and other stimulants and avoid alcohol near bedtime.

· Exercise regularly in the earlier part of the day.

Assessment and management
· Benzodiazepines are the most commonly used hypnotic medications for sleep – they offer prompt symptom relief by decreasing time to sleep onset, improving sleep efficiency, and imparting a sense of restful sleep for most patients.

· Intermediate-acting:
· Temazepam 7.5-30mg: half-life 8-12 hours

· Oxazepam 10-30mg; half-life 5-15 hours

· Long-acting

· Alprazolam 0.25-1mg; half-life 12-20 hours

· Lorazepam 0.5-2mg; half-life 10-22 hours

· Clonazepam 0.5-2mg;half-life 22-38 hours

· Diazepam 2.5-10mg; half-life 20-50 hours
Note: However, these are not indicated for long-term treatment of chronic insomnia because of the risk of tolerance, dependency and other side effects. 

Malnutrition

Causes
· Poverty

· Incorrect feeding practices, early weaning (birth of second child)

· Anorexia associated with illness, mouth ulcers or oral thrush

· Nutrient loss from mal-absorption, diarrhoea or HIV enteropathy

· Increased metabolic rate due to disease or infection (especially TB).

General care
Malnutrition is effectively a social not a medical disorder, although it causes medical problems.

Assessment and management
· Stage 1 – initial treatment: life-threatening problems are identified and treated.

· Stage 2 – rehabilitation: intensive feeding is given to recover weight loss, emotional and physical stimulation is increased, and the carer is strained to look after the child.

· Stage 3 – follow up

· Follow your national guidelines for the management of malnutrition, as appropriate.

· Where available, refer to food and nutritional support programmes.

· Malnutrition is very common in many settings in Africa and in particular in children’s palliative care.

· Malnutrition in children often leads to other distressing symptoms that add to the suffering – e.g. oral sores, angular stomatitis, dermatitis, corneal ulceration, gastric distension, irritability, hunger, headaches.  These should be managed as outlined in the other sections of this handbook.

Nausea and vomiting

1. Nausea is the unpleasant sensation of being about to vomit and can occur alone or can accompany vomiting.

2. Vomiting is the forceful expulsion of gastric contents.

3. This is a very common symptom with many different causes and may be very distressing.

4. Patients have been known to say that nausea is worse than pain.

Causes
· Pharmaceutical: opioids, digoxin, anticonvulsants, antibiotics 

· Toxic: infection, radiotherapy, chemotherapy

· Metabolic: hypercalcaemia, ketoacidosis, renal failure

· Intracranial: cerebral tumours, cerebral tumours, cerebral infections, meningeal mestastases, raised ICP

· Gastrointestinal: gastric stasis, intestinal obstruction; constipation, candidiasis.

General care
· Ensure patient is in well-ventilated areas, to avoid smells permeating which can trigger nausea and vomiting.

· Avoid the eating of big meals and encourage small appetising meals.

· Avoid spicy or fatty meals.

· Ensure adequate fluids by mouth if possible.

· Ginger may be useful, e.g. ginger tea.

Assessment and management 
· Treat reversible conditions such as oesophageal candidiasis, raised intracranial pressure, constipation and gastro-oesophageal reflux and heartburn.

· Review the medication to see whether any causal link exists, such as use of opioids, digoxin toxicity, chemotherapy, antiretrovirals or antibiotics.

· Consider giving medication via a non-oral route if severe nausea or intractable vomiting occurs.  Try the rectal or parenteral routes, then transfer back to oral administration when the symptoms are under control.

· Use a step-wise approach to prescribing anti-emetic medication, depending on your assessment and the pattern of symptoms.  You may only have limited access to medications, but still try to prescribe carefully and review.

· Consider non-pharmacological approaches as appropriate – e.g. surgery, acupressure, cognitive therapy:

The acupressure point for nausea and vomiting is situated 2-3 fingers down from the top crease of the wrist in the groove between the two tendons.

Take your thumb and index or middle finger and press firmly on points on both sides of the wrist when nauseous feelings persist.

1. Remember, patients may have more than one cause of nausea an may need more than one anti-emetic.

	Pattern
	Causes
	Suggested medications in adults
	Suggested medications in children

	Gastric stasis or poor stomach empting

Vomiting is main symptom

Vomiting often relieves nausea

Patient often feels full quickly when eating

May have gasto-oesophageal reflux
	Medications such as morphine

Constipation

Squashed stomach syndrome due to liver enlargement or large volume ascites
	Metoclopramide10-20mg 8hrly before meals

Consider dexamethasone 8mg daily if squashed-stomach syndrome


	Metoclopramide: 1-2 years: 300mcg/kg po in the three divided doses

12 tears and above: less than 60kg: 5mg po tds

Manage GORD by thickening feeds, maintaining upright position after feeds and using an antacid.

	Blood chemistry
Disturbances or toxins:

Intractable nausea is the main symptom

Vomiting often does not relieve nausea


	Medications such as morphine

Renal failure

Hypercalcaemia

Liver failure
	Haloperidol 1.5mg-5mg at night

Prochloperizine 5-10mg 8hrly
	Haloperidol:

Oral: less than 12years: 0.025mg-0.05mg/kg per day in two or three divided doses. More than 12 years: 1-4mg at nights SC infusion: Child 1 month-12years: 25-85mcg/kg over 24hrs

Odansetronor Granisetron for chemotherapy-related nausea and vomiting.

	Raised intracranial pressure:

My be worse in the morning

May be worse on movement

Vomiting does not relieve nausea
	Intracranial tumors or infections such as toxoplasmosis

Meningitis such as TB or Cryptococcus

Malaria
	Dexamethasone 8-16mg daily( give in the morning to avoid disturbing sleep, and take care in prescribing if untreated infections)

Promethazine 25mg 8hrly

Cyclizine 25-50mg 8hrly
	Dexamethasone:0.03-0.2mg/kg per day in 2-4 divided doses

Haloperidol (as above)


Remember, patients may have more than one cause of nausea and  may need more than one anti-emetic.

 Consider non-pharmacological approaches as appropriate – e.g. surgery, acupressure, cognitive therapy:

The acupressure point for nausea and vomiting is situated 2-3 fingers down from the top crease of the wrist in the groove between the two tendons.

Take your thumb and index or middle finger and press firmly on points on both sides of the wrist when nauseous feelings persist.

Sore mouth

· Perhaps more than any other symptom, a sore mouth affects communication as well as comfort.

· A sore mouth is very common in palliative care and may be severe in patients with HIV and AIDS or who are receiving chemotherapy or radiotherapy.

Causes

· Infections such as candidiasis or herpes simplex.

· Mucositis due to radiotherapy or chemotherapy

· Ulceration

· General debility

·  Poor dental hygiene

· Dry mouth due to medication, damage to salivary gland due to radiotherapy or tumour, or mouth breathing

· Erosion of buccal mucosa by tumors, with possible fistula formation

· Iron deficiency

· Vitamin C deficiency

General care

· Most problems can be prevented by keeping the mouth clean and treating any infections promptly

· Check the mouth, teeth, tongue, palate and gums regularly for dryness, inflammation, ulcers, infections,

· Ensure the patient and the family know how to care for the patient’s dry mouth using what is available

· Avoid harsh brushing: use a soft brush or a soft cloth instead.

· A simple mouth wash with sodium bicarbonate or saline (a pinch in a glass of water is sufficient) can be very effective.

· Sucking ice or piece of fruit  can help dry the mouth

· Use petroleum jelly on the lips after cleaning

Wounds

Causes

Fungating skin cancers (primary or secondary) such as breast, sarcoma, squamous tumours or melanoma

Poor wound healing due to debility, poor nutrition and illness

Pressure sores due to debility and immobility.

General care

Cleaning wounds:

· Use a simple saline solution made by boiling water and adding salt (a pinch for a glass or one teaspoon for 500mls).

· Use salt-water baths for perineal wounds.

· Avoid caustic cleaning agents such hydrogen peroxide.

· Consider leaving a wound exposed to air (though watch for maggots).

· If needed, apply clean dressings daily or more often if there is a discharge.

· Consider making simple dressings from available  materials such as old cotton material washed and cut to size.

· Help the patient’s family to learn the skills to do the dressings daily.

· Prevent pressure sores by changing the patient’s position regularly.

· Keep skin dry and clean.

· Consider a water filled surgical glove for pressure relief of critical areas.

Assessment and management

· Is there pain?If yes
· Use non-adherent dressings, and soak them off to prior to changing.

· Give analgesia 30 minutes before dressing changes.

· Is there an unpleasant odour?

· Sprinkle crushed metronidazole tablets directly onto the wound (avoid enteric coated tablets.) or use metronidazole gel if affordable.

· Consider using locally available remedies such as natural yoghurt, paw-paw and tried and tested local herbs.

· Honey or sugar can be used temporarily on a dressing, for desloughing necrotic wounds. Dressings should be changed twice a day (as they become moist), but within a few days you can revert to dry dressings or metronidazole.

· Is there a discharge?

· Use absorbent dressings and change them frequently.

· Is there bleeding?

· If bleeding is severe, consider radiotherapy or surgery and use dark clothes to soak up the blood.

· Clean wounds carefully to avoid trauma during dressing changes.

· Consider crushed topical sucralfate g tablets, or tranexamic acid 500mg tablets.

· Are there maggots?

· If suspected, use a pad soaked with turpentine oil held close to the wounds but not touching.

· Use pale pink potassium permanganate solution

Medicines and supplies
· Medicines and supplies   required shall be made available as outlined in the essential palliative care medicine list (see annex .) 

Acute Malnutrition

It is caused by a significant imbalance in the nutritional intake  and individual needs

Immediate causes are:

· Insufficient dietary intake

· Infections, infestations and other diseases

Types

Severe acute malnutrition

For paediatrics

· Weight for height <70% and/or a mid upper arm circumference of < 11cm and presence of pitting bilateral oedema

For adults

· BMI <16  and mid upper arm circumference of <19cm and weight loss of >10% body weight in a month

Moderate acute malnutrition

For Paediatrics

· Weight for height <80% and/or a mid upper arm circumference of < 12cm 

For adults

· BMI 16-18.5  and mid upper arm circumference of 19 – 23 cm 

· Nutrition support has been shown to benefit palliative care patients by reducing physical deterioration, improving quality of life, and preventing the emotional effect of “starving the patient to death.” 

· Palliative care patients of all age groups shall be encouraged to eat the three food groups . Locally available foods are recommended. The successful management of these medicine food interactions requires understanding clients’ individual food access as well as eating habits. 
· Management of patients shall include assessment and counseling on feeding with regard to the nutritional needs specific to the stage of the illness. 

· Guardians shall be counseled on appropriate feeding according to the stage of the illness


Infection prevention and control

Palliative care services shall operate in accordance with National Infection Prevention and Control Policy and standard guidelines to minimize the risk of infections in patients, families and care providers in order to promote a safe caring environment. 
Core infection prevention and control interventions shall include:

· Hand hygiene 

· Use of personal protective equipment – gloves and gowns for all health workers  

· Isolation precautions 

· Aseptic technique 

· Cleaning, disinfection and Sterilization

· Waste management

Infection control tips for all palliative care providers
:

· Conduct an initial assessment – situational analysis

· Establish an infection prevention and control committee coordinated by the infection prevention and control officer

· Formulate an action plan, with costing, budgeting and financing

· Develop an IEC strategy for health care workers and strengthen supervision

· Ensure the continuous availability of supplies and equipment for patient care management

· Surveillance, monitoring and evaluation.

 Care of Carers 

1. The palliative care team shall be assisted to recognize the difficult situations they encounter, personal limitations and ways of utilizing effective coping strategies.

2. Carers shall be provided with adequate resources for patient care. 

3. Regular team meetings and social gatherings shall be promoted to help reduce stress and burnout.  
4. Supervision, training and support shall be provided to health workers, family and community members 

Psychosocial care for patients

· Psychological status should be assessed and managed based upon the best available evidence, which is skillfully and systematically applied. When necessary, psychiatric issues should be addressed and treated.

· The interdisciplinary team should include professionals with patient-specific skills and training in the psychological consequences and psychiatric co-morbidities of serious illness for both patient and family, including depression, anxiety, delirium, and cognitive impairment

· Psychological assessment should include patient as well as family understanding of disease, symptoms, side effects, and their treatments, as well as assessment of care giving needs, capacity, and coping strategies.

· Pharmacologic, non-pharmacologic and complementary therapies need to be employed in the treatment of psychological distress or psychiatric syndromes, as appropriate.

· Treatment alternatives should be clearly documented and communicated and the patient and family should be permitted to make informed choices.

· Referrals to health care professionals with specialized skills shall be made available when appropriate. 
· Developmentally appropriate assessment and support should be provided to pediatric patients, their siblings, and the children or grandchildren of adult patients.

· Communication with children and cognitively impaired individuals should occur using verbal, nonverbal, and/or symbolic means appropriate to developmental stage and cognitive capacity.

· Treatment decisions should be based on goals of care, assessment of risk and benefit, best evidence and patient/family preferences with a goal to address psychological needs, treat psychiatric disorders, promote adjustment, and support opportunities for emotional growth, healing, reframing, completion of unfinished business, and support through the bereavement period.

End of life care

· Health care providers shall prepare both the patient and the family on the impending death 

· Care provider shall be honest, attend to emotional responses and spiritual needs. 

· Care providers shall maintain presence and talking to the patient even if the patient is unconscious. This practice shall be promoted.

· Comfort measures shall be provided depending on the presenting signs and symptoms of impending death.

· End-of-life concerns, hopes, fears, and expectations shall be openly and honestly addressed in the context of social and cultural customs in a developmentally appropriate manner. 
· Signs and symptoms of impending death should be recognized and communicated, and care appropriate for this phase of illness is provided to patient and family. 

a. The patient’s and family’s transition to the actively dying phase should be recognized, when possible, and documented and communicated appropriately to patient, family, and staff. 

b. End-of-life concerns, hopes, fears, and expectations are addressed openly and honestly in the context of social and cultural customs in a developmentally appropriate manner. 

c. Symptoms at the end of life are assessed and documented with appropriate frequency  and are treated based on patient-family preferences.  

d. The care plan is revised to meet the unique needs of the patient and family at this phase of the illness. 

e. The need for higher intensity and acuity of care during the active dying phase is met and documented. 

f. Patient and family wishes regarding care setting for the death are documented. Any inability to meet these needs and preferences is reviewed and addressed by the palliative care team. 

g. The family is educated regarding the signs and symptoms of approaching death in a developmentally-, age-, and culturally-appropriate manner. 


Grief and Bereavement 
A grief and bereavement program should be available to patients and families

· Bereavement services need to be recognized as a core component of the palliative care program.  

· Bereavement services and follow-up are made available to the family for at least 3 months, or as long as is needed, after the death of the patient.  

· Grief and bereavement risk assessment is routine, developmentally appropriate, and ongoing for the patient and family throughout the illness trajectory, recognizing issues of loss and grief in living with a life-threatening illness.  

· Clinical assessment to identify people at risk of complicated grief and bereavement and its association with depression and co-morbid complications. 

· Information on loss and grief and the availability of bereavement support services through hospice and other community programs, should be made routinely available to families before and after the death of the patient, as culturally appropriate and desired. 

· Staff and volunteers who provide bereavement services receive ongoing education, supervision, and support. 

· Referrals to health care professionals with specialized skills are made when clinically indicated.

· Grief and bereavement risk assessment shall be done routinely throughout the illness trajectory
Customary and religious rituals shall be respected to help the family cope with death
Paediatric Palliative Care 

Palliative care for children   focuses on enhancement of quality of life for the child and support to the family. Emphasis shall be on pain assessment, psychological support and communication, which shall be appropriate for the age and developmental stage of the child. 

Paediatric Pain and Symptom Control 

Pain, other symptoms, and side effects should be managed based upon the best available evidence, which is skillfully and systematically applied:

· An interdisciplinary team approach comprising professionals with skills in pain and symptom control

· Regular, ongoing assessment of pain and non-pain symptoms (e.g. shortness of breath, nausea, fatigue and weakness, anorexia, constipation), treatment of side effects,

· Validated instruments, where available, should be used to assess children pain and symptoms. 

· The outcome of pain and symptom management is the safe and timely reduction of pain and symptom levels, for as long as the symptom persists, to a level that is acceptable to the patient. 

· Response to symptom distress should be prompt and tracked, through documentation in the patient chart – the body chart 

· Barriers to effective pain management should be recognized and addressed, including inappropriate fears of the risks of side effects, addiction, respiratory depression, and hastening of death in association with opioid analgesics.  

· Assess patient and family understanding of disease and its consequences, symptoms, side effects of treatments, functional impairment, and potentially useful treatments.  

· Referrals to health care professionals with specialized skills in symptom management should made available when appropriate (e.g., radiation therapists, orthopedists, child life specialists). 

· Family is educated and supported to provide safe and appropriate comfort measures to the patient. Family is provided with backup resources for response to urgent needs. (See Domain 3: Psychological and Domain 4: Social Support).

NOTE: Many doctors are over-cautious in using strong opioids in children; however, the WHO 3-step analgesic ladder approach should still be used, with preference for oral medications and regular administration not as necessary. 

Respiratory depression with strong morphine is not a problem in children over 1 year old if treatment is started in standard doses and thereafter increased or reduced according to needs. In younger children starting doses should be reduced.

 Opioids in children

Children with HIV rarely need antiemetics and laxatives. Itching with opioids in the first few days is quite common and responds to antihistamines if necessary. Many children are sleepy initially, and parents should be warned of this and reassured that their child’s disease has not suddenly progressed.

	Medicine
	Dosage
	Comments

	Paracetamol
	· Oral dose 20 mg/kg every 4 hours while awake 

· Maximum dose 90 mg/kg over 24 hours: 60 mg/kg/24 hours in neonates
	This dose is double the antipyretic dose.

	Ibuprofen
	5 to 10 mg/kg given every 6 to 8 hours


	

	Morphine 
	Standard starting dose = 0.15 to 0.3 mg/kg PO every 4 hours—

· For infants <1 month: 1/3 dose for children <50 kg

· For children <50 kg: 0.3 to 1.5 mg/kg every 4 hours

· For children >50 kg: 5 to 10 mg every 4 hours
	· Titrate according to analgesic effect.

· Make provision for “break through” pain.

· Child may be sleepy initially when on morphine.


Adjuvant Therapy for Pain in Children
If analgesics are inadequate, the adjuvant therapies are recommended.

Adjuvant Therapy for Pain in Children
	Symptom
	Medication
	Dosage

	Neuropathic pain
	Amitriptyline
	Initial dose: 0.2 to 0.5 mg/kg given once daily at bedtime 

Increase dose by 25% every 2 to 3 days as needed

	Itching
	Antihistamines (e.g., chlorpheniramine)
	0.1 mg/kg every 8 hours

	Muscle spasms
	Benzodiazepines (e.g., diazepam)
	0.2 to 0.5 mg/kg every 24 hours in 3 to 4 divided doses

	General pain
	Feeding, sucking, and eating are part of children's development and provide comfort, pleasure, and stimulation


Special needs for children


· Special needs shall be identified through comprehensive assessment and addressed holistically.

· Children shall be involved in decisions about their own care.

· Recreation activities such as play activities, drawings, poems or songs shall be encouraged .

· Appropriate information according to age shall be communicated in clear and simple language at their pace 

· Children shall be allowed to lead a normal life which includes access to education within the limitation of their illness. School teachers, community members including other children shall be encouraged to support and deal sensitively with the affected child

· Palliative care providers shall take into consideration the needs of orphans and vulnerable children and shall refer them to  appropriate services for care and support
Maintaining Best Practice

· The palliative care team shall seek to maintain up to date skills in their area of work through Continuing Professional Development (CPD), refresher courses, regular clinical meetings – e.g. case conferences, refresher courses and journal clubs; personal reading, case study review and research. 

· Palliative care providers shall always adhere to standard operating procedures as provided

· Treatment decisions shall be based on goals of care, assessment of risk and benefit, best evidence, and patient/family preferences.

· Information regarding treatment ,care and treatment alternatives shall be documented and communicated clearly to permit patient and family  to make informed choices.

· Continuous monitoring and evaluation shall be provided

Education and Training 

· Palliative care service providers shall be trained in palliative care. Training shall be appropriate for the cadre ( professional and non professional) and their role in the interdisciplinary team. 

· Palliative care concept shall be incorporated  in the pre-service curricula for health training institutions

· Post-graduate training to specialization in palliative care medicine  shall be encouraged

· The  National Palliative Care training manuals shall be used for non - professional and professionals during the 5 day introductory course

· Facility based PC trainings shall be conducted to facilitate practical exposure

Practical attachment to facilities that provide PC at tertiary level shall be encouraged  

· Trainings shall be coordinated and certified by MOH 
· MOH in collaboration with relevant stakeholders shall establish resource centers and organize refresher courses to update service providers.
CHAPTER 3: RESPONSIBILITY AND AUTHORITY

There are various levels of responsibility regarding the implementation of Palliative Care: The roles and responsibilities   shall be as outlined:

3.1    Ministry of Health

The ministry of Health through the Directorate of  Heath -Deputy Director Public Health

 Coordination

National Level/Programme 

· Shall provide leadership and coordination of Palliative Care Services.

· Shall develop palliative care guiding documents with participation of technical working group .

· Shall identify and prioritize specialized training needs in palliative care 

· Shall provide supervision to implementing  sites  

· Shall provide support for training of trainers

· Shall identify resources for Continued Professional Development. 

· Shall provide technical support for palliative care services

· Shall collaborate with national and international  palliative care bodies

·  Shall  monitor adherence to palliative care  guidelines and standards

· The program in conjunction with with the technical working group shall mobilize resources   for palliative care implementation 

3.2  Regional Health Management Teams 

· Shall be responsible for  coordinating, supervising ,monitoring and evaluating palliative care services at all  levels  within the region. 

· Shall be responsible for identification of training    needs of of service providers. 

· Shall designate an officer to monitor implementation of palliative care services as provided by NGOs, FBOs and CBOs at regional  level.

· Shall allocate  resources for  implementation of palliative care activities at  regional  and community levels

Implementation

Palliative care shall be provided as follows:

	LEVEL(S)
	DESCRIPTION
	CAPABILITY REQUIREMENTS 
	RESOURCE REQUIREMENTS

	Primary /Basic level(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 & 3 service providers for more advanced and specialized care.

General and basic health care services including primary services providing care to PLHIV and other families as well those with other life threatening conditions ,are required to meet the criteria for level 1 for all standards e.g.

· Community based programmes

· Primary level government health centers
	Uses a holistic approach to manage basic clinical and non-clinical problems of the patient, care givers and families

Provides basic clinical services for opportunistic infections (OIs) and uses WHO analgesic ladder level 1 pain assessment and management guidelines

Makes referrals to level 2 and 3 service providers for management beyond own capability

Access to ART is by appropriate referral through a documented process. Follow up on adherence is undertaken in partnership with the service providers for the drugs 
	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 level /intermediary (2)
	This represents intermediary service providers ,which are providing a wide range of services components for HIV and AIDS and other life limiting conditions .Have well developed collaborations with community and other service providers.

All as 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

OIs management

Receives referrals from ,and makes referrals to level 1 and 3 service providers via formal links

There are limited specialized services

Examples:

Integrated community based care and support programmes

Community home based care programmes

Government regional level services and other providers such as missions
	Inter-disciplinary 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 formal and informal service providers .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 on adherence
	An interdisciplinary or multi –skilled team with some members of the team trained through specialist palliative care programme.

The actors include professional care providers 

A professional team working together with trained community care providers through a well –structured and documented process

	Tertiary /Specialist level (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 of all elements in level 1 and 2 plus: 

Access to ART on site or through referral

Availability of step 3 analgesics for use at site and in the home (i.e. 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 HBC programmes
	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

Receives and messages referrals from level 1 and 2 with clear documentation on the management of such referrals .Can also make referral back to level 1 and 2 for ongoing joint care

Has formal links with level1 and 2 service providers and provides them with consultant support ,training and mentorship

Ongoing availability of well structured professional supervision for community care providers

There is a well documented procedure for follow up on adherence to medication
	A multidisciplinary team with specialist training ,skills and experience in palliative care 

The actors include doctors ,specialist nurses ,allied health professionals etc. 

A professional team working together with trained community  care providers ,through a well structured documented process.


3.3 National Referral Hospitals 

· Shall offer tertiary palliative care services

· Shall develop a multidisciplinary palliative care team with involvement of their local communities (including community volunteers) to provide services

· There shall be link nurses within each unit

· There be shall network with home based care groups and other health facilities for referral

· Shall keep appropriate records and compile monthly reports


3.4
Regional Hospital:

Shall offer intermediary  palliative care services

· Shall offer tertiary palliative care services

· Shall develop a multidisciplinary palliative care team with ithe hospital  to provide services

· There shall be link nurses within each ward

· Referrals shall be in line with national referral and linkages framework

· Shall keep appropriate records and compile monthly reports


3.5   Health Centre

· Shall offer intermediary tertiary palliative care services

· There shall be a link nurse within each ward
· Shall develop a palliative care team with involvement of their local communities (including community volunteers) to provide services

· The team shall be responsible for identification, management, follow up and referral of patients

· Shall keep appropriate records and compile monthly reports which shall be submitted to the regional strategic information department

3.6 Clinic and community

Shall offer primary palliative care services

· Relies mainly on community care providers and a small team of  health care providers

· In general ,relies heavily on community resources to provide services

Supervision is provided by a nurse trained in palliative care 
Shall keep appropriate records and compile monthly reports which shall be submitted to the district coordinator

3.7 Patients, families and communities

· Shall be actively involved and contribute towards self care in palliative care 

· Shall work in collaboration with health professionals and CBOs/FBOs/NGOs in their catchments area. 

· Shall be involved in establishment and review of palliative care services.  

· Shall advocate for better access to palliative care

CHAPTER 4: MONITORING AND EVALUATION OF PALLIATIVE CARE PROGRAMMES

 Monitoring and evaluation shall be used as  advocacy tool for use of evidence based decision making. Monitoring shall be conducted at all levels using appropriate indicators. Reviews shall be done periodically to assess programme performance by comparing baselines against set target

4.2
Reporting Systems

Community services providers shall compile reports monthly  to the constituency(Inkhundla), who will then submit to the nearest health facility , then to the region  and to the national strategic information unit

ANNEXURE: ( 1 -  8 ) 

Annex 1

Interdisciplinary Team

· Nurse

· Doctor

· Social worker 

· Pharmacist

· Physiotherapist

· Occupational therapist

· Pastor

· Volunteer/community health worker

· Lawyer

· Psychologist 

   ANNEX: 2 
ESSENTIAL PALLIATIVE CARE MEDICINES LIST. 

	Drug Name 
	Properties
	Clinical Uses
	Alternative Drugs

	Paracetamol
	Non opioid 

Analgesic

Antipyretic
	Fever 

Pain 
	

	Aspirin
	Non opioid 

Analgesic

Antipyretic

Anti-inflammatory 
	Pain 

Fever 

Sore Mouth
	

	Ibuprofen
	NSAID
	Pain (esp. bone pain)

Fever 

Anti inflammatory
	Diclofenac

Indomethacin

	Tramadol
	Weak opioid

Analgesic
	Pain 
	Codeine



	Morphine liquid


	Strong opioid

Analgesic
	Pain 

Introduction

Breakthrough pain

Difficulty swallowing

children

Breathlessness

Severe Diarrhoea
	Morphine slow release tablets

	Morphine (slow release tablets)
	Strong opioid
	Pain

Severe diarrhoea
	Morphine liquid

	Dexamethasone
	Corticosteroid

Antinflamatory 
	Painful swelling and inflammation

Poor appetite
	Prednisolone

	Amitriptyline
	Tricyclic Antidepressant
	Neuropathic pain (nerve pain)
	Carbamazepine

Phenytoin

	Amitriptyline
	Tricyclic antidepressant
	depression
	Imipramine

	Hyoscine Butyl bromide (Buscopan)
	Antimuscarinic

Antispasmodic
	Abdominal pain (Colic)
	Propantheline

	Diazepam
	Benzodiazepine

Anticonvulsant 
	Muscle spasm 

Seizure

Anxiety, sedation
	Lorazepam

	Phenobarbitone
	Anticonvulsant 
	Seizure


	Diazepam 

	Metoclopramide
	Antiemetic
	Vomiting 


	Haloperidol Domperidone

Promethazine

	metoclopramide
	Pro-kinetic 
	Abdominal Fullness
	

	Chlorpromazine
	Antipsychotic
	Hiccups


	Metoclopromide

Nifedipine  

	Magnesium Trislicate
	Antacid 
	Indigestion

Gastro-oesophageal reflux

gastritis
	Aluminium Hydroxide Magnesium Hydroxide

Ranitidine

Cimetidine

	Loperamide
	Antidiarrhoeal
	Chronic diarrhoea
	Codeine 

Morphine

	Bisacodyl
	Stimulant laxative 
	Constipation
	Sennakot



	ORS
	Rehydration Salt
	Diarrhoea Rehydration
	

	Chlorpheniramine
	Antihistamine
	Drug reactions
	Promethazine 



	Flucloxacillin
	Antibiotic 
	Chest infection

Skin infection
	Erythromycin



	Cotrimoxazole
	Broad Spectrum

Antibiotic
	PCP treatment and prophylaxis Infective diarrhoea in HIV/AIDS

Urinary Tract Infection


	Ciprofloxacin

Amoxicillin, nitrofurantoin,

	Metronidazole
	Antibacterial for anaerobic infections
	Foul smelling wounds

gingivitis

dysentery

Vaginal discharge
	Nalidixic acid

	Lumefantrine artemether(LA)
	Anti- malarial
	Malarial treatment 
	Quinine sulphate



	Acyclovir 


	Antiviral
	Herpes zoster
	

	Chloramphenicol eye ointment/drops
	Antibacterial


	Eye infections
	 Tetracycline, Gentamycin, ointment & drops

	Fluconazole
	Antifungal
	Oral and Oesophageal candidiasis

Cryptococcal meningitis
	Triconazole

Miconazole



	Clotrimazole 1% Cream
	Topical antifungal
	Fungal Skin Infection
	Whitfield ointment 

Miconazole.

Griseofulvin

	Nystatin

Suspension and pessaries
	Antifungal
	Oral and vaginal candidiasis

Prophylaxis for patients on steroids
	Clotrimazole pessaries Triconazole

Miconazole 

GV paint

	Petroleum jelly
	Skin moisturizer and protection. 
	Dry skin

Pressure area care.
	Emulsifying ointment

	Potassium permanganate
	Drying agent

antiseptic
	Oozing lesions

wet skin
	

	Gentian Violet Paint
	Antimicrobial

Astrigent.
	Bacterial & fungal skin infection
	Clotrimazole pessaries

Nystatin Triconazole

Miconazole

	Chlorinated Lime
	disinfectant
	Infection prevention
	chlorine 

	Calamine Lotion
	Itch
	Rash
	Aqueous Cream

10% salicyclic acid


Consumables

i. Gauze

ii. Cotton wool

iii. Crepe bandage

iv. Catheters

v. Urine bag

vi. Gloves

vii. Incontinence pads

viii. colostomy bags

ix. Petroleum jelly

x. Jik in liquid and powder form

xi. Washing soap

xii. Gloves

xiii. Elastoplasts

xiv. Non adhesive bandage

xv. Triangular bandage

ANNEX  3:
Paediatric Dosages.

	Drug 
	No. times/day 
	Single dose by weight 
	Approximate single dose by age* 

	
	
	
	< 1yr
	1 – 5 yrs
	6 – 12 yrs

	Paracetamol for pain or fever 
	4 
	10 - 20mg/kg 
	62.5mg 
	125mg 
	250 - 500mg 

	Ibuprofen for pain or fever 
	3 
	5 - 10mg/kg 
	50mg 
	100mg 
	100 - 200mg 

	Codeine for moderate pain or diarrhea 
	4 - 6 
	0.5 - 1mg/kg 
	7.5mg 
	15mg 
	30mg 

	Oral morphine for severe pain 
	6 
	starting dose 0.1 - 0.3mg/kg 
	1 - 2mg 
	2.5mg 
	2.5 - 5mg 

	Bisacodyl for constipation 
	1 
	5mg total 
	5mg 
	5mg 
	5mg 

	Dexamethasone ** 
	2, morning & lunchtime 
	0.1 - 0.5mg/kg 
	0.5 - 1mg 
	2mg 
	4mg 

	Prednisolone ** (if dexamethasone not available) 
	2, morning & lunchtime 
	1 - 2mg/kg 
	5mg 
	15mg 
	30mg 

	Amitriptyline for neuropathic pain 
	1 at night 
	0.2 - 0.5mg/kg max 2mg/kg 
	-
	6.25mg 
	12.5mg 

	Metoclopramide for nausea/vomiting 
	3 
	0.1 - 0.5mg/kg 
	5mg 
	10mg 
	10mg 

	Loperamide for chronic diarrhoea (NB not for use in acute GE) 
	3 
	0.1 - 0.2 mg/kg 
	-
	1mg 
	2mg 

	Diazepam for muscle spasm or agitation 
	2 
	0.25mg/kg 
	1.25mg 
	2.5mg 
	5mg 

	Chlorpheniramine for itching or night sedation 
	3 
	0.1mg/kg 
	0.5mg 
	1mg 
	2mg 

	Nystatin suspension for severe candida 
	3
	1 drop
	1 drop
	1 drop
	100mg 


*These doses are given for guidance, taking into account the formulations most commonly available. Where liquid formulations are available, more accurate dosing using mg/kg is advised 

** High doses are used for spinal cord compression and raised intracranial pressure. Lower doses (given above by weight) are used for reducing tumour mass causing obstruction, oedema or nerve compression. Short courses are advised, which can be repeated. If given for more than a week, steroids should be tailed off gradually. In some cases a maintenance dose may be necessary; this should be the lowest dose needed to control symptoms. Cover with antifungals in the immunosuppressed and those on long courses.

 ANNEX:  4

         SUPERVISORY CHECK LIST FOR PALLIATIVE CARE   IMPLEMENTING FACILITIES

  Name of Facility……………………………………………………………

  Name of  region………………………………………………..………….

  Name of  regional palliative care coordinator: ………………….…………….

  Name of facility palliative care link nurse: …….……….………………….

   Contact address: .……………………………………………….……….…                

  TEL/CELL Number of facility link nurse.……………………………..…

1. 0 Capacity Building

1.1 Do you have a palliative care Team?   Y 
       N

 If no  state reasons -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

If yes, give Composition of the Palliative care team by cadre and gender:

	Cadre
	Total
	Number trained
	 trained and 

providing services
	TRAINED THIS QUARTER

	Drs
	
	
	
	

	
	
	
	
	

	SRNs
	
	
	
	

	
	
	
	
	

	Physiotherapist
	
	
	
	

	Pharmacy technicians/ pharmacist
	
	
	
	

	Volunteers
	
	
	
	

	Dietician/social worker
	
	
	
	

	Religious counselors
	
	
	
	


1.2 Number of Palliative Care Trainings conducted in this quarter. Specify type of training and number trained by cadre and gender

      (In-service, Initial, Refresher, orientation)

----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

1.3 Number of   palliative care team meetings conducted  in this quarter? ( Verify by checking  minutes /attendence list)

----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

2.  SERVICE PROVISION: 

2.1 Indicate model of care by ticking in the box. 

In patient care    { } Outpatient   {   } Day care {  } Home based care ({ }

Other s please  specify

----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

2.2 Indicate conditions and number of patients cared for  during the quarter)? Report children separately
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name of condition 

----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

2.3  Number of patients referred to other services (specify type of service)

----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
 2.4 Mention type of support and organization and/or institutions networking with. .Please  Specify names of institutions/ organizations and type of support :

Management support -----------------------------------------------------------------
 Transport for supervision------------------------------------------------------------- 

Drugs and supplies,

Financial support-----------------------------------------------------------------2.5Mention Challenges experienced in the implementation of palliative care services :  -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

Annex:  5: use national referral form

	MINISTRY OF HEALTH NATIONAL REFERRAL FORM

(Health facility to health facility)

	Name of facility
	
	Date:

	Patient’s Hospital No
	

	Region
	
	Telephone arrangement made
	       Y                                                  
	N

	Name of referral facility
	
	Phone:

	Patient’s name & Surname
	
	Age:
	Sex:  M / F

	
	
	National ID:
	
	
	
	
	
	
	
	
	
	
	
	
	

	Physical address
	

	Next of kin’s contact
	Address:


	Tel:

	Medical history
	

	Allergies
	Pregnancy
	Allergy to:
	Pregnant:  Y  /  N
	LMP:

	Findings
	

	Treatment given
	

	Reasons for referral
	

	Name of HCW (receiving facility)
	
	Signed:
	Date:

	Note: Feedback to be sent to the referral facility on patient’s discharge, please.

	OPD OR INPATIENT DISCHARGE FORM TO CLINIC OR HEALTH CENTER

	Date
	

	To:

 Name of Referring Facility
	

	Name of HCW
	

	From:

Name of receiving facility
	

	Name of HCW
	

	Patient’s Name
	

	Physical Address
	

	Out Patient Date
	

	Admission Date
	
	Discharge Date:

	Diagnosis
	

	Treatment Given


	

	Follow Up Recommendations OR Discharge Orders:




MINISTRY OF HEALTH NATIONAL REFERRAL CARD FROM COMMUNITY TO FACILITY
	SECTION ONE: REFERRAL



	Name:
	Date:
	Sex:
	contact: 

	Region:

Chiefdom:
	Next of kin:

Nature of relationship:

Contact:

	Name of hospital patient is being  referred to:

:



	Reason for referral:

Treatment/first aid given:

	Name of referring person:

Signature:

Contact:
	Date:




-------------------------------------------Tear off here--------------------------------------------------------------------

	SECTION TWO: FEEDBACK FROM FACILITY



	Date:
	

	Name:
	Age:
	Gender:
	Contact:      

	Region:
	Chiefdom:

	Treatment given:

	Treatment/help patient is to get in the community:

	Return date:

	Name of health care worker:

Signature:
	Contact:


 Annexure: 6 Palliative care patient register

	Patient 

Reg. no.
	Date
	Patient name
	ID Number
	sex
	age
	Marital Status
	Physical address
	Referred from
	Diagnosis
	Outcome Date

(discharge/

referred/

died)

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


                                        Annex: 7 

	Palliative care holistic assessment form 


	Patient Name

Contact Tel.
	Date seen

	Marital status


	physical address/location        
	Religion 

Occupation

	Name of  Next of kin /carer

Relationship with patient

Contact Tel.

Physical address: 
	History from- 

Patient { } Carer {  } other (  )


	Referred from 

CHBC (   )

Health Centre(  ) 

OPD (   )

Hospital ward  (    )



	Referred by :

Dr /Clinician (  )

Nurse  (    

Com Vol  (  )

Other   (   )
	HIV status:  R (   ) Disclosed  (  )

  (   )

Unknown (   ) 

If unknown  check clinical diagnosis / staging table 


	Reason   Reason for referral : 

Pain co     Pain  Control  (   ) 

 Sympt      

 Symptom Control (  )  

Psychological support   (   )   

Other  (   )

p



	Diagnosis of patient( if available)


	Diagnosis discussed with carers  no / yes
	SIGNI      PAST MEDICAL AND SURGICAL HISTOR 

Enquire 
(Enquir other

 releva   



	 Medicine History

Previous medications

History of  drug allergy/adverse drug reactions

Present  Medications)


	
	History of present illness and treatment to date 

( Include description of symptom noted and main concern )

	Pain and symptom history       Symptoms:    0 absent; + mild; ++ moderate  +++ severe

Symptom

0

+

++

+++

Comments

(incl onset)

Symptom

0

+

++

+++

Comment

Anorexia

Dry mouth

Nausea

Skin Rash
Vomiting

Skin Itch

Dysphagia

Edema

Painful Swallowing

Arthralgia

(specify joints)
Sore Mouth

Fatigue

Dyspnoea

Confusion

Cough

Drowsiness

Headache

Diarrhea

Paralysis

Other


	

	
	
	

	Pain chart
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Plot each Pain Score into the graph below each time you see the patient please. Add NEW pains when they occur.

Visit

1st
2nd
3rd
4th
5th
6th
7th
8th
9th
PAIN

SCORE

(Scale of 0-5)

5

4

3

2

1

0

Keys (symbols) for the different types of pain: If a new symbol is used, please indicate it below.
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Pain 1

Pain 2

Pain 3

Pain 4

Duration of pain

Character/ description of pain

Numerical Rating Scale (0-5)

Periodicity (Constant /Intermittent)

Precipitating Factors

Relieving Factors

Does pain affect sleep?   Y/N

Does pain affect mobility? Y/N

Effect Of Current Medication – None, Partial,

Complete Control



	SPIRITUAL ASSESSMENT-

 What is your relationship with God?

What brings you hope?

Has your illness affected your 

Relationship with God?

 Are your church member’s visiting you?…………..

 Do you have Fears/issues 

which are causing you distress?
	PSYCHOSOCIAL  HISTORY 

What is your source of income?---------------------------------------------

 What is the family’s main distress?, ……………………………………….

What are the ages of  your biological children? ,

(oldest –youngest)………………………………………………………..b ………….

Number  of children in school and class………………………. 

How is the family /community supporting you?..........................

What cultural beliefs are associated with the  illness in the family?, ……………

 Has the illness affected any close relationship…………………………

Relationships?( Explore on sexuality as well),……………………. 


	Physical Examination

General condition:


	Weight
	


	Chest


	Neuro


	

	Abdominal


	Other
	


Diagnosis discussed with carers  no / yes
Diagnosis discussed with patient  no / yes
Problem list and   Management Plan 

	Problem

Please list and number each problem (previous and new)

No.     Problem
	Management Plan

For each new and old problem note a brief management plan including non-pharmacological and pharmacological approaches. If problem no longer exists please explain why.

	
	
	

	
	
	

	
	
	


Annex : 8   Numerical Pain Intensity Scale


[image: image8]
0
1
2
3
4
5
6
7
8
9     10


No pain
       mild pain
      moderate pain               severe pain
 very severe pain

Numerical Pain Rating Scale 

I Do not have any pain     0______1_____2______3______4______5     My pain could not be worse

Show on your fingers how severe is pain… 5 is most severe.
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Definitions of terms:  

Analgesic Ladder - A three-step approach of administering the right drug in the right dose at the right time in the following order: non-opioids (aspirin and paracetamol); then, as necessary, mild opioids (codeine); then strong opioids such as morphine, until the patient is free of pain. .

Bereavement– the period of grief and mourning after a loss or death.

Community Home Based Care :  Care given to an individual in his/her own  natural environment  not only provision of the physical and health needs , but also the spiritual , material and psycho-social needs.

 Palliative Care :  is an approach that improves the quality of life of patients and their families facing 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) 

Day Care; Caring for patients for the day away from their usual environment, where they can share with others, receive medical care and other therapies if available, a meal and entertainment

End of life,  Special time before death when the patient and family require holistic support.

Evaluation Systematic process of attributing outcomes to their causes. 

Grief: Normal process of reacting to a loss expressed through mental (anger, guilt, anxiety, sadness and despair), physical, social or emotional reaction.  

Health professionals – All cadres of health care workers registered by their respective professional bodies Home Based Palliative Care: Provision of palliative care for the patient and family in the home. 

Indicator:  a unit of information, measured over time, that documents change

Inpatient Care: Provision of palliative care in the hospital setting

Inpatient model  . An office of the palliative care team where patients will be referred shall be established. The palliative care team shall review the patient in the ward.   

Monitoring  Systematic process of collecting, analyzing and using information to track  performance  of an organization in achievement of goals. 

Opiates: Substances   having “addiction-sustaining liability similar to morphine”.  
Opioid –  all drugs either natural or synthetic with morphine-like actions – e.g. morphine, codeine etc.

Reporting systematic and timely provision of useful information at specific periodic intervals. 
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Preferred Practice:


Assess and manage symptoms and side effects in a timely, safe and effective manner to a level acceptable to the patient and family
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