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1

EXECUTIVE SUMMARY

1.1

AIMS AND METHODS

This report summarises an evaluation of an innovative project to provide palliative care through
a church based response in the Lake Zone of Tanzania. This area was chosen due to the high
need and poor availability for palliative care but also because there were existing Tearfund
church partners delivering successful home based care programmes (HBC) as part of their
response to the HIV/AIDS pandemic. These partners recognised the need for palliative care and
were willing to work together to strengthen health care delivery, support patients and families,
mobilise communities and churches and develop coordinated policy and service delivery to
meet the needs in their region.
The evaluation was carried out in July 2012 using a combination of rapid evaluation
methodology and most significant change. This and direct observation as well as document
review and interviews of 5 cadres to encompass service users, providers, referrers, and other
key informants including community and church leaders. Field work was carried out in July with
follow up interview by telephone. Elements of the most significant change (MSC) tool were also
used to assess impact and collect narrative accounts.
1.2

CONTEXT

The project covers three sites in Lake Zone Region; Geita, Shinyanga and Shirati. In each site
there is a slightly different model of working but all show leadership and coordination from the
church community working closely with mission hospitals and government services. Each site
had a trained multidisciplinary palliative care team working closely with a group of trained
community based volunteers. Experienced mentors recruited from the UK visited and
supported each site.
1.3

IMPACT ON PATIENTS, FAMILIES AND CARERS, COMMUNITIES, STAFF INCLUDING
VOLUNTEERS AND MENTORS

Significant impact is clear for patients, families and carers with key themes of bringing hope,
pain control, and improved quality of life through holistic care which continued through the
course of illness. The impact on communities is described as raised awareness for palliative
care, reduced stigma, finding hidden patients, empowerment and capacity development.
Staff including the multidisciplinary palliative care team, the community volunteers and the
mentors reported many areas of impact. Training was appreciated and implemented,
motivation was strong with value put on the mentor relationship and support as well as
significant personal growth for the mentors themselves. There was increased availability for
7|P a g e

oral morphine and pain control and innovative entrepreneurship and development of income
generation activities. The health care system was supported through networking and
integration with clear referral and service pathways between the different providers.
1.4

CHALLENGES

The challenges relate to the context of poverty, traditional beliefs and practices and
geographical constraints. There are gaps in capacity and in the procurement of essential
medications including oral morphine. In this context managing the expectations and
dependency and exploring the scope of the palliative care service is essential. Sustainability
remains a significant challenge and the income generation activities and integration within the
health systems will continue to require focus. Documentation and outcome review needs to be
explored to offer an evidence base to the quality of care being observed. The mentorship
model needs review to develop clear expectations and on ongoing relationship both for this
project but also to inform the wider palliative care context. Ongoing work is needed with local,
regional and national networks to develop policy and planning and then support
implementation.
1.5

SUMMARY

This evaluation demonstrates palliative care in its holistic context, bringing communities
together, supporting patients and families, integrating services and seeking to bring justice and
equality in the way people are viewed and treated with compassion at times of need and
vulnerability. There has been an enormous impact and with many lessons for this programme
and for a wider audience.

Bringing hope….hope that does not disappoint (Romans 5).
1.6

RECOMMENDATIONS
 Share the lessons learned from this innovative project widely. In particular the role of
church based organisations with strong community leadership working closely with
other aspects of health service delivery including government services
 Review and refine the mentorship model to include a framework for future working
 Review the documentation to include analysis of existing APCA POS data and consider
developing a published evidence base
 Consider adopting the Most Significant Change tool for narrative review throughout the
project
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 Support the continued identification of palliative care champions and the training of
trainers and leaders to include management for the palliative care services. This should
include training to masters and degree level.
 Continue to advocate locally, regionally and nationally for policy and effective planning
and implementation for palliative care
 Continue to advocate and work towards the availability of essential medications and
essential practices for palliative care and consider the use of clinical guidelines
 Review the issues of sustainability including volunteer motivation, staff incentives and
income generation support
 Encourage the close working with government services including clinical meetings,
shared care models, capacity building and cost sharing
 Continue the development and dialogue regarding a faith based response to palliative
care
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2

AIMS AND OBJECTIVES

Evaluation of the palliative care pilot project by Christian Council of Tanzania (CCT) in the Lake
Zone, Tanzania
Objectives:
● To assess the progress of the palliative care pilot project towards programme targets
● To assess impact of the pilot project on quality of life of patients
● To review capacity building of caregivers and health professionals to provide quality
palliative care
● To explore sustainability of the project through integration into health systems and
retention of home based carers

3

METHODS OF EVALUATION

We used rapid evaluation methodology (REM) and Most Significant Change (MSC) to collect and
review data. REM was used to gain a range of qualitative and quantitative information on the
outcomes requested by the evaluation contract. This included the impact of the programme on
the lives of patients, families and communities as well as quality of care from the health care
providers, capacity to deliver PC, sustainability and integration with local health services. REM
was developed by the World Health Organisation (WHO) in order to assess the performance
and quality of healthcare services, identify operational problems, and assist in taking action. As
a tool, REM provides a useful system to bring prompt and relevant information together, and to
elicit, across a raft of sources and different silos, relevant and contextually useful knowledge to
provide a comprehensive picture of activity. This technique allows for rich data encompassing
the experience of those interviewed and allows use of direct quotes or their ‘own voice’.
Data were derived from 3 sources:
3.1
REVIEW OF ROUTINE LOCAL INFORMATION
Routine local information relevant to palliative care was reviewed which included published
reports and papers as well as grey literature and personal communications. Project documents
and reports are listed in appendix 1. Team members read and discussed all documents before
field work began.
3.2

INDIVIDUAL AND GROUP INTERVIEWS

Interviews were conducted using a semi-structured qualitative technique focusing on 5 groups;
users or beneficiaries of the service, providers of the service, referrers to the service, mentors
to the programme and key opinion leaders. The users or beneficiaries were patient and carer
who were seen in their own homes or a relevant clinical setting. The interviews focused on their
experience of their life-limiting illness as well as the impact of the programme on their quality
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of life and allowed people to tell their own stories. Referrers to the service included interviews
with the local site coordinator and local PC champion. Focus group interviews were conducted
with the PC teams and volunteers at each site. Key informants included Bishops of each
Diocese, overall programme coordinator and district medical leads. Appendix 2, shows details
of those interviewed. Translators assisted in all sites to allow translation from Swahili or local
dialects when needed. UK mentors were approached and those who consented gave a
telephone interview led by one of the evaluation team. The palliative care coordinator for the
overall project and the local co-ordinators at each site were asked to identify cadres for initial
interview. A minimum number was agreed as 2 per cadres per site. This would have meant a
minimum of 10 interviews per site and 30 in total. The assessment evaluated 78 in total with
the breakdown in Appendix 2 thus far exceeding the minimum. This purposive and responsive
sampling method means the evaluation is targeted to those who will be able to offer the rich
qualitative data that is the basis of this impact report.
3.3

DIRECT OBSERVATIONS BY THE RESEARCHERS OF THE GENERAL ENVIRONMENT AND
THE CLINICAL CARE PROVIDED

Using the clinical evaluation skills of the researchers we assessed the outcomes under review.
Observations were supported by the photographs documenting the physical and socioeconomic environment of care taken in line with Tearfund’s policies.
3.4

MOST SIGNIFICANT CHANGE

Most Significant Change (MSC) can be used for both monitoring and evaluation. If used as a
summative tool, it should be in conjunction with other tools and we chose REM as outlined
above. MSC has a particular role where a combination of deductive and inductive information is
sought. In deductive evaluation there is a prior theory about the desired outcomes and there
may have been indicators developed to support the quantitative assessment of activity. In this
project the prior outcomes agreed were assessing the impact on the quality of life of patients
and their families, quality of care from the health care providers, capacity to deliver quality PC
as well as sustainability and integration with local health services. In inductive evaluation the
experience is reviewed and meaning and sense derived after the event. This allows for
intangible and indirect outcomes to be explored. The role of MSC as an evaluation tool focuses
on;
1. Rendering judgments
2. Generating knowledge
3. Facilitating improvement
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It also has a role in promoting participatory evaluation and supporting a shared vision,
providing material for communication and advocacy, building staff capacity for evaluation and
celebrating success.
The sample used in this report is purposive and derived from the framework used for the REM
outlined above. While this sample was not derived specifically for the MSC it does offer a range
of views and the two methods should be synergistic in exploring the experience of those
interviewed and thus the impact of the project. In this report MSC has been used as an
evaluation tool without some of the participant and feedback steps normally required when it
is used in a monitoring context. Interviewees were all asked about the most significant change
as a result of the programme and stories collected using the participants own words. The local
site coordinators and the overall project coordinator were then asked to discuss the stories
collected to give an opinion on the most significant of the changes recorded.
We deployed a field team (Dr Mhoira Leng, Dr Chitra Venkateswaran, Dr Lesley Henson and
Grace Kivumbi). The team carried out data collection over one week in July 2012 in each of the
three sites, supported by the project coordinator Mr Amani George. The site report was
drafted within a few days of leaving the field. It included key statistics, observations, lists of
people interviewed, key findings, direct quotations and recommendations.

4

CONTEXT AND DESCRIPTION OF THE PALLIATIVE CARE
PROGRAMME ACTIVITIES FUNDED

4.1

HISTORY AND CONTEXT

Over the last few decades palliative care (PC) has made great strides in the continent of Africa,
yet much remains to be done (Grant et al, 2011). Models of PC provision have developed in
several African countries combining approaches to culturally appropriate clinical care as well as
community empowerment and training. Developments have been influenced and prompted by
international declarations that PC should be incorporated into all national health care strategies
and that access to adequate pain relief is a human right. The World Health Assembly (WHA), in
2005, called upon all member states to adopt a national PC policy, which would include
ensuring the availability of morphine in all health care settings and adopting minimum
standards for pain relief. In 2002 the African Palliative Care Association (APCA) was formed to
promote affordable and culturally appropriate PC across Africa. Many successes have been
reported and in particular there has been increasing advocacy and involvement by governments
to recognise PC in policy documents and planning strategies. Despite this national and
international progress great need remains throughout the continent of Africa with most PC
services being underdeveloped and lacking integration. Care is sporadic, being delivered mostly
12 | P a g e

outside national health systems, with sparse or no allocation of government funds in most
countries (Grant et al, 2011).
Palliative care in Tanzania has seen many significant developments but still lacks
comprehensive coverage. Established services exist in several regions including in Dar es Salaam
at Ocean Road Cancer Institute (ORCI), PASADA and AIDS Relief, in Arusha led by the Evangelical
Lutheran Church of Tanzania (ELCT) and in Tanga region led by Muheza Hospital. Tanga is the
region best served by PC services at present. The Tanzania Palliative Care Association (TPCA)
was formed in 2004 and is active in supporting partners across Tanzania and advocating within
the Ministry of Health and Social Welfare (MOHSW). Morphine has been available in Tanzania
since the nineties but only to organisations that have direct links with the national cancer
hospital, Ocean Road Cancer Institution (ORCI) which is in Dar es Salaam. ORCI imports
morphine powder for reconstitution into s simple oral solution. It can supply other centres with
powder or solution but this is dependent on smooth procurement systems which have yet to be
reliably established. Reliable access to morphine remains a significant problem for many parts
of Tanzania. Curriculum development and integration has progressed with a few universities
such as the International Medical and Technical University (IMTU) and the Kilimanjaro Christian
Medical University (KCMU) incorporating core components into their undergraduate and
postgraduate curriculums. In particular IMTU started a postgraduate Diploma in Palliative Care
in 2012. TPCA in conjunction with APCA and the Ministry of Health (MOH) have been
advocating for and promoting high level discussions to include PC in all undergraduate and
postgraduate curriculae. There has been key involvement and leadership from the MOHSW
who are now developing a PC policy (presently in draft form) that will lead and guide planning
and implementation. In addition the Lake Zone region held a regional PC workshop in spring
2012 bringing together key stakeholders to agree goals and strategies for developing PC in the
region. This group agreed the main priorities for the way forward and appointed a steering
group to draft detailed strategies and an implementation framework. This draft report is
summarised under section 6.0.
In Tanzania poverty remains widespread and recent statistics indicate that over 58% of the
population lives on less than $1 a day. Over 80% of Tanzanian’s live in rural areas with poor
infrastructure and limited access to health facilities. There are over 1,400,000 people living
with HIV; the national prevalence rate is 5.7% and despite improved availability of ARVs in the
last twenty years, countrywide coverage is far from being achieved. Along with inconsistent
availability, those who take ARVs often face complications, with many patients experiencing
considerable pain from HIV-related illnesses and cancers. HBC (home based care) programmes
have historically focused on disease management and treatment adherence. This can lead to
less focus on holistic care including symptom control and to end of life care. Accessing
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adequate pain relief medication is challenging and many pharmacists have little more to offer
than paracetamol. In addition there is now a dual epidemic of communicable and noncommunicable disease that is emerging. Rising rates of cancer added to diabetes,
cardiovascular and respiratory disease adds to the chronic disease and palliative care burden.
Tearfund selected the Lake Zone Region for a pilot project after a scoping visit carried out in
February 2009 confirmed the need and potential for PC to be included within existing HBC
programmes and the support of key partners. The region has a high prevalence of HIV/AIDS,
low access to health services and has not been covered by other PC service developments. The
region has medical care being offered by churches and mission hospitals in addition to
government facilities. Several existing Tearfund partners, were keen to become involved in PC
in addition to their HBC programmes. The lead partner for the project, the Christian Council of
Tanzania (CCT) provided good local knowledge. CCT is an ecumenical organisation formed by
15 Christian churches and 14 associate members, founded in 1934 with a vision of promoting
Christian unity among member churches on issues ranging from education, health, interfaith
relations, women, development, peace and justice. CCT has an established record of mobilising
churches in response to HIV/AIDS crises and in rural parts of Tanzania, where government
health facilities are limited, churches comprise a significant part of the local health and social
care systems. The Lake Zone had 5 regions – Mwanza, Shinyanga, Geita, Mara and Kagera
though recently this has been increased to 8 to include Kigoma, Singida and Tabora. The area is
now known as Lake Zone and North West. Each region has its own regional hospital as well as
Bugando Medical Centre (BMC) located in the regional capital of Mwanza and one of 4 tertiary
referral hospitals for the Lake Zone region. BMC, which is located in Mwanza City, is among four
tertiary referral hospitals serving the Lake Zone. BMC was built by the catholic church and
works in partnership with the catholic church and the Tanzanian government. BMC has
provided support to Tearfund partners working to integrate palliative care into their homebased care activities. There are clear referral pathways for health care to BMC which also
provided a potential route for access to oral morphine which was not available in any part of
the Lake Zone Region at the time of the pilot programme. Three separate sites within the Lake
Zone region of Mwanza were chosen: Geita, Shinyanga and Shirati. The programme covered
agreed geographical areas within each region; Geita 5 wards, Shirati 4 wards and Shinyanga 23
wards (see Appendix 3 for details of project numbers). All three sites had existing Tearfund
partnerships and had well structured HBC services available throughout their Dioceses as well
as good working relationships with trained medical personnel and volunteers. Numbers of
clients covered by each service can be a little confusing due to changes in the recognition of PC
patients. Initially most of the HBC clients were registered in each site but following training and
mentorship this was reviewed and the numbers adjusted to represent those who are requiring
and receiving active PC.
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4.1.1 Geita
The African Inland Church of Tanzania (AICT), Geita Diocese, had an HIV/AIDS unit running at
the time of the palliative care pilot. The unit provided support for orphans and vulnerable
children, provided economic empowerment for people living with HIV/AIDS and ran a strong
HBC programme with effective links to the district government hospital. Geita continues to
experience a high prevalence of HIV/AIDS. This is being addressed by both government and
faith based organisations (FBOs) are responding with some reduction to a current prevalence is
7.1%. The district is also home to gold mining activities.
At the time of the pilot programme Tearfund was providing HBC to 405 clients. The programme
is run by the Diocese but collaborates closely with the government district hospital. Their clinic
is based at the government hospital with further offices at the Diocese headquarters. This
offered a model of FBO working closely with a government district hospital. By the end of
September 2012, Geita had registered a total number of 756 clients.
4.1.2 Shinyanga
In Shinyanga Diocese, the AICT owned and ran a mission hospital in Kolandoto and a HBC clinic
in Shinyanga town, however both functioned separately. The AICT also owned and ran a
dispensary in Kambarage and had been involved in providing HIV/AIDS care since 2001. There is
also a government hospital in Shinyanga town, Shinyanga Regional Hospital. This site offered a
model of FBO linked services with HBC running out of Shinyanga dispensary and the possibility
of working with the government regional hospital. Over the course of the project (recorded
September 2012) Shinyanga had registered a total of 1,565 clients to received PC services but
was actively looking after a smaller group of 78. This partly due to the wide geographical spread
and also and the broad reach of their HBC programme.
4.1.3 Shirati
The Mennonite Church North Mara Diocese is based in Shirati. The mission hospital (the only
hospital in the district) and the HBC service of the Mennonite Church are linked and sited in the
same compound. There was a close working relationship between both services with the HBC
programme being coordinated by the CTC (care and treatment centre) in the hospital. ) As part
of the recent changes in hospital registration the mission hospital is being recognised as the
provider of district medical services. At the start of the palliative care pilot programme Shirati
were providing HBC services to 840 people and promoting the use of volunteer carers. Of note
there was a small established PC team set up by Dr Kristopher Hartwig within the hospital from
the Evangelical Lutheran Church of Tanzania (ELCT in 2001.This site offered a model of
combined FBO services. At the end of September 2012 Shirati had registered a total of 189
clients both men and women.
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4.2

OVERVIEW OF THE PROGRAMME

The PC pilot model was led by CCT (as lead partner) and implemented by three church partners
to strengthen and build on existing HBC programmes, aiming to integrate holistic quality
palliative care.CCT was responsible for monitoring the programme activities with the 3
implementing partners. Tearfund took the lead in overall project facilitation as well as being a
donor in conjunction with the main donor The Diana, Princess of Wales Memorial Fund.
Summary of key project activities:







Recruitment of a regional PC coordinator
Appointment of PC coordinator at each site
Development of PC champion at each site
Training of home-based caregivers, using the Kiswahili translation of the Palliative Care
Toolkit
An ongoing mentoring programme
Negotiation with Bugando Medical Centre (BMC) on morphine procurement and
distribution
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Obtaining licences for morphine procurement from the Tanzanian Food and Drug
Authority (TFDA)
Rolling out of the programme and PC advocacy through CCTs ability to speak tothe local
church and FBOs

4.2.1 Establishing regional teams
A regional PC coordinator in charge of effective programme implementation at the three sites
was recruited by CCT. Unfortunately the first appointee died soon after she started her role
and subsequently Amani George took the position. Each partner site also appointed a PC
coordinator to administer the project, created a multi-disciplinary PC team (MDPC) and
identified a PC champion. The PC champion was a member of the MDPC team who was seen to
demonstrate potential to advocate for the integration of PC within the district. MDPC teams
included doctors, nurses, social workers, clinical officers, pharmacists, pastors, community
officers and/ or HBC coordinators. The Bishops from each of the three Dioceses gave their full
support to the programme initiative.
4.2.2 Training and mentorship
Palliative care training was provided using the Palliative Care Toolkit. There was an initial 5 day
training course from the 2nd to 6th November 2009 for all members of the MDPC teams from all
3 sites. Training was facilitated by a team of UK doctors, recruited through Palliative Care
Works (PCW), which included Dr Gillian Chowns, Ruth Wooldridge and Dr Karilyn Collins. All the
trainers were either authors or contributors to the PC Toolkit which was also available
translated into Kiswahili. 9 MDPC team members attended the initial training, and a further 3
went to a second training session in Shinyanga. The trained MDPC members were then able to
train HBC volunteers at their individual sites, supported by PC mentors who were appointed for
each site. All mentors spent between two and three months at their appointed site and then
continued to offer mentorship once back in the UK through regular email, internet and phone
calls.
Following the MDPC team training the Geita PC team decided to rollout their programme with
an introductory meeting conducted on 22nd Feb 2010. This meeting was attended by 30 leaders
from the district, ward and village level. Local training was over three days (23 rd to 26th Feb
2010) and trained 25 HBC volunteers (11 male and 14 female).
After official training of the MDPC team Shinyanga conducted training for its HBC volunteers
over three days in February 2010 (22nd to 26th February 2010). In total 24 volunteers were
trained (6 male and 18 female).
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In Shirati a planning meeting for programme implementation was held on 12 th February 2010.
Volunteer training and rollout of the PC service took place in March 2010. 25 existing
Volunteer caregivers formed the basis of the palliative care programme and in total 122 HBC
volunteers have been trained in PC care since the beginning of the pilot project. This number
included existing HBC volunteers, as well as new volunteers who were identified via church and
village leaders. Existing HBC volunteers had previously spent much of their time in adherence
support but had not had skills in pain management, psychosocial or spiritual support. The PC
training therefore added to their existing skills and allowed them to provide holistic care for
their patients. Through the training of volunteer caregivers the programme significantly
increased the capacity of clients seen and allowed the programme to offer care in clients own
homes reaching those who were bedridden and most vulnerable.
4.2.3 Faith based response to palliative care
An important component of this project is the faith based context of each site. FBO’s have a
significant role in health service delivery in sub-Saharan Africa and are also key leaders in the
community offering the opportunity for mobilisation and motivation. Members of faith based
communities have a strong sense of service, existing recognition and cohesion and networks
that are both wide and deep. They have historically cared for the vulnerable and needy
motivated and inspired by faith to challenge injustice and offer compassionate service. By
consciously working through FBO partners with the coordinating role of CCT this project
provides information and brings perspectives to this way this sector can contribute to palliative
care. Tearfund held a workshop at the APCA conference in Namibia 2010 on a faith based
response to PC presenting the pilot model and published a report inviting UK based
stakeholders to a presentation in 2011. Tearfund have subsequently agreed to work with EMMS
International and Cairdeas International Palliative Care Trust to develop a faith based response
to PC guidelines along with other stakeholders. In particular EMMS are to approach APCA to
gain an African wide perspective.

5

IMPACT OF THE PROGRAMME ON PATIENTS, FAMILIES AND
CARERS, COMMUNITIES AND STAFF
Summary: Holistic palliative care must have the patient and family as the focus and
demonstrate impact on quality of life. This was evident through the stories and testimonies of
patients and families encountered directly through the evaluation and in the narrative of the
palliative care teams and key opinion leaders.

This section will focus on the positive impacts with challenges being outlined in section 6.
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5.1

IMPACT OF PROGRAMME ON PATIENTS

5.1.1 Patients gained hope
In all three regions the evaluation team met with patients who talked about the strong sense of
hope they had found since their involvement with the PC programme. When talking of their
illness prior to the PC programme patients described overwhelming suffering, abandonment
and a loss of all hope for any future. One patient described herself as “just waiting to die”.
With involvement of the PC team patients talked about their sense of hope and belief for their
future.


The PC team gives me hope. They give social, psychological and spiritual support. They pray
with me. They give me medication if I have other illnesses. Sometimes they just come and
talk to me. The PC team came and gave me hope for a simple life. They have assisted me
much. I have hope for life from palliative
care. (patient)



I came here I was in a very bad condition
and when I sat my legs were very painful
and the skin used to break. Now I can talk
without problems and I am very happy with
the programme. I even have hope that one
day I could be okay. (patient)

5.1.2 Patients received holistic care and
quality of life was improved
Patients received individualised, holistic care
and an improved quality of life from the PC
programme.
The volunteer patient
interactions witnessed by the evaluation team
appeared trusting and open with volunteers
responding to the issues raised by their
Patient; Geita
patients. Volunteers showed a very natural
empathy and compassion to those in need and their families. Caring by the volunteers was
above and beyond what may be considered standard holistic palliative care such as working
extraordinary hours or being out of pocket in caring for their patients.
 I get many different types of support such as medicines, blankets and food. I also
received a radio and battery as I enjoy listening to music. (patient)
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The illness has affected me very much psychologically. Even when I am resting I feel sad
and heavy. I couldn’t sleep because of the sickness. I didn’t feel like drinking water or
eating much. I would sit up all day and night. I was identified by one of the PC
volunteers who lives nearby. Now I am in the programme I can sleep thanks to the
medications brought to me. (patient)



We received transport from the palliative care team otherwise we wouldn’t have
managed to get to Bugando Hospital. (patient)



I had a very sick patient and called the Diocese: the car had taken a patient to Mwanza
and was not available. So because the car was not there I took the patient on a taxi
bicycle even though the patient was very sick. I had to hold the patient on the bicycle
and used my own money. When we arrived at the hospital the nurse admitted the
patient, but the patient was discriminated against so no relative came to visit. I stayed
in the hospital to look after the patient. I love the work and stayed in the hospital for
one week with Mary bringing food for the two of us. I don’t look negatively to the family
because they didn’t understand. In 9 days the patient died and I sent a message to the
village and the relatives came for burial. The patient died at night and I helped prepare
the body and take it to the mortuary. Now I am doing a lot in educating people about
care, in the past thoughts that touching, eating or caring for such patients was bad.
(patient)

5.1.3 Patients greatly valued receiving care in all settings and “until the end”
In the Lake Zone region of Tanzania there is limited access to healthcare and in particular
community healthcare. Many government and NGO programmes have focused on disease
treatment and drug adherence, consequently many services withdraw as patients approach the
end stages of life. Strong reluctance was expressed by patients and families towards hospital
admissions, especially at the later stages of their illness. The reasons for this were varied and
multi-factorial including cost, travel burden and previous negative experiences. Patients talked
of being told at previous hospital admissions that there was nothing left that could be done and
to go home and wait for God. The lack of professional input during this time is clearly
detrimental to overall patient care and also daunting for the patient and their family. One of
the many strengths of the PC programme was in filling this void. Community care, especially
home based cared was a greatly valued part of the PC programme. Even more appreciated was
the patient’s knowledge that the support from the PC programme would continue until “the
end”.
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My main job is to create a relationship with the family. I go where they are. You can
give advice for the patient to go for a test. After the test you help the patient to expect
the results, prepare them mentally. After testing when positive you go back to the
family and then you can enter because you have the relationship. I encourage the client
to take any results that come, to help the person understand that this isn’t the end of
life. (volunteer)



It is more intensive when you deal with a PC patient, in HBC they are able to do things by
themselves, you can meet them in the market, but with PC you have to go to the patients
home and it has to be continually. ( volunteer)



We no longer say there is nothing we can do. We have to stay with the patient until the
end when they are dying. (MDPC team)

5.1.4 Pain control was greatly improved
In all three sites the evaluation team noted that access to analgesia and thus relief of suffering
had been significantly improved since the involvement of the PC programme. Despite
challenges with morphine procurement resulting in inadequate stocks, pain relief was regularly
referred to as one of the most significant impacts delivered from the PC programme.


Before PC the patients were in very deep pains and we didn’t have any solutions for
that, the patient would die with all those pains. We help in terms of their pain and
even if they die they go peacefully. (volunteer)



Before with Panadol the patient was just crying and crying, now we have morphine
they are enjoying life. (MDPC team)
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Pc drugs stock; Shirati hospital



5.2

I had a patient who had a very big abdominal wound, the wound was smelling and the
patient was cachexic. It was hard for the family members to care because of the bad
smell and the patient was in pain throughout the night. When the project came I took
one of the volunteers, we cared for her, we gave her morphine and the patient was
released from pain. (volunteer)
IMPACT OF PROGRAMME ON CARERS AND FAMILIES

Summary: Extended family networks provide the majority of care at home and even in a
hospital setting. They carry the highest burden of care and have their own needs. At times
these family supports can be stretched or even broken and the PC programme
demonstrated impact in caring for the carers.

5.2.1 Carers gained hope from the PC programme
Similar to the feelings expressed by patients, carers described finding new hope since the start
of the PC programme. Some carers talked of hope that specific issues such as pain would be
improved, but more often described a more existential hope provided through the experience
of support from the PC teams.
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When PC visit when no one else is coming to see the client the family feels there is
another hope. It brings a message that here is hope and people are coming to them.
(MDPC team)

5.2.2 Carer’s quality of life was improved
Carers described having an improved quality of life because of the care received by their loved
ones.
Carers felt that the burden of caring was reduced with involvement of the PC programme. They
also talked of the symptomatic improvements in their loved ones that made their life easier
both physically and emotionally.


I feel a big difference because when the PC people came they asked him about things,
like if he had pain and then they give him medication to help….I feel supported because
when my brother is feeling okay I have relief. Whatever support is given to my brother
brings relief to me. (sister and carer of patient)



It has not only improved my son’s QOL but mine also as I feel supported. Just continue
giving support because when you do that I get some strength and it is great. (mother
and carer of patient, Shirati)



It has helped my family, they have been supported, especially my Mum. My relatives
had got tired of supporting me so when the PC team support me it makes it easier for my
family (patient)



The PC service has been helping Monica, with the drugs that relieve pain, and also for
me it has reduced the burden of caring. (aunt and carer of patient)
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Volunteer caregiver and mother provide care in the home

5.3

IMPACT OF PROGRAMME ON COMMUNITY

Summary: One of the strengths of the PC programmes is the strong integration within the
communities. This was clear from the leadership and ownership at Diocesan level, the
linkages with local health service providers and in particular from the strong volunteer base.

5.3.1 The programme provided community awareness of and positively advocated for
palliative care
Communities are now becoming aware of the concept and scope of PC. The volunteers talked
about education being an important part of their role, especially in dealing with families and
carers who they felt able to empower with knowledge and understanding. One volunteer
talked of how prior to the PC programme the community didn’t want to know about sick
persons who they typically avoided due to fear and stigma. Now he experiences the
community asking about illnesses. He feels able to encourage community discussions, educate
about disease and consequently help reduce the stigma associated with disease. The
involvement and role of the church greatly improved awareness by providing a positive trusting
environment for end of life care issues to be addressed by their communities.


The response is very positive. My fellow Bishops are frequently asking “What is happening in
Geita? You seem to do lots of things”. Really we are helping people. I remember a lady who
had tongue cancer. She was almost at the point of giving up. The brother was spending a

24 | P a g e

lot of money, her husband had abandoned her, and she was really bad. When the PC
programme came in that lady was assisted and is now back at work. (church leader)


PC has come for a very good purpose and has done well, i was given training how to get the
client, I normally attend the village meetings, in the churches, and are able to share about
the client. (volunteer)



Thank you for the success of the pc programme, most of our people did not have willingness
to support, HIV patients, they couldn’t speak out................. but now regardless of the
stigmatization that one is going to die , they know that there are services that can help live
longer, continue giving seminars and sensitization of the community as well as leaders and
volunteers team (volunteer/ community leader)

5.3.2 The stigma of severe illness has been reduced
In all three sites the evaluation team heard stories about the stigma suffered by sick persons.
Describing cases of complete abandonment by loved ones, health care professionals and/ or
communities when disease burden became severe. The impact of the PC programme in
reducing such stigma was reported as significant and has helped to bring communities together
at many different levels.


The relationship and care from the family, in the past it was not there, before they were
discriminated and now they are counted as part of the family. (volunteer)



We teach the families how to make the client feel good and not to stigmatise the client.
Although he is waiting to die, anyone can die and they must take care, love him and
meet his needs. We make the community know he is still a human being and needs care
until the Lord decides. (PC coordinator)



We go and see the patients that no one will see. When the patients are suffering some
of them smell bad, so family members stigmatise them. (volunteer)



There is a certain patient of mine, he is HIV positive, having cancer, and he couldn’t walk.
He has eight children, his wife is also positive. Family members stigmatised him and
they said that he was my patient. They left him in my hands. I went there with (the PC
mentors). He is now feeling better; he can walk with some open shoes. His wife is now
taking ARVs and she can now support the children. The family members are slowly
coming back, they feel shame, but they are coming back. (volunteer)
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5.3.3 Patients previously lost or hidden from all health and social care were found
The limitations in accessible, affordable health and social care already discussed results in
people who never see a healthcare professional and therefore no diagnosis is made or
treatment offered. This particularly affects patients with high levels of care needs, who are
housebound or bedbound and those towards the end of life. The reasons for this are
multifactorial but include fear and lack of understanding about illness, stigma, difficulties in
accessing services due to mobility, transport and finances and lack of understanding about how
to access the healthcare systems. Many families talked about their previous hospital
experiences being expensive and not beneficial for their loved ones health whilst one family
told the evaluation team of how they had sold land and farming animals to seek professional
help that turned out to be fraudulent.

Patient; Shinyanga
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With these many obstacles it is easy to see why many patients are unknown to any healthcare
professionals. The PC team and volunteers talked of these patients who they referred to as the
“lost or hidden patients” in their communities. Through its innovative structure, using
volunteers who lived in and were part of the communities they served, the PC programme was
able to gain knowledge of some of these patients. The majority of referrals to the programme
were through word of mouth and one volunteer explained to us how members of her
community often approached her at church. She would hear about patients in need and visit
them over the following days. By travelling to their homes she was able to assess the entire
situation and help guide patients and their families through the healthcare system as well as
linking them to the PC programme as appropriate. Volunteers described their sense of pride
from being able to access this clearly needy and previously “hidden” group.


I had this lady who was married and had a fistula problem. After visiting her and getting
to know what was going on I shared with (PC site coordinator, Geita) who arranged for
her to be taken to BMC. She was treated and is now cured. I feel good for the thanks
from the patient and family. I felt encouraged; it is not easy for a person to disclose
some of the diseases they are suffering from. PC has helped me to maintain a very close
trusting relationship with my clients. (volunteer)



Being involved with patients in their homes has built a good relationship with family by
doing so, even the pts that were hidden in their homes, now came out. Mostly HIV
patients because of stigma, people had different feelings and perceptions, they didn’t
want to reveal themselves. (volunteer)

Palliative care site co-ordinator and neighbours visit families in Geita
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5.3.4 Communities felt empowered by the PC programme
The PC programme empowered its communities by enabling people to have an active role in
decisions and behaviours that affected their community. Many of the volunteers had
challenged discrimination and oppressive practices by their community alongside encouraging
education and promoting equality. Sharing of experiences was made possible and facilitated
democratically and sensitively by both the programme and especially the church. Stories heard
from the evaluation team were of changing beliefs and practices and communities participating
in discussions that affected their lives on topics that would have previously been avoided.


When the PC programme arrived it strengthened the village. (MDPC team)



The PC project has supported the community where I’m ministering. The community
has less social problems, it is released from diseases and this makes it easier for me
to lead the community. (MDPC team)



It was a call from the village leaders that this service is needed and needed
volunteers for this work and when I heard about it I came and started working.
(volunteer)

5.3.5 The PC programme has built capacity and volunteers feel recognised by their
communities for the care they provide
In all three sites the volunteers form the largest part of the PC programme numerically as well
as in patient and family contact hours. One PC team member described them as the
“backbone” of the programme saying without them she could do nothing. Although many
programme challenges were raised all the volunteers talked of their enormous job satisfaction
and many of the recognition they had gained through their role in the programme. They also
described wanting to continue their role regardless of the challenges they were facing. The
volunteer network has provided the PC programme with great capacity for continuity,
sustainability and integrations.


From the beginning we were empowered as volunteers to help our people. So if we
get a friend along the way to hold our hand we thank God, but if they go away again,
we know we can walk alone. (volunteer)



I have seen a change in capacity building, empowerment of man power since we
have had PC in the Diocese. This programme has done a lot in empowering our
people, even to the village level. For our clients it has revived the life of many, it has
brought hope and new life to those who were at the point of dying who were not
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able to do anything for themselves or their families. The programme has brought
this new kind of life. (church leader)

Shinyanga Palliative Care team



For myself my task is my conviction, I don’t mind about money or whatever. It comes
from within. (MDPC team)



It has broadened my understanding and knowledge in caring for people. I can care
not only for people who still have strength but can also care for people in their last
minutes. Initially I would just look at the person and assess them by their physical
eyes and say this is what they are feeling. Now I have a way of helping people who
are not able to speak. I’m in a position to give them medicines. (volunteer)



I was first a volunteer and got the political position because of what I was able to do
as a volunteer. I got credibility for PC and as a person, because the community saw
the passion I had with the patients. (community leader)
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5.4

INTEGRATION OF THE PROGRAMME WITH OTHER HEALTH AND SOCIAL SERVICES
Summary: Crucial to the sustainability and reach of this programme is integration at
local, regional and even national levels.

This allows for smooth flow of patients through the system, clear referral and care pathways,
health system strengthening and mobilising of resources. Despite the many challenges and the
early stage of these programmes there was clear evidence of progress in integration.
5.4.1 Networking and integration between health and social services has improved
As with most health care systems patients and families can get lost in the complexity of referral
processes which adds to the initial delays in seeking health care. Those with advanced disease
need clear and smooth processes for accessing care yet often this is a major hurdle. There is a
government system for referring patients for care in a tiered way from the health centres to the
district levels and then regional referral hospitals. However often the transport between
centres is not covered, patients are reluctant to move away from their local settings and
services can be planned in a vertical way which makes it difficult to move between specialities
and lack sharing of relevant information. It can also be difficult to move between government
based health care and the private, NGO and FBO sectors. Palliative care often acts as a bridge to
allow better and smoother access for patients and their families and this was demonstrated in
this programme. One step forward has been the recognition and designating of mission
hospitals as government district health care providers. This has enhanced the financial
sustainability but also improved credibility and referral processes and was particularly evident
in Shirati which has recently been given district hospital recognition. In Shinyanga the increased
work in the regional hospital had grown directly from the palliative care programme and led to
the RMO requesting further collaborations. During our meeting with the RMO we could see the
details of how to make a referral to palliative care clearly outlined in a poster on his wall and
this was reflected in other parts of the hospital. The RMO was quick to say his hospital now
knew exactly who to call when there were palliative care needs and showed the excellent
networking between FBO and government settings. In Geita district hospital there was another
model of integration where the day hospice was located within the Care and Treatment Centre
(CTC).
In all the sites the PC team talked about meeting professionals from different healthcare sites
and facilities through the palliative care training and advocacy initiatives. They spoke of moving
out of the health care systems to interact with others in a way they has not done before and
this included interacting with patients out with their FBO designation, in different areas such as
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the government hospital and with different disease groups. The latter was particularly relevant
to those who has predominantly worked in an HIV setting before gaining skills in palliative care.
They described a significant improvement in patient care that happened after they were able to
create relationships and gain a better understanding of other’s services. This led to confidence
in their roles and encouraged further networking. There remain significant challenges however
in networking and integration and this will be explored in the challenges section.





We are trying to make a good procedure for referrals. Last week the doctor
oncologist came from Bugando so we tried to design a referral form. There is a
difficulty with losing patients. Currently patients get referred as they are just told to
come to me. (PC coordinator)



First there were just nine people meeting but after that we thought of including the
in-charge of the hospital in order to cascade. Then if our PC doctor or nurse is not
there others can treat the patient. It has helped us a lot. (PC coordinator)



The relationship between the government and Diocese has improved since the PC
programme. They have given us a room, sometimes they borrow medications from
us, we are working very closely even though challenges are there. (PC coordinator)



One of the things I have realised is that PC has added some good relationships with
the other institutions like the government hospital and Kolandoto Hospital. (PC team
member)

The person was given his own separate room. He was being served separately; the food
and drinks were separate. They would only take his dishes from eating and drinking
from the room with a stick as they didn’t want to touch anything he had used. It became
a problem for the family and then the neighbours. I went to see the person who was sick
and called the family leader to my office. When he came I asked him why he was
mistreating the person who was sick. He said he was misled by someone who came and
told the family that they couldn’t touch the patient or anything he touched. We started
with those sorts of clients and there has been improvement of stigma and caring for
people with long term diseases and a big improvement in the quality of life. (volunteer)
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There have been good interactions and we have been encouraging them to facilitate
some of the training we have been doing. (PC coordinator)



A volunteer will keep telling me that this patient needs to be seen, we meet every
month as a team, through these meetings we select the patients to be seen regularly
according to condition. (MDPC team)

Shirati palliative care team

5.5

IMPACT OF THE PROGRAMME ON THE PC TEAM, INCLUDING VOLUNTEERS

Summary: Volunteers are playing a significant role in the delivery of PC and spoke of the
personal, professional and community impact.

Motivation was strong and despite many personal challenges there evident commitment and
enthusiasm with low levels of attrition.
5.5.1 Training was highly valued by the PC team
Training enhanced skill and deepened understanding of palliative care and was greatly valued
at all three sites. The application of their training was evident and the team talked with energy
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and enthusiasm about how it had impacted on care for their communities. This was enhanced
by mentor support. The sections on impact for patients, families and carers, communities and
staff demonstrate the way training has translated into integrated clinical skills offering holistic
palliative care. The evaluation team were impressed by the evidence of confident clinical care
after a relatively short training and mentoring period.


As a result of the training I received on how to know who is a PC patient, I have come in
contact with different patient and can see from my perspective by looking, assessing and
see if it is cancer or a patient has been at home in pain for so long. (volunteer)

There is a need to continue to support training and many team members expressed a strong
desire to learn and improve their skills and appreciated any training opportunities, especially as
these have been historically sparse. Team members who had been given the opportunity for
further PC training outside the locality spoke of the value to them personally and professionally.
This specifically referred to the Diploma in PC offered in Uganda (Hospice Africa Uganda and
Makerere University) which includes clinical placement in other parts of Tanzania.


PC has been very influential to us, before training I could over look patients but now I can
focus on them holistically and give them help maximally, I can also communicate with
the family better now than before I got the training, can break bad news. (MDPC team)

5.5.2 Volunteers felt motivated by being part of the PC programme
The energy, enthusiasm and motivation of the volunteers were evident to the evaluation team
at all three sites. Many had
travelled long distances and
given up hours of their time to
be present at the focus groups
discussions. They were keen to
engage with the evaluation
team and talk about their
experiences, thoughts and
recommendations
for
the
programme. Reasons for the
volunteers’ motivation included
feelings that one day “it could
be me” and there was a strong
sense of the importance in
treating others how they
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themselves would wish to be treated. Faith was strong amongst the volunteers and many felt
they were serving God by helping others and following the example of Jesus Christ whom they
described as their ‘role model’. Other motivating factors came from the respect and recognition
that had been gained by the volunteers through working in the programme. Many explained
that they were now well known in their communities and felt a sense of pride in persons
coming to them for help and advice. Volunteers reflected their communities and so shared the
same challenges of poverty and disease. Income generation activities to support volunteers
had been started at all three sites, though were at various stages of development and several
had yet to generate income. They did however provide hope and encouraged unity amongst
the team and if successful will clearly be significant in the sustainability of the programme.


Initially the HBC was more or less dealing with the HIV people, but PC has opened for me
to deal with other people with different illnesses and seeing people go to the end of their
life has given me courage. (volunteer)



Problems are for everyone, today for one person, the next day another. (volunteer)



This is my calling, it will not go away. (volunteer)



The love. God gives me love. We love one another. God provides me with love and I give.
(volunteer)



I am HIV positive, after seeing myself like this I decided to help others like me. Before I
didn’t get any respect because the community saw me as a dead person. Now, I give
counselling and the patients come to me. It is easier for me now through church to help
people. (volunteer)



What motivates me is I feel very happy when I see some people struggling for life, in
pain, but soon after talking to him or her they feel comfortable. Giving reassurance they
calm. (MDPC team)



It is a good job and has made me be respected and credible in the community where I
live. It was harder in the beginning though but gets better. (volunteer)



Just the spirit of volunteerism and after the training I was so motivated to work, pc never
fails! Even the client has not been told to go home and die, there is always palliative
care; it is an endless service! (volunteer)

34 | P a g e



It was announced that people were needed for work but all discovered there was no
allowance so they dropped but for me I decided to continue. (volunteer)

5.5.3 Mentorship was strongly valued
Mentorship was strongly valued by the volunteers and PC team members. Mentors were
recruited from the UK and had a variety of backgrounds and experience. All had a background
in family medicine and some specific specialist experience in palliative care. This project is
seeking to integrate palliative care at community and district level and so family medicine
experience is very appropriate. Mentors reported finding the Toolkit a very helpful resource as
well as having access to a specific support from Dr Karilyn Collins. The mentors visited some
months after the initial training and spent 2-3 months at their allocated site. Despite some
uncertainty of roles all were able to form effective relationships that showed real impact. In
particular volunteers and PC team members talked of the support with case clarification,
training and clinical modelling. Mentors spent significant time visiting families at home and
reviewing the case loads. It became clear many patients had been included because they were
part of the adherence support for HIV/AIDS HBC programme. Others had chronic disease but
few active problems. In all settings these case lists were reviewed to agree those who needed
specific palliative care support and this greatly helped to focus the interventions. In one setting
(Shinyanga) the mentors helped extended the network to include the regional hospital. They
were able to work with the staff to deliver regular training session and improve referral
pathways. This was specifically appreciated by the Regional Medical Officer. There was also a
sense of credibility gained from the presence of international, professionally qualified mentors
working alongside new programmes. The time spent was sufficient to demonstrate clinical
modelling and support integrating palliative care knowledge, skills and attitudes into practise. It
is significant that one other area which had palliative care training but delayed mentors has
been slow to develop the programmes and in all settings the time sent with the mentor was
significant in moving forward the programme development. Mentoring models were relatively
informal and this allowed for local flexibility but also to some role confusion and this is
discussed under challenges.


The mentor played a big part. He was touching the patient and congratulating the
family for loving the patient and taking care of him until the end. Even me I was
trembling as our mentor was telling the patient that he was here and what did he want
to tell his family at the end of his life. I was trying not to cry in front of the family and
patient. PC is a unique service and I have learnt much. Even his wife was there because
of us, touching him with bare hands and taking his hand. (PC coordinator)
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Before PC training we selected different patients. After training we started to specialise
in who we selected. (volunteer)



Initially at the onset of the programme there were so many clients registered, more than
600, basically anyone who was sick. Then the mentors came and helped refine the
system and it dropped to around 186. Many have passed away and currently there are
144. We feel the numbers are settling out at around 150 patients continuously. (PC
coordinator)



Our mentors did a wonderful job! They did not only teach PC to people but sensitized the
entire managers and supervisors in the hospital. (medical leader)

5.5.4 Access to morphine and other essential palliative care drugs has improved
The availability of morphine has improved but remains inconsistent since the PC programme
began. Access to morphine and other essential palliative care drugs significantly impacted on
the quality of care the team were able to provide their patients. There is clearly a need to
improve the current system and ensure consistent regular supplies.
Dr Nestory Masalu, oncologist at BMC, agreed to act as a conduit for morphine procurement
and in March 2010 a meeting was held to create a partnership agreement with the PC
programme and BMC. Tanzania Food and Drug Authority (TFDA) licenses were obtained for
each of the project sites during the project.; a significant first step in allowing pharmacists to
manage morphine procurement and dispensing. One pharmacist from each PC team was
trained in September 2010 for three days at BMC on the preparation of morphine and
regulations governing its use. Funds were budgeted for the pharmacist from each district to
travel to BMC four times a year to collect morphine. In October 2010 oral morphine became
available in Geita.


The programme is good and it has been very good connecting us with the drugs.
They feel very okay when we bring drugs. (volunteer)



Our goal in training is to introduce PC in government; we went to the DMO who was
informed to give us a go ahead, sat with the clinicians and introduced the model, we
do not isolate the patients give them these drugs this is the best way you assist them
and let them know they are loved, after all the drugs are free of charge, we also
spoke to the local government leaders to make them understand. (MDPC team)
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However, none of the sites had current supplies of oral morphine causing significant distress
and this is discussed more fully in the challenges section.
5.5.5 Income generation is being supported
One of the most recent and innovative projects has been the development of entrepreneurship
centres and income generation activities (IGA). This is in the early stages of development and
was in response to the concerns of sustainability and poverty among the communities and in
particular the volunteers. The ability to adapt and change the project to meet local needs is
significant and important. The focus is on building capacity for entrepreneurship though skills
training and peer support. This will have a direct impact on those learning and practising
specific IGAs but also on the wider community who are learning new skills as a result. The range
of activities includes community banks, farming projects, bee keeping and skills support. It is
too early to assess the financial impact of
these projects but the response from the
volunteers was enthusiastic and positive.
This is a particularly innovative part of
the programme and its further evaluation
and outcomes will be extremely
important. Often IGA activities are
focused on raising finances to run
community programmes but the
innovative feature here is the aim of
supporting the volunteer and community
involvement. IGA groups are set up from
among the volunteers and tailored to
local needs. Resources were made
available subject to project plans,
business models, local need and evidence
of working towards sustainability.

Volunteer caregiver explains agricultural and
income generating activities

These grants have been made available through the project in addition to the skills based
training and are being monitored through direct observation and reporting. The specific
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projects are being managed by volunteers with the support from the PC coordinators. In one
site (Shirati) there is a model farm within the diocese centre with demonstration of farming
techniques and nutritional support. In another site (Geita) farming projects are being used to
offer nutritional supplements to needy families using powdered moringa. Given the key role
volunteers are playing within this project model and the controversial issues which surround
incentives and stipends this is a crucial area for sustainability.
One PC volunteer from Shirati, who works with families in rural areas demonstrated his farming
project. This was developed to address the water shortages and food scarcity endemic in the
area. With the help of water conservation training and farming in a cost effective way suitable
for the climate and setting he now had a good crop of maize. The techniques allowed him to
‘farm in God’s way’
 I am now confident to make a living with the help of the PC program (volunteer)
5.5.6 Impact of the programme on mentors
One of the innovative aspects of this programme is the use of mentors from the UK. Mentors
were recruited by personal links and an advert placed on the Cardiff PC Diploma website. They
ranged from general practitioners with a few years’ experience to those senior in their careers.
All had a strong background in community and family practice rather than specialist palliative
care. Mentors volunteered their time and spent 2 to 3 months in each setting. The visits were
timed after the initial training to anchor the knowledge in a clinical modelling framework. Much
of the focus was in supporting the role of the volunteers as well as facilitating review of
patients on the programme, identifying criteria for palliative care patients and advising on
clinical issues. Training and advocacy particularly in hospital settings was valued by the mentors
and the teams. Mentors spoke of the significance of being involved at the start of something
with a clear framework as to how to support and train but also room to develop according to
the local needs. One mentioned her own development as a trainer, “teaching was a big learning
curve and took me out of my comfort zone”. The Palliative Care Toolkit was seen as an
important resource and especially valuable in the Swahili translation for the volunteers.
Empowerment was a key source of satisfaction for the mentors and demonstrated the impact
of the model. Those mentors interviewed spoke of the huge personal impact of being involved
in the programme. Some have now made opportunities to train further and make specific
career choices in favour of palliative care as well as to seek out and welcome other
opportunities for international mentoring.
 The experience was absolutely fascinating; frustrating and rewarding in equal measure.

38 | P a g e

 I am encouraged to see how PC has moved from a peripheral issue to integration in a
short time.
 It was very much a privilege; accepted in the communities, welcomed into people’s
homes; a huge privilege.
 It changed me in all sorts of ways…meeting the PC team has had a huge impact on my
life.
 It was a privilege to ‘see it happen’; to support the introduction of morphine, to see the
team grow in confidence in pain assessment, to see the impact on the families, to be
able to review patients and see their quality of life improve.
 The PC team’s confidence grew from the training; they felt able to do the job (of PC).

6.0

CHALLENGES

Summary: The overall evaluation shows significant impact as outlined above. There
were challenges that have been addressed and are reported as part of the impact. We
will discuss some of the main issues for this programme in this section. These will
inform the ongoing project development and offer a perspective for other services
development.
6.1

MANAGING EXPECTATIONS AND DEPENDENCY

Many of the volunteers talked of the unrealistic expectations that came from families and
patients as being particularly challenging. Members of the community did not understand the
volunteer role, or did not believe that the volunteers would be working for no salary. This
appeared to be exacerbated as volunteers gained recognition and respect leading to a belief
that their improved status must be accompanied by financial incentives. Volunteers described
difficult situations to the evaluation team such as being asked or expected to provide food
when they went on home visits and receiving a negative response when unable to provide.


The families with patients, they look at us as people who bring everything. The
expectations are high, that is challenging for me. (volunteer)



Some of the families look at us volunteers as people who get good salaries which is
why we get to go around the villages and help people, so the expectations can be too
high. (volunteer)
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The only challenge is when you get there and the families expect you to do
everything. The only negative attitude comes from the families who think we are
getting a big salary. (volunteer)

Potential and actual dependency was another challenge highlighted. This was observed in
different ways throughout the PC programme and the health and social systems. The balance
between meeting needs by empowerment and sustainable developments versus encouraging
dependency is difficult. This programme seemed to be very consciously addressing this through
capacity building and IGA’s but the challenges remain. These include access to medications,
integration of PC into government systems, access to transport for community visits, ongoing
funding for core programme activities and support for training in addition to income support
and incentives for volunteers and PC staff. This was becoming particularly acute as the pilot
project funding was drawing to a close. Some PC team members had a very clear idea of how
sustainable development and integration could be achieved but others looked to sources of
external funding as the main way to develop.
6.2

GEOGRAPHICAL COVERAGE

Geographical coverage as a challenge was raised by all members of the PC team. During the
evaluation period the team attended several home visits and were able to appreciate the daily
challenges of travel. Access to cars or reliable regular public transport was often not feasible at
all three sites. A few had access to bicycles through the programme and at two sites, Shinyanga
and Shirati motorcycles were available. The uneven dirt roads made cycling challenging and if
volunteers carried supplies it was often more difficult than walking. Volunteers were allocated
families as per their locality but still often walked several miles to complete their visits. The PC
teams strongly advocated for the use of motorcycles and it was clear to see the difference and
impact such an intervention could make. Notwithstanding the issues of travel the geographical
constraints adversely affected coverage. The existing programmes were usually limited to
specific parts of the district (see introduction for numbers of wards) based on access and
resources but this left large areas not covered by palliative care.


The geographical coverage is too huge. (volunteer)



We were given bicycles, but the distance and roads are very bad and some of us
volunteers are living with HIV. We want to give service to the patients. What about
a low price motorbike and then we can reach many patients? The bicycle cannot
reach many patients. (volunteer)
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6.3



There are some patients who are admitted and discharged but they are too far. They
call us as they have our numbers, they need help, but we can’t go, they are too far
away. (MDPC team)



The area where we are operating is very big. For my area there are only 2 trained
volunteers and the area of operation is so big it has become too demanding. A
bicycle was provided but the demand it too much. (volunteer)

GAPS IN CAPACITY INCLUDING BUDGET SUPPORT, TIME CONSTRAINTS, MEDICATION
AND CLINICAL SUPPLIES

Volunteers highlighted the demand of the programme in terms of time away from their families
and paid employment. The balance between volunteering and other personal responsibilities
was something that had never been defined being left to each volunteer’s personal decision. It
was clearly more of an issue for some volunteers than others depending on individual
circumstances and motivation. PC team members showed incredible commitment but the long
term sustainability of working at this level needs to be considered. Volunteers also mentioned
the need for prompt response to clinical needs and availability of staff and transport. At times
the transport given for the PC programmes was also used by other people within the FBO or the
staff had other roles leading to an inability to respond to urgent requests for help and limiting
the service developments. Clinical supplies were being accessed through other vertical funding
sources; in particular HIV/AIDS programmes and this was beginning to decrease.


The families relate to us very well, but we still have some challenges from our own
families. We spend a lot of time
trying to help others but do not
spend a lot of time with our
own family. (volunteer)



There is a need for a specialist
in the position of examining the
patients in case any volunteer
calls…a doctor or nurse who can
run quickly and help. (volunteer)
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6.4

PROCUREMENT GAPS IN MEDICATIONS, ESPECIALLY MORPHINE, AND CLINICAL
SUPPLIES WAS ALSO CHALLENGING
Most settings have excellent access to HIV/AIDS medications but several did not have
essential medications for palliative care. These included basic anti-emetics and analgesics.
There was no essential medications list for palliative care in the sites and some health care
workers including pharmacists did not realise the deficit in medication availability. Despite
huge efforts there has been ongoing procurement challenges relating to oral morphine. At
the time of the evaluation no centre had access to oral morphine largely due to the stock
out at BMC. This in turn related to difficulty in accessing morphine powder for
reconstitution from ORCI. Some centres have been able to access transdermal
buprenorphine but had little experience in the use of this medication and route of
administration. BMC, with its affiliation to the catholic church and international
connections, was discussing with an Italian donor the possibility of accessing morphine
sustained release from an international donor but this would be expensive and not lead to a
sustainable supply. During the project it became clear that another regional referral hospital
in Mwanza, the government run Sekou Toure hospital, was better able to access morphine
powder and sites had begun to work directly with this hospital which had also had palliative
care training. This difference in morphine access may be in part due to specific relationships
between the hospitals which have adversely affected procurement.There was one month
when there was no morphine. The patient was feeling much pain so he was taken to the
traditional doctors. We lost him for one month but we continued to go to the family. After
one month they returned the client, the situation was worse, he was thin. (PC coordinator)

6.5
DOCUMENTATION AND OUTCOME REVIEW
Each service showed significant commitment to documentation. The system of using HBC
framework to assess need and intervention was still in use in some areas. However there had
been advice to change to the collection of outcome data using the African APCA palliative
outcome scale (APCA POS). The volunteers had been using this tool as a regular assessment
prior to each clinical visit. The tool was felt to be useful as a reminder to assessment and
straightforward to use. They also reported they used high scores on the POS as a reminder to
refer to the PC team for further support. On brief review of the data however it did not seem to
reveal complete understanding or sensitivity to change. However the data was not being
collated and this tool is not commonly used for routine assessment. The data was also not
being analysed and represents a considerable store that should be utilised. We recommend
further training is given and the guidelines for use produced by APCA made available. We also
recommend that this data is collated and analysed and explored as to its suitability as a routine
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assessment tool. We used the Most Significant Change tool during this evaluation. It provides a
framework for the systematic collection data using a narrative approach. We recommend it is
considered as a tool for routine monitoring and evaluation.
6.6

TRADITIONAL BELIEFS AND PRACTICES

Traditional beliefs and practices especially with regards to healthcare can result in late
presentation and challenges in accessing clinical support. Patients and PC team members
shared stories where advice and treatment were sought from traditional healers, herbalists or
even witchdoctors. This may lead to financial drain and opting out from clinical care.
Participants shared the impact of false beliefs leading to stigma, adherence failures and
spiritual pain. The latter included beliefs that all diseases represented punishment from God as
consequence of personal wrong doing and that non-communicable diseases such as cancer are
highly infectious were particularly concerning. Palliative care, with its holistic approach, is in a
strong position to address these issues and is further strengthened by the community
integration from the volunteers and church leaders. This offers the opportunity to address the
values and beliefs that underpin practice and lead to positive change.


6.7

I have one group of people living with HIV/AIDS. They had a project before; they
were keeping pigs and poultry. When the man (faith healer) came to Arusha, they
sold everything and went there. Once seeing the man they stopped all ARVs and
most of them passed away. I said I can’t make you not go there, but please take
your ARVs. One of our volunteers went and stopped his ARVs and now is very sick.
There were 45 who went, 5 have since died. And now there is no IGA project. (PC
coordinator)

POVERTY

Across the lake zone region of Tanzania poverty is widespread and many people lack basic
needs such as food and medications. Several patients and PC programme staff talked of the
challenges in trying to provide care when food and shelter dominated family’s daily thoughts
and activities. One volunteer talked of how he had tried to make his patient adhere to ARV
therapy however, despite all his explanations the patient would still miss her medications on
certain days. After long discussions the patient said “how can I take these medications when
my stomach has been empty for days? Tablets are not the answer to starvation and I only take
my tablets when I have eaten food’ (patient)
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I have attuned myself to accept the situation. If there was more availability of food
then perhaps that would help as all the burden is on my sister and I feel bad for that.
(patient)

Shirati patient on PC programme



Most of the patients are in poverty, they lack food. Other patients are old, or
orphans so this makes us very sad. Some of them don’t even have shelter.
(volunteer)



We go very far to save the patients. Sometimes the patients have not taken any food
and we have not taken any food. So we are saving, and the patients want something
from you but we are the same and don’t have any food either. (volunteer)

One of the innovative approaches to this challenge is the income generation and
entrepreneurship activities. There was an infectious enthusiasm from patients and volunteers,
but also clear challenges as to what business to start, who should be involved and how to
access initial set up funds as well as longer term sustainability.
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Because I am stuck at home, I am asking for capitol to initiate any sort of business,
like pig farming, that will eventually be able to help me meet my needs without using
the programme 100%. It has happened and now it is out of control so I have to
accept the situation (patient)



6.8

Without volunteers I cannot do anything. Every month when they meet they are
talking about being paid. Other NGOs are paying their volunteers. Maybe it would
be good to generate some IGAs for them so they can learn something, different type
of skills, so they can meet their basic needs…because if you pay them the day will
come when you won’t be able to pay them. (PC coordinator)

SCOPE OF PALLIATIVE CARE, INTEGRATION AND ACCESS TO RESOURCES

The volunteers at each site talked of the challenge faced by orphans and vulnerable children.
Although the volunteers were aware that these children did not meet the criteria of the PC
programme many would ask the evaluation team for advice and “What can we do to help
them?”The high birth rate, high maternal morbidity and mortality along with the high rates of
HIV/AIDS mean OVC is a significant problem for the lake zone region. The volunteers felt that
as palliative care extends support to the families, especially in bereavement, the needs of OVCs
should be considered. It highlights the issues of poverty and holistic needs and also challenges
in agreeing the scope of palliative care.
Integrating palliative care brings challenges of competing priorities and needs. Issues such as
the HIV/AIDS burden and maternal mortality may be seen as higher priorities for resources. In
addition there was a significant mismatch between the needs and plan identified by regional
clinical services and the budget given by government. This means many services cannot be
developed and was identified as a significant barrier.


In terms of funds for PC which is a major challenge, we had made an effort by
including it in the hospital budget but with time it was slashed by 50%. We are so
positive though for government involvement in the future especially if the policy is in
place. People are dying yet we can give them a quality of life. (medical leader)

Palliative care also needs to be seen within the context of the overall disease spectrum.
Patients present with very late disease and with poor access to information about prevention
and treatment.


45 | P a g e

Screening for cancer and health education should go hand in hand with end stage
disease presentation…so when we train volunteers and community we should also
teaching about prevention and screening. (medical leader)

6.9

MENTORSHIP EXPECTATIONS AND MODELS

The mentors reported a hugely positive impact and their
input was valued both personally and professionally as
already discussed. However there are several challenges
that would be useful to consider for any future
programmes. Mentors appreciated the exposure to
experienced colleagues before the visits and the
ongoing support. ‘Dr K was only a phone call away’. The
least experienced colleagues appreciated going together
and felt if they had travelled alone it would have been very challenging. However all reported
uncertainty about their role and would have valued more clarity in roles and expectations. The
timing and duration of visits was also a matter for discussion. Going in a few months after the
initial training was seen to be very beneficial but also the need to be there for a limited time to
allow the teams to develop but also to focus involvement. One suggestion was to have an
interval between a minimum of two visits. However all reported the value of being able to be
part of the programme for more than a few weeks and therefore build relationships and be
more effective mentors. In all the settings the pace of life and work and the pace of change was
challenging to those used to different cultural and work settings. There was also uncertainly
about the ongoing relationship that was expected or encouraged. Some have been back to visit
and have developed deep and ongoing involvement including specific involvement in
fundraising and programme support. They also reported the encouragement of seeing
integration and development continue.
6.10

POLICY AND ADVOCACY

Tanzania has made huge progress in developing a draft national policy and models to palliative
care integration. The Lake Zone programmes showed significant benefit in the integration
between FBO, NGO and government services. TPCA is working across the country and had an
important advocacy and coordination role but as yet has not visited the sites in this project and
gives little direct support. A Lake Zone and North West planning meeting was attended by key
stakeholders. It is of note that the region has been expanded and now includes 2 further
districts.
A draft report has been produced which highlights the gaps and opportunities in palliative care
provision and agrees the goal and key strategic objectives for the 5 year period 2013-2018.
These are;
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Goal: To strengthen and scale up palliative care services in the Lake Zone and North West
Tanzania at all levels of service provision by 2018 in order to increase access and availability of
services for patients with life-limiting illnesses, their caregivers and families.
Objective 1: To systematically disseminate the MOHSW palliative care policy guidelines at all
levels of service provision in the Lake Zone and North West Tanzania by the end of 2015, in
order to encourage uptake of service provision by key stakeholders.
Objective 2: To increase the number of health practitioners and community home based care
providers with capacity to provide palliative care at all levels of service provision across the Lake
Zone and North West Tanzania by 2018.
Objective 3: To ensure effective supply chain of opioids and non opioids pain management drugs
throughout the Lake Zone and North West Tanzania by 2018
Objective 4: To ensure effective coordination and collaboration of palliative care stakeholders in
the Lake Zone and North West Tanzania by 2018.
Objective 5: To incorporate mechanisms to address issues of food security and access to
adequate nutrition for palliative care patients, their families and caregivers, as means of
improving quality of life by 2018.
Objective 6: Establish and support an effective and accessible monitoring and evaluation system
for palliative care interventions at all levels by 2015.
This is an excellent document with significant stakeholder involvement and a clear
identification of gaps, goals and objectives. The implementation framework includes a roadmap
highlighting the key targets for each stakeholder group. It is acknowledged that commitment
from the stakeholders as well as monitoring and reporting will be essential to ensure progress
and sustainability. However on the existing draft there is a lack of detail on the outputs and
outcomes and how these will be measured. If this important document is supported by a
detailed implementation and evaluation framework including resource mobilisation with the
backing of clear government policy and ownership this will be an exciting way forward. It is
early days as yet but the challenge remains as to how best to encourage health system
strengthening and integration that leads to change at national, regional and locality levels.

7

MOST SIGNIFICANT CHANGE

This tool is designed to be used in a stepwise manner where stories are collected and then
reviewed. Agreement is reached as to which narratives best reflect the programme aims and
this is then fed back to continue the cycle. In this evaluation there has been only three of these
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steps; namely the collection of
narrative accounts and the review
at site level and then by the
evaluation team. While this is not
sufficient it has been a useful
process to focus the qualitative,
narrative accounts and to be able
to make a preliminary comparison
with the materiel gained from the
semi-structured interviews.
There were no new themes coming
from the MSC question but it
served as a useful way to focus
thinking and reflection. The key themes were bringing hope, offering pain and symptom
control, reducing stigma, empowerment and integration.
Below is a synopsis of brief narratives that illustrate these key themes.
7.1

BRINGING HOPE

‘The PC programmes has renewed the lives of many patients, brought hope and new life to
those who were at the point of dying for themselves and their families.’
‘PC has done a lot but can mention only a few; a patient was found on the ward pregnant,
epileptic with a very big wound on the foot, we gave the patient care, delivered the baby,
amputation was done and given clutches, the pt went home happy although on clutches was in
a better condition, even the community appreciated, at first you couldn’t enter the room where
she was because of the smell but after we went it go better and the baby is doing well.’
7.2

CARE UNTIL THE END

‘For me, I have stories. I have learnt HBC but in PC there is more. In HBC I didn’t meet people
with cancer. One man who has passed away, he has something in his teeth and it came out so
his whole face ended with an open wound. He was a retired teacher. When we talked to him
about spiritual, he was RC, he was good and there were people coming to pray for him.
We helped the family to keep on loving him until the end of his life. He started using morphine
and when he did this he was able to eat and sleep. There was one month when there was no
morphine, he was feeling much pain, so he was taken to the traditional doctors. So we lost him
for one month but we continued to go to the family. After one month they returned the client,
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the situation was worse, he was thin. One thing was they didn’t stigmatise him until the end of
his life. The mentor paid a big part and we attended the funeral. When the body was outside I
told him to say something, of course he was reluctant, he didn’t know the culture. We
attended the funeral, the doctor gave the lecture, he congratulated the family for loving the
patient and taking care of him until the end. So for me, it was unique because Dr George was
touching, even me I was trembling, as Dr George was telling the patient that he was here and
what did he want to tell his family at the end of the life. I was trying not to cry in front of the
family and patient. PC is a unique service and I have learnt much. Even his wife was there
because of us, even touching him with bare hands, taking his hand.
Also an HIV client in stage 4, but unfortunately the family, we had tried to educate them not to
stigmatise but we failed. They stigmatised him and left him in the hospital. Our volunteer
(Mary crying whilst telling story) stayed with the patient for one week, not being paid or
anything. Loving until the end.

7.3

PAIN AND SYMPTOM CONTROL

‘I have one client who when I met in hospital he said he cannot walk because of bad pain. Then
he was advised that the pain would be cured by giving placebo vitamins. The patient was
getting ARTs but nothing for the pain. The client was at home and I visited at home. I met with
the relative and advised them to do exercises and gave a lot of reassurance. The client was
getting improvement slowly without pain killers. I had taught the relative how to do the
exercises. Then the client continued to come to hospital and get some treatment. I reassured
that if you have a big problem with can talk in a good private way. The patient has improved
now. As we have said before PC is given to incurable patients and those who are ill. There is
good communication and relationships with the patients.’
‘I had a patient, a woman, when I first visited her at home I found her lying down with pain.
Her abdomen was distended and the legs were swollen. She was crying everyday and not
sleeping. We talked to her and she told all. She had pain 5/5. We switched her to morphine.
The second visit we found the lady very happy and we continued to supervise her about how to
take the drug and educated the relatives. Then there was a HBC volunteer who did a very good
job. He would get the drug from Kolandoto hospital to the patient. They advised the patient to
go to BMC for a check-up. They found out the patient had leukaemia and an enlarged spleen.
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She is attending clinics and the patient and family are now very happy. Before they were
rejecting her, but now because of PC they are together.’
7.4

REDUCING STIGMA

‘I think the most significant change is the reduction of stigma regarding the long-term illnesses.
It has provided a forum for health education at the client’s door. They are able to accept
themselves. The reduction of cases of people being abandoned because of their disease is so
much reduced. Also it has captured the local health facilities to be prepared to manage such
health conditions, whereas before they were told they were incurable and left home, whereas
now there is continuity of care.’
7.5

EMPOWERMENT

‘The most significant change is seeing the team believe they can deliver palliative care
themselves. I asked one of the PC team to do the teaching at the regional hospital. He was
nervous but agreed and he was able to do it. He knew how to use the PC Toolkit and to be able
to teach it with confidence. The PC Toolkit is an amazing resource. Follow up visits showed little
regression in confidence and practice.’
‘Now 2010 we develop PC and realise there are more and different issues. Through this
programme the diocese is growing to support more people, even to the government level and
international organisations. We are responding to what God has asked us to do. Even the
confidence for the diocese in responding to the needs of the community has improved; we
have something at hand to speak to the people and the government about what the problems
are and how we are responding. You need to have passion and courage to see these patients,
you go and think what can I do, God helps.’
‘The change I have seen is capacity building, empowerment of man power that we are now
having in the Dioceses. This programme has done a lot in empowering most of our people, even
to the village level. People have been empowered, educated and helped wherever they are.
For our clients it has revived the life of many, it has brought hope and new life to those who
were at the point of dying who could not be able to do anything for themselves or their family.
The programme has brought this kind of new life. Being in bed for many years you just
consume, poverty just increases, but if you are assisted working starts again. About 100 pastors
but not all of them have accepted this, but those who have are really different and they are
capable now of doing counselling and ministering to these kind of people. It has helped the
diocese to have more access to other partners and to continue being supported, not only
financially but technical support we are getting. The way we are now is not the way we were 7
years ago.’
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Volunteer caregiver shows produce from agricultural activities supporting palliative care

7.6

INTEGRATION

‘Palliative care is being more included in mainline support in the hospital and government
systems. Initially the medical director was clearly very busy and seemed to relate to the PC
project as just one more peripheral issues in a busy schedule. Over the time of the project he
became enthusiastic and began to see PC as a key issue for integration. He has become a key
advocate for PC in his hospital and no longer sees it as a peripheral issue. He also spoke at the
regional workshop and has become a member of the steering group for implementing PC in the
Lake Zone region.’

8

RECOMMENDATIONS AND DISCUSSIONS
1. Share the lessons learned from this innovative project widely. In particular the role
of church based organisations with strong community leadership working closely
with other aspects of health service delivery including government services
o Despite FBO’s contributing a huge amount to healthcare little is written or
published on the role of FBO’s in the delivery of PC. This pilot project has
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shown the many benefits from such a pilot as well as significant challenges.
We recommend publishing the outcomes and lessons learned from the pilot
in both report form but also in peer reviewed medical journals to ensure
wide dissemination.
2. Continue the development and dialogue regarding a faith based response to
palliative care
o This dialogue has a major contribution to make to the advocacy for palliative
care, models for service delivery and the motivation and empowerment of
communities to take ownership and leadership for addressing the injustices
inherent in poor access to palliative care. Bringing hope in the midst of
seeming hopelessness has a strong spiritual foundation and when supported
by an integrated, holistic approach it can transform individual lives and
whole communities.
3. Review and refine the mentorship model to include a framework for future working
o Mentorship models and frameworks are of increasing interest in health care
and in particular palliative care. The strengths of this mentorship model with
the components of mobilising expertise, developing partnerships, flexibility,
developing national capacity, mutual learning and relational support are of
interest to a wider audience. The need for a framework to develop ways of
working and on-going support and to offer training in mentorship both
internationally and within Tanzania would be of great benefit.
4. Review the documentation to analyse and existing APCA POS data and consider
developing a published evidence base
o We recommend further training is given in using the APCA POS and the
guidelines developed by APCA made available. We also recommend that this
data is collated and analysed and explored as to its suitability as a routine
assessment tool.
5. Consider adopting the Most Significant Change tool for narrative review throughout
the project
o We used an adaptation of the Most Significant Change tool during this
evaluation. It provides a framework for the systematic qualitative collection
data using a narrative approach. We recommend it is considered as a tool for
routine monitoring and evaluation.
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6. Continue to advocate and work towards the availability of essential medications and
essential practices for palliative care and consider the use of clinical guidelines
o We recommend the development of an essential medicines list and clinical
protocols for use in both generalist and specialist settings. Models can be
derived from experience in other settings including those developed and
shared by the evaluation team from the Makerere Palliative Care Unit in
Uganda.
7. Review the issues of sustainability including volunteer motivation, staff incentives
and income generation support
o We are aware this is the subject of a specific piece of work by Tearfund and
other partners. The issues of how to incentivise and manage staff and
volunteer attrition are crucial in sustainability. This project has given staff
financial incentives which many end with the pilot. Volunteers and staff show
huge commitment and personal motivation yet it remains to be seen how
this will be sustained. The IGA activities and entrepreneurship programmes
are an innovative an important means to develop incentives and
sustainability and we look forward to seeing these develop and be evaluated.
8. Encourage the close working with government services including clinical meetings,
shared care models, capacity building and cost sharing to strengthen health care
systems
o Tanzanian health care delivery is largely centralised and there is a potential
opportunity for leadership and cost-sharing with the development of
national policy. The FBO’s need to be working closely to ensure they can
offer capacity if and when the government begins to centrally fund palliative
care. In the interim there is the need to strengthen the existing healthcare
systems and integrate palliative care both in the FB and government settings
using existing resources.
9. Support the continued identification of palliative care champions and the training of
trainers and leaders to include management for the palliative care services. This
should include training to masters and degree level.
o Developing local leadership is essential for sustainability and progress. There
was a significant commitment from this pilot to develop capacity ad this
should continue and include training outside the region. In particular the
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healthcare workers who had the opportunity to access postgraduate studies
out with Tanzania brought back new ideas and a renewed sense of vision and
leadership. Tanzania now has a postgraduate Diploma in PC which will help
national capacity. It is of note that most training is available to healthcare
workers only and we recommend management and leadership skills are
developed both within healthcare workers and also management staff.
10. Continue to advocate locally, regionally and nationally for policy development and
effective planning and implementation for palliative care
o PC in Tanzania is at a critical phase with significant leadership from MOHSW.
There seems to be a tipping point being reached where national policies and
programmes can be developed and PC begin to move from islands of
excellence to integrated service delivery. The national association (TPCA)
seems to be mostly involved in the MOHSW advocacy and less in the support
of the regional developments such as in Lake Zone. A significant way forward
was the strategic planning process for the Lake Zone and North Western. We
recommend strong liaison and representation within the TPCA and the
election of a representative who can work within a national setting as well as
continued active negations within the government planning structures. We
recommend strong representation and negotiation with regional networks in
particular the APCA. We also recommend attendance at national, regional
and continental PC events to include the triennial APCA conference.
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PROJECT DOCUMENTS CONSULTED
Bond C, Lavy V, Wooldridge R. Palliative Care Toolkit: improving care from the roots up in
resource-limited settings. London, Help the Hospices, 2008.
Lavy V. Palliative Care Toolkit Trainer’s Manual. London, Help the Hospices, 2009.
I was sick and you cared for me. A church-based response to palliative care in Tanzania.
Tearfund report.
Developing a Pan-African Church-Based Response to Palliative Care. Tearfund progress report.
African Palliative Care Association. Standards for providing quality palliative care across Africa.
Kampala, APCA 2010.
The Diana, Princess of Wales Memorial Fund/ Tearfund Palliative Care Pilot Programme. Six
Month Report. February 2010.
The Diana, Princess of Wales Memorial Fund/ Tearfund. Palliative Care Pilot Programme.
Annual Report. November 2010.
The Diana, Princess of Wales Memorial Fund. Palliative Care Pilot Programme – Tearfund
Tanzania. Narrative Monitoring Report – 18 months, May 2011.
The Diana, Princess of Wales Memorial Fund. Palliative Care Pilot Programme – Tearfund
Tanzania. Narrative Monitoring Report – Year 2, December 2011.
Palliative Care Lake Zone Strategy Meeting, Brief Feedback Report. Bank of Tanzania Training
Institute, Mwanza, Tanzania. May 2012.
Tanzania Lake Zone and North West Palliative Care Strategic Plan (2013-2018). United Republic
of Tanzania, Ministry of Health and Social Welfare. Draft Oct 2012
The Diana, Princess of Wales Memorial Fund. Palliative Care Pilot Tanzania. Extension Proposal
for November 2011 – November 2012.
The ‘Most Significant Change’ (MSC) Technique. A Guide to Its Use by Rick Davies and Jess Dart.
April 2005.

55 | P a g e

APPENDIX 2
TABLE OF PERSONS SEEN AND INTERVIEWED PER SITE
Geita
Patients

Carers

PC Volunteers

2 patients at home
 Fumbuka Ernest
 Naome Joseph
2 carers at home
 Sister to patient Ernest Fumbuka
 Mother to Naome Joseph
Focus Discussion Group one (8 volunteers)
 Zuhura Selemani
 Joshua Kisinza
 Christina Mohamed
 Charles Reuben
 Helena Harry
 Ester Mubuli
 Methusela Ndaki
 Patrice Undole
Focus Group Discussion Two (4 volunteers)
 Rev. Timothy Paul Ntwebukulu – diocese pastor –
lubanga,
 Mayanga Kishamawe – Village officer
 Paul Magilali – secretary of Lubanga
 Enos Bulashi – Councillor of lubanga

Staff

Focus Group Discussion (3 members of staff)
 Mary Makaranga –HBC/PC coordinator
 Amida Yindi – Nurse
 Rev: Metusela Ndaki

Community Leaders/ Key Informants

1 individual interview
District Medical Officer
5 community leaders/ key informants in focus group
 Bishop Musa Magwesela (Head of Diocese)
 Samuel Limbe (General Secretary)
 Martin Uswege (Diocesan Development Officer)
 Mary Makaranga (PC Coordinator)
 Amani George (PC project coordinator for all 3 sites)
25

Total
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Shinyanga
Patients

Carers
PC Volunteers

Staff

Community Leaders/ Key Informants

2 patients at home
Mustafa Aboubakary)
Monica Simon
1 carer at home
Selina Tunga (Aunt of patient Monica Simon)
6 volunteers in focus group
 Rhoda
 Joseph
 Dawudi
 Cecilia
 Margaret
 Helena
8 staff members in focus group
 Grace Y. Kali (PC nurse)
 Esther Jinasa (PC nurse)
 Cosmos Baltazary (Pharmacist)
 Mattayo Stephano (Pastor)
 Protus J. Nzelani (Clinical officer)
 Sylvester Sese (Clinical officer)
5 community leaders/ key informants in focus group #1
 Rt. Rev. Dr. Bishop John Nkola (Bishop of AICT
Shinyanga)
 Rev. Amos Ndaki (Assistant to the Bishop),
 Rev. Kulwa Meshack (PC coordinator, HIV/AIDS
department coordinator)
 Rev. Jacob Mapambawo (General Secretary Shinyanga
AICT)
 Amani George (PC project coordinator for all 3 sites)
2 community leaders/ key informants in focus group #2
 Joyce Jilungu (Village Chairlady, Dome)
 David Ongwashi (Ward Executive Officer, Ngokolo)
2 Key informants in focus group
 Dr. Costa Muniko Regional Medical Officer
 Dr. Mwita Chacha Ngutunyi – Deputy for PC
26

Shirati
Patients
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2 patients at home
 Nyitambe Kyolang

Carers

PC Volunteers

Staff

 Owuyi Achola
2 carers at home
 Roza Kyolang (mother of patient Nyitambe Kyolang)
 Leonida Waritu (auntie of Owuyi Achola)
7 volunteers in focus group
 Onduru B. Jackoswero
 Vitalis O. Makongoro
 Judith Mbache
 Steve Nyategi Ongola
 Simion Odira
 Selina Agutu
 Anna Joram
1 individual interviews
 Fred Otieno (PC programme site coordinator)
6 Staff in focus group
 Steve Biko (Clinical Officer)
 Chrisipine Mosabi ( Clinical Officer, founder of PC
in hospital)
 RichardK Kayila (nurse coordinator)
 John Ojallah (pharmacist)
 Peter Migenda– (HBC and PC team)
 Daisa Maira ( PC team)

Community Leaders/ Key Informants

Total

Mentors

Key Opinion Leaders (UK)

Project Total
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4 community leaders/ key informants in focus group
 Bishop John Othlion Nyagwege (Head of Diocese)
 Fred Otieno (PC programme site coordinator)
 Abel Joseph (Field Officer)
 Amani George (PC project coordinator for all 3 sites)
22

3 Mentors
 Dr George Smerdon
 Dr Kath Hayward
 Dr Grace Morris
 Dr Karilyn Collins
 Dr Nestory Masalu (by telephone)
 Dr Elias Muganyizi (by email)

78

APPENDIX 3
Total Project numbers:
Caregivers
Trained

Health
Professionals
Trained

Palliative Care Clients
Registered and
Assessed

Palliative Care
Clients Served

47

11

756

756

Shinyanga 41

22

1565

137

Shirati

45

9

189

189

TOTAL*

133

42

2510

1082

Geita
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