	Table 4.8
	Palliative Care

	4.8.1 Current status of program in country 
	In the Ugandan context, the definition of palliative care is varied.  This lack of clear definition, policies and guidelines was highlighted as a major gap in the review of the National Strategic Framework. Palliative care has largely been understood to imply terminal care usually delivered at clients’ homes. Home-based care (HBC) has, therefore, been a major component of palliative care in the Ugandan response to HIV/AIDS, however, does not always imply terminal care. Home based care has taken centre stage in Uganda’s response given the inadequate health facility based services, difficulty in accessing the available care facilities by the very ill and people’s cultural preference for terminal care and death in the home setting.  At present, the demand for home-based care exceeds available resources.   Although different organizations provide different components of home-based care, in the past it was generally accepted that a comprehensive package of home based care included basic medical care, counseling, psychosocial and spiritual support, economic strengthening of the household, nutritional support, as well as providing material support in the form of home-based care kits e.g. insecticide treated mosquito nets, soap, bed sheets, etc.

More recently Hospice Care, initially targeted at terminally ill cancer patients, has been introduced into the HIV/AIDS home-based care package. The primary focus of Hospice Care is pain management using Morphine. Uganda has a well-developed policy guideline on handling Class A drugs, including morphine, which is scrupulously monitored by the National Drug Authority. The policy provides guidance on importation, manufacture, transportation, prescription of class A drugs, and dispensing and use in both clinical and home based settings.  



	
	Private not for profit and faith based organizations have been the prominent providers of palliative and home based care in Uganda. Lead agencies in this field include Hospice Africa Uganda, TASO, Kitovu Mobile Home Care, Mildmay International, Nsambya Hospital, Kamwokya Christian Caring Community, Lubaga Hospital, Church of Uganda and Uganda Muslim Supreme Council. All but TASO are faith-based organizations.  USG currently supports 46 community based organizations through AIM to provide community support and home-based care to people living with AIDS, reaching approximately 2,000 people living with HIV/AIDS. USG has also been supporting Mildmay International’s training program which has trained both rural and urban providers in palliative care for adults and children living with HIV.



	4.8.2 How new activities will contribute to PEPFAR targets; linkages to other activities
	In FY04, the US Mission in Uganda plans to greatly expand palliative care activities and programs for people living with HIV/AIDS to 155,600 people.   Although the goal is to ultimately decrease the number of people requiring home-based or palliative care because they have been able to access ART and the basic preventive care package, it will take some time before both of these services are accessible to all who need them.  Therefore, the USG will strengthen and expand the delivery of quality home-based care services as well as strengthen palliative care training for providers.  

A key activity is to expand the integration of hospice care into HIV/AIDS home based and clinical care through an agreement with Hospice Uganda, the leading palliative group in the country.  This will involve intensive training of health workers and community volunteers. The information, materials and training support delivered through Hospice will be accessible to USG partners delivering care and treatment services. Home-based care will also be strengthened through drafting new cost effective approaches such as use of community-based nurses and counselors, with facility based staff providing periodic supervision, oversight and inputs.  USG implementing partners will also support the delivery of comprehensive services to ensure that people living with HIV/AIDS receive all needed services   USG will also engage people living with HIV/AIDS through their existing networks to better understand and advocate for their rights. 

As USG helps to expand palliative and home care, succession planning will be emphasized to encourage disclosure and enable HIV/AIDS affected families to make advanced plans with their breadwinners.  Networks of people living with HIV/AIDS will have valuable input by continuing to demystify AIDS and giving it a face in home and community settings.   

Clients receiving palliative and home-based care will be linked to other non-PEPFAR USG activities such as the Title II PL480 food assistance program to receive food supplements that are critically needed at this stage of care.  Similarly, linkages will be made through the USG supported network of FBOs to access spiritual care to affected individuals and their families.  

	4.8.3 Existing activities, initiated prior to FY 04

	Partner
	FY04 Objective
	Activities for each objective                
	Agency

 

	AIM

FBO? No

48 existing, including 10 FBO

60 new, including 20 FBO


	Provide community and home-based care services to reach 4,300 PHA in 16 districts


	· Support CBOs to scale up provision of home based care 

· Provide funding to Hospice Uganda to scale up palliative care services, including pain management service, from three to 16 districts and to deliver training to other palliative care providers. 

· Link and coordinate Hospice activities with Mildmay training in palliative care

· Provide grants to 20 new CBOs providing home-based care in the districts.

· Provide ongoing TA and training assistance to CBOs.


	USAID

 

	UPHOLD

Partners:

9 existing

13 new, including 5 FBO
	Provide community and home-based care services to 5,000 PHAs in 5 conflict districts. 


	· Financial and technical assistance to public, private and civil society providers to deliver palliative care services (complement clinical services in same 5 districts)

· Grants to strengthen technical capacity of FBOs, CBOs, private sector groups, and traditional healers to provide care services, conduct home visits, training of carers and community volunteers, psycho-social and spiritual counseling and support services; 

· Improve supervision and quality  control of services delivered to households and communities; 

· Initiatives to increase demand for care will be linked to other communications campaign and message development activities under PEPFAR.

· Link to delivery of ARVs in Gulu district.
	USAID

 

	ACDI/VOCA

(consortium includes Africare, TASO, CRS and World Vision)

FBO? 2 consortium members 
	Provide basic nutrition and hygiene education to 5,000 people living with HIV/AIDS
	· Training in basic hygiene and nutrition

· Translate the handbook on Nutritional Care and Support in five indigenous languages  

· Print and distribute 100,000 nutrition information booklets 

· Provide safe water vessels at 30 community water sources to prevent diarrhea among 5,000 people living with HIV/AIDS
	USAID

 

	CRD (CRS, SAVE)

FBO? 

CRD - YES

1 existing partner

2 new
	Provide home-based care to 500 people in 4 conflict-affected districts 

 
	· Training 222 home-based-care volunteer providers

· Subgrant to local NGOs for provision of home-based care

· Link to roll-out of basic preventive care package
	USAID

 

	Mildmay

FBO? Yes


	Build capacity in Uganda to provide palliative care
	· Provide training programs and clinical placements in palliative care [including mobile training] to 200 people per year
	HHS-CDC

 

	TASO

FBO?  NO
	Provide palliative care to 25,000 TASO clients

Provide palliative care to 1,000 HBAC clients.
	· Provide symptom control including pain medication to eligible TASO clients
	HHS-CDC

 

	4.8.4 Proposed new activities in FY 04

	Partner
	FY04 Objective
	Activities for each objective                
	Agency

 

	CRD (CRS, SAVE)

(see above)

New partner? No 

FBO? Yes, No
	Provide home-based care to 1,500 persons in 2 conflict districts 


	· Subgrant to 2 NGOs to provide home-based care

· Identify and train 60 volunteer caregivers and 20 volunteer counselors

· Refer 412 PHAs to clinic services

· Train 20 clinic staff in pediatric counseling
	USAID

 

	Mildmay

New Partner? NO

FBO? Yes
	Build capacity of health care workers in palliative care
	· Train 400 health care workers in palliative care

· Provide technical assistance to rural health facilities in care and treatment

· Link and coordinate with expansion of palliative care, including pain management with Hospice.
	HHS-CDC

 

	Reach Out

New Partner? Yes

FBO? Yes
	Avail palliative care to 1,000 Reach Out clients


	· Provide palliative care through a community and home based care program to 1,000 clients
	HHS-CDC

 

	Total partners:
	7 prime

133 subs
	New partners:
	1 prime

75 subs
	FBOs:
	39
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