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receive it, are behind everything APCA 

does. It is the regional voice for palliative care, speaking for 
the whole of Africa and has a strategic vision to ensure access 
to palliative care for all in Africa. In the past, less than effective 
health delivery systems have posed a substantial challenge to 
APCA’s attempt to realise this vision. According to the World 
Health Organization there are six fundamental building blocks 
of a generic health system. A critical component of WHO’s ser-
vice delivery building block is a package of integrated services. 
However, despite being defined as an essential component 
of a comprehensive package of care for people living with 
life-limiting illnesses, palliative care is a variable component of 
service delivery models in Africa. A health system that excludes 
palliative care services is deficient and not working optimally.  
Strengthening health systems to ensure the public health 
delivery of palliative care therefore underpins APCA’s strategic 
direction. 
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Where’s the care in the post-ART era?
Enhancing adherence, retention, and quality of life in people living 
with HIV through integrated approaches. Kimberly Green, Olivia Dix, 
Faith Mwangi-Powell, Carla Horne, and Emmanuel Luyirika discuss

 

Kimberly Green, Deputy Country Director, FHI360; Olivia Dix, 
Head of the Palliative Care Initiative, The Diana, Princess of 
Wales Memorial Fund, UK; Faith Mwangi-Powell, Executive 
Director, African Palliative Care Association, Kampala, Uganda; 
Carla Horne, Regional Senior Technical Officer, Palliative Care 
FHI360; and Emmanuel Luyirika, Deputy Clinical Director, 
Mengo Hospital, Kampala, Uganda.

Three decades into the HIV epidemic, a number of 
critical advances have been made in care and treatment. 
Combination antiretroviral therapy (ART) now reaches 
nearly half of those eligible, resulting in dramatic 
reductions of illness and death.1 People with HIV are 
living longer than ever before, and are able to establish 
families, work, and lead normal lives. 

Even with these tremendous gains, people living with 
HIV (PLHIV) continue to need HIV care. This includes 
management of opportunistic infections, medication 
side effects, ageing and co-morbidities, and the physical 
symptoms that are associated with these events.2–4 They 
also face depression, anxiety, and other psychosocial, 
socio-economic, or spiritual problems that can affect 
their quality of life and overall physical wellbeing, as 
well as their ability to adhere to treatment and to stay in 
care.4–8 

HIV care and support involves, ‘a comprehensive set 
of services, including psychosocial, physical, socio-
economic, nutritional, and legal care and support. These 
services are crucial to the well-being and survival of 
PLHIV and their care-givers as well as orphans and vul-
nerable children. Care and support services are needed 
from the point of diagnosis throughout the course of 
HIV-related illness regardless of ability to access ART.’9 
Palliative care is an essential component of HIV care 
that focuses on holistic assessment and care of patients 
and their families and addresses symptoms, pain, and 
emotional, social, and spiritual concerns.10 

This article presents the critical HIV care challenges 
and the needs of PLHIV in the post-ART era; how they 
affect critical clinical and health system outcomes and 
why an integrated approach with a greater emphasis on 
care is essential moving forward.

Critical challenges in the post-ART era 
Despite efforts to promote earlier presentation into HIV 
clinical care and treatment, data from Africa and else-
where indicate persistent late diagnosis and enrolment 
resulting in higher levels of morbidity and mortality.11 In 
a global meta-analysis, Lawn and colleagues reported 

high mortality rates in the first year of ART in sub-Saha-
ran Africa (8–26%) compared with other regions of the 
world).12 

Once on ART, retention in care is critical for optimal 
outcomes. Studies report a wide range of loss-to-
follow-up in sub-Saharan Africa from 14% in a large 
multi-site cohort in South Africa to 24% in a multi-
country study.13,14  Critically, retention tends to be worse 
between the point of diagnosis and initial enrolment 
in care, with loss-to-follow-up (LTFU) in some cases as 
high as 86%.15 

New challenges for HIV care are on the horizon. As 
PLHIV age, their risk of dementia, bone deterioration, 
non-AIDS related cancers, and organ-related diseases 
increases. Overall, PLHIV are significantly more likely 
to develop these diseases than people in the general 
population and to develop them earlier in life.3

Studies also suggest that at any given time 50% or 
more of patients presenting in an HIV clinic will require 
palliative care.16,17 The type and intensity of palliative 
care needs differs between those who are first diag-
nosed, those who are pre-ART, and PLHIV who are on 
ART or living with AIDS.18 In Tanzania, 41.1% of an 
HIV clinic population, predominantly on ART reported 
moderate to severe pain, while in South Africa, 51.2% 
of a cohort on ART reported being in pain in the past 7 
days.16,19 A cross-sectional study in ART patients in South 
Africa diagnosed neuropathy, a debilitating and often 
extremely painful condition, in 30% of the cohort.20 

Depression, anxiety and other mental health con-
cerns are also prevalent in Africans living with HIV. A 
large study in the Free State of South Africa reported that 
30.6% of those interviewed met the cut-off for clinical 
anxiety and 25.4% for depression.21 In a review of 23 
studies measuring depression in PLHIV across Africa, 
pooled estimated point prevalence was 31.2%.8  

Despite the prevalence and severity of symptoms 
and mental health problems, they tend to be underdiag-
nosed and treated. In one study, two-thirds of patients 
reported that symptoms were missed by clinicians while 
in another study, mental health disorders were not 
treated in more than 40% of patients requiring care.22,23

The interaction between HIV care needs and 
ART adherence, retention in care, quality of life, 
and mortality
The previously described care needs not only have an im-
pact on the quality of life of PLHIV but also on their ability 
to be adherent to ART, to stay in care, and to stay alive. 
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• PLHIV with pain, fatigue and other symptoms are 
much less likely to be adherent to ART. The greater 
the number and the more severe the symptoms that 
PLHIV report, the lower their ART adherence levels 
are.24–28 Specifically, being in pain is associated with 
poorer levels of adherence.25,29 Some symptoms 
(such as fatigue and difficulty concentrating) result 
in lower adherence, while poor adherence can also 
lead to an increase in prevalence and severity of 
symptoms.26

• Depression, anxiety and lack of social support are 
linked with disease progression and death, loss to 
follow-up, and reduced adherence to ART. ART ad-
herence was reported as nearly twice as high among 
PLHIV participants who were not depressed and had 
good social support compared with those who were 
depressed and had lower levels of social support.30 
Depression, stress and trauma in PLHIV have also 
been found to influence the immune system and to 
be associated with increased risk of death.31 PLHIV 
with mental health disorders are also prone to miss-
ing appointments and dropping out of care once 
they are enrolled.32–34 

The power of integration
‘Lack of integration can result in late referrals, unnec-
essary delays for treatment, transfer to an inappropri-
ate setting of care, unnecessary suffering, and cost.’35 

The intent of integration is to enable PLHIV to access 
different but connected health and psychosocial care 
services from one point of access, rather than via many 
fragmented services and providers. By doing this, HIV 
healthcare workers are better able to improve patient 
outcomes with efficiency for both the client and the 
healthcare system.  

The World Health Organization (WHO) strongly 
urges health managers and clinicians to adopt integra-
tive approaches to service delivery, particularly at the 
primary and secondary service delivery levels, in order 
to maximise holistic patient-centred-care and cost-effi-
ciency.36 The benefits of integration have been described 
at a health system and patient level.37–39 These include:
• services that are better coordinated and less frag-

mented;
• cost savings and efficiencies due to improved coor-

dination and synergies;
• higher use of services, better coverage and therefore 

increased client access to services at each point of 
contact;

• increased quality of care and, as a result, better 
patient outcomes. 
Where ART clinics integrate community HIV care 

(such as home-based care) in their services, PHIV are 
more likely to:  
• be adherent to ART;40–42

• stay in care; in a review of annual LTFU, the LTFU 
rates were found to be 3% for integrative services 
versus 24% for stand-alone ART clinics;14

• experience higher CD4 counts and lower viral 
load;41,42 

• have greater ART durability;41

• experience better social support;43

• report better quality of life.41

Evidence also indicates that when ART clinics 
integrate symptom management and other elements of 
palliative care as part of routine clinical services, PLHIV:
• experience fewer and less distressing physical symp-

toms;44

• are more adherent to ART;45–48

• have better immune function and reduced mortal-
ity;44,46,48

• are less depressed and have fewer psychological 
problems;49,50

• report better overall quality of life.46

At the health systems level, palliative care integration 
into hospital services can to lead to significant cost sav-
ings. Morrison and colleagues reported annual savings 
of US$1.3 million in a 400-bed hospital and US$2.5 mil-
lion in typical university medical centres.51 Savings 
are the result of identifying physical and psychosocial 
problems earlier and reducing the need for hospitalisa-
tion. Where HIV clinics routinely ask patients about 
symptoms, they may also be better able to identify those 
at risk of viral rebound and use this information to make 
decisions regarding treatment durability.52 Better ART 
adherence and retention in care also mean that PLHIV 
stay on more affordable regimens for longer and experi-
ence less viral resistance. 

HIV clinic and other healthcare workers involved 
with integrating HIV care (e.g. palliative care), report 
greater satisfaction in clinical care and better relation-
ships and communication with patients.17 One doctor 
reported, ‘I think patients feel much more comfortable 
with me. They answer with ease whenever I ask them 
questions. They are also not hesitant to ask me ques-
tions. In general, it is quite good atmosphere in the 
clinic and my consultation room now.’49 

While the overall results of integration are many and 
predominately positive, there are, of course, challenges. 
The decision to integrate services means factoring in 
time to train, mentor and guide healthcare workers 
in new skills (e.g. management of pain). If patients 
perceive improvements in the quality of their care, 
there may also be increased demand for services, which 
can have an impact on staffing and projections for 
medicines needed. However, these challenges can be 
overcome by starting small and planning ahead.    

Looking forward: opportunities for increasing 
access to HIV care
Integrative health approaches are now more critical 
than ever. The United Nations HIV/AIDS Investment 
Framework calls for greater efficiencies, better prioritisa-
tion and increased government financial contribution 
to basic programme activities, including HIV care and 
support.9 

Integration of HIV care including palliative care into 
HIV services offers numerous opportunities ranging 
from improved adherence, better retention, improved 
wellbeing and quality of life, and cost-efficiencies. 
As Theo Smart outlines in the following article, it also 
contributes to advancing HIV prevention. Olivia Dix, in 
her article on palliative care and HIV services integra-
tion, provides a number of strategies for implementers to 
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consider in enhancing care in their services. 
Making HIV care available to PLHIV makes clinical 

sense and has the potential to save healthcare systems 
money they would have otherwise spent on hospitalisa-
tion, defaulter tracing and second- and third-line ART. 
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How HIV care promotes prevention
Theo Smart looks at HIV care and support services which are well placed 
to promote Positive Health, Dignity, and Prevention (PHDP) 

 

Theo Smart, Editor, HIV and AIDS Treatment in Practice at 
NAM, London, UK 

Zero new infections 
Zero new infections is a rallying cry for HIV preven-
tion embraced by UNAIDS, civil society, and networks 
of people living with HIV (PLHIV). But it is a very tall 
order – given all the time, money, and effort that has 
gone into HIV prevention efforts with less than dramatic 
returns – one that would seem to only be achievable 
once new and highly effective tools, like a vaccine, are 
developed or with radically different prevention ap-
proaches.

And yet, since the release of clinical trial data from 
the HPTN 052 study showing the significant preven-
tion benefits of antiretroviral treatment (ART),1 hopes 
have been raised that a highly effective prevention tool 
is already available in ART, and that ART for preven-
tion could move programmes much closer to ambitious 
HIV prevention targets – provided treatment coverage 
is wide enough. This in turn, has led to an increased 
emphasis on HIV counselling and testing (HCT) to iden-
tify people living with HIV, and the expansion of HIV 
treatment services at the primary healthcare level, and 
to remote and rural sites. 

The renewed emphasis on providing universal access 
to HCT and ART is very welcome, but the manner in 
which ART for prevention is implemented could pose 
some dangers to PLHIV, which could in turn hinder 
programmatic success. One danger is that the strategy 
could inadvertently reinforce the common and de-
humanising message that PLHIV alone are to blame 
for HIV transmission – and, moreover, that they must 
be found and put on treatment to protect the public’s 
health, rather than treatment being given for the well-
being of the PLHIV and their families. Additionally, with 
a rush to increase enrolment into ART programmes – in 
an era of dwindling international funding support for 
health – there is a danger that health services could 
focus too narrowly on testing and treatment, with little 
consideration given to care, support, and protection 
services needed by people who test positive and their 
families. Without providing the essential components 
of care for a person who tests positive with HIV, still a 
life-threatening and highly stigmatised disease in many 
settings, no matter how great the promise of ART for 
prevention, people will continue to be reluctant to test. 
Furthermore, a large proportion of those who do test 
positive will never present for treatment, and many of 
those who do start on ART will present with advanced 
HIV disease or will drop out of care.

PLHIV from across the globe have responded to 
these and other issues by proposing a new policy frame-

work,6 Positive Health, Dignity and Prevention (PHDP),7 
which could help HIV programmes improve the welfare 
of PLHIV and in so doing, also help realise the promise 
of ART for prevention.

A recent report from the Global Network of People 
Living with HIV and UNAIDS, describes the policies, 
programmes, and services needed to protect the rights 
and security of people living with HIV and to address 
their needs holistically.2 Most critically, PLHIV should 
be engaged as partners in the HIV response, and not 
merely patients. They need information and support to 
make their own, well-informed choices about when to 
start treatment for their own health and how to prevent 
the spread of HIV. PLHIV have the right to a healthy sex-
life, having children, and access to non-judgemental 
information on HIV prevention. 

Aside from the legislative and policy elements that 
may need to be put in place to protect the rights of 
PLHIV, most of the key requirements for PHDP involve 
the very activities that HIV care and support services 
including palliative care teams specialise at providing, 
such as: 
• the promotion of holistic health and wellness, 

including universal access to HIV counselling and 
testing (HCT); 

• effective linkages and timely access to voluntary ART 
and monitoring, as well as services to support adher-
ence and retention in care; 

• support services to help ameliorate poverty and food 
insecurity and, where possible, link clients with 
educational or employment opportunities;

• provision of mental and psychosocial support for 
PLHIV who desire it, especially for those experienc-
ing social exclusion, gender inequality, HIV stigma 
and discrimination, or oppression due to their risk 
behaviours, gender identity or sexual orientation;

• services addressing the specific needs of young 
people living with HIV, and women whether or not 
they choose to have children.
While all of these together may go beyond the 

scope of services typically offered by the public sector, 
community-based HIV care services including palliative 
care and home-based care approaches, could and are 
responding to the PHDP needs of PLHIV from diagnosis 
onwards. 

There are numerous examples where elements of 
HIV care, or palliative approaches have resulted in bet-
ter uptake of HIV testing and counselling, increased en-
rolment in care, better retention in care, a higher quality 
of care with greater client satisfaction, and finally better 
outcomes. 

A number of studies have reported that nurse-led or 
lay counsellor-led home-based care teams trained to 
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provide home-based HTC can successfully administer 
the tests in the home, achieving among the highest 
uptake of services ever reported. For instance, a study in 
Uganda found that when offered to household members 
of HIV-positive contacts, home-based HTC resulted in 
a higher uptake and increased identification of people 
with HIV compared with clinic-based HTC provision.3 
Similarly a study in South Africa demonstrated that lay 
community health workers could be successfully trained 
to provide home-based HTC in remote rural villages and 
deliver results with high uptake of the service.4

Moreover, a recent study from Western Kenya, 
reported that home-based care teams offering HIV test-
ing and counselling do a better job of getting people 
who test HIV-positive into care early in the course of 
HIV, and before becoming ill, compared with voluntary 
counselling and testing (VCT), provider-initiated testing 
and counselling (PITC), or HIV testing in a tuberculosis 
(TB) clinic.5

More recently, at the Conference on Retroviruses 
and Opportunistic Infections in Seattle this year, results 
were reported from a study in South Africa where home-
based care teams offered not only HCT, but home CD4 
cell measurements, using a new portable point-of-care 
CD4 cell count test, in order to provide anyone who 
tested positive with their CD4 cell count to see if they 
qualified for treatment. Out of 750 adults offered HCT 
in their homes, 90.4% consented to be tested, the over-
all HIV prevalence was 29.7%. Among the 201 HIV-
positive persons identified, the median CD4 count was 
435 (interquartile range 297–591), and 94% of these 
had visited an HIV clinic by the 3-month follow-up visit. 
Importantly, community sensitisation and counselling 
and support services were provided to the household 
and all those who tested positive. 

Another study in Uganda found that once an HIV-
positive person had been initiated and was stable on 
ART, home-based care teams did just as good a job de-
livering ART (along with cotrimoxazole and an essential 
package of preventive care) and monitoring PLHIV in 
the home as the local clinic could – even in the absence 
of CD4 cell monitoring. In fact, the approach achieved 
better outcomes in some regards than the ART clin-
ics – reducing mortality among the adults, and notably, 
among the non-HIV-infected children as well.6 Accord-
ing to another analysis, most people receiving home-
based HIV care had multiple positive social outcomes 
including family emotional support, community emo-
tional support, and strengthened relationship between 
spouse/partner.7

Palliative care organisations and HIV care and sup-
port services have also led the way in engaging and 
empowering PLHIV as an essential part of the multi-
disciplinary team approach.

For instance, in Haiti and Rwanda, expert patients/
people living with HIV were trained to become ac-
compagnateurs enabling effective referrals, high rates of 
adherence, and retention in care.8,9 In a recent analysis 
on how expert patient-treatment supporters programmes 
work in Africa, O’Laughlin et al write, ‘Treatment 
partners play an important social role in the lives of the 
patients they help. They encourage disclosure, combat 

stigma, restore hope, and reduce social difference. All of 
these are ways of “normalising” HIV/AIDS – of reversing 
social isolation and reinstating connections to others.’10

In Ghana, PLHIV lay case managers, known as 
Models of Hope, reach PLHIV who are pre-ART and 
on ART in the community, home, and at ART clin-
ics with PHDP information and services. More than 
30 000 PLHIV have been reached by Models of Hope 
who use the ‘My Life: Positive Living Toolkit’ to guide 
their interactions with them. The Toolkit comprises of 
ten highly participatory modules including self-esteem, 
HIV and sexually transmitted infection (STI) prevention, 
managing disclosure, ART adherence, family planning 
and reproductive health, recognising and responding to 
gender-based violence, and handling stigma and human 
rights violations.11

And as predicted by PHDP, these approaches have 
resulted in high rates of disclosure, with few problems 
reported that could not be managed, enabling PLHIV in 
these studies to engage proactively with their partners 
who could now encourage treatment adherence, and 
the use of appropriate HIV prevention tools. 

In contrast, studies produced by several National 
Networks of PLHIV from Nigeria to Moldova, have doc-
umented that health services routinely violate the sexual 
and reproductive health and rights (SRHR) of people 
living with HIV, refusing to provide access to information 
or birth control options, counselling them against having 
sex (whether protected or not) or having children, and 
coerce women living with HIV into having abortions, even 
when treatment exists that could dramatically reduce the 
risks of her passing on HIV to her children. In some cases, 
women living with HIV have even been sterilised without 
their consent or knowledge.

Ongoing assessments by national networks of PLHIV 
of how far the HIV responses in their respective coun-
tries are away from achieving the standards for PHDP 
are consistently finding that national programmes are 
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Care and support during the pre-ART stage: 
what is the role of palliative care?
Michelle Meiring reflects on ways palliative care can support pre-ART 
service delivery

Dr Michelle Meiring, National Clinical Director, The 
Bigshoes Foundation, and Honarary Lecturer, Division of 
Palliative Medicine, School of Public Health and Family 
Medicine, University of Cape Town, South Africa.

The HIV epidemic has played a significant role in the 
development of palliative care in Africa. In the early 
days of the epidemic in South Africa, before the wide 
scale rollout of antiretroviral treatment (ART), palliative 
and home-based care programmes were being estab-
lished at an unprecedented rate, largely to address the 
needs of the dying patient and his/her family. In addition 
to developing the essential skills required to provide 
good end-of-life care, palliative and home-based care 
programmes were extending themselves to provide care 
and support to large numbers of orphans left behind af-
ter their patients had died. These programmes certainly 
did well riding the waves of the epidemic (new infec-
tions, deaths, and orphans) predicted by the Actuarial 
Society of South Africa (ASSA) in 2003 when South 
Africa was in its AIDS-denialist phase.1

Then along came ARVs and it was imperative that 
palliative care services started to provide care and 
support to HIV patients on ART. Such care included 

assisting with issues around adherence and the manage-
ment of distressing symptoms either caused by oppor-
tunistic infections, immune-reconstitution illnesses, or 
anti-retrovirals themselves. The rapid rollout of ART in 
South Africa has led to improved survival rates as well 
as creating one of the largest populations of patients 
on chronic medications for a life-long communicable 
illness in the world. 

The ASSA 2008 model clearly demonstrates a much 
larger population of patients on ART than was predicted 
in 2003 (see Figure 1) also accounting for much higher 
numbers of people living with the virus in South Africa. 
Green and Harding’s articles in this issue bear testimony 
to the difference palliative care can make to the quality 
of life of these patients, clearly demonstrating superior 
outcomes in patients receiving integrated palliative care 
as well as HIV care versus patients receiving standard 
HIV care alone.2

Now that significant in-roads have been made into 
supporting patients on treatment, what is the role of pal-
liative care in extending itself into the pre-ART phase? 
Particularly given that the World Health Organization 
definition says that palliative care should begin at the 
time of diagnosis. 

not meeting the needs of PLHIV for HIV care and sup-
port services.12 These services are generally available 
in pockets within countries, provided by a centre of 
excellence or hospice here, and an HIV-implementer/
non-governmental institution there. Consequently, large 
numbers of people who test positive are not making it 
into pre-ART care services, access to ART is inequitable, 
and programmes continue to fail to have a major impact 
on the incidence of new HIV infections. 

The cases listed in this paper are just a few of the 
examples of HIV care and support services that improve 
prevention through uptake and retention in care. There 
are many best practices/models in resource-limited 
settings that have been shown to work well. To achieve 
PHDP, these models will need to be replicated, and 
integrated into existing ART clinical services and other 
programs to achieve greater scale of service delivery. 
Otherwise, there is a risk that ART for prevention will 
become just another good idea that failed to pan out 
due to poorly supported implementation.
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Before answering the question on whether palliative 
care  should take on this role, let’s look at what unique 
skills set palliative care professionals could bring to the 
pre-ART patient. 

For the context of this debate, the pre-ART patient is 
the patient diagnosed HIV positive but not yet requir-
ing treatment. Firstly palliative care providers could 
make a difference by assisting to identify these patients 
early by encouraging testing amongst asymptomatic 
family members related to an index case that may be a 
palliative care patient. Then of course bad news has to 
be broken to all these pre-ART patients and  assistance 
given in dealing with the stages of acceptance of a loss 
(denial, anger, bargaining, depression, and acceptance). 
Adherence support should ideally begin at this stage 
too, ensuring that the patient goes for regular follow-
up and CD4 count monitoring, so that treatment can 
be started as soon as it is necessary and before a major 
complication (along with its distressing symptoms) 
arises. Palliative care providers are well-equipped to 
address pain and other symptoms that pre-ART clients 
present.  People living with HIV who are pre-ART also 
need to be advised as to how to maintain a good qual-
ity of life through healthy living and practising safe sex 
(e.g. positive health, dignity, and prevention which is 
addressed in Smart’s article).

So, how far should palliative care in South Africa 
get involved? Given the close relationship between pal-
liative care health professionals and their patients and 
families, there is an opportunity to make a contribution 
through pre-ART care management. Indeed there are 
examples in other African countries, including Uganda 
Kenya, and Tanzania, where palliative care programmes 
already run HIV testing and counselling programmes. It 
is becoming so easy to do this now with the increasing 
availability of rapid HIV testing. Is this our core business? 

Building on these experiences, in an era where ARVs 
are increasingly accessible, the palliative care approach 
can also help prepare health professionals to address 

the needs of patients with other other non-curable life-
threatening conditions. This includes adults with motor 
neurone disease, chronic obstructive pulmonary disease 
(COPD), progressive heart failure, and end-stage renal 
diseases – largely neglected in the wake of the HIV 
epidemic.

To conclude, palliative care is well-positioned to 
offer pre ART care, particularly where it is integrated 
into HIV clinical services. What palliative care has to 
offer  is an approach to the care of people with chronic 
life-threatening illnesses. An approach that includes 
forgotten skills: how to communicate with patients 
and their families; how to focus on the patient with the 
disease rather than the disease that the patient has; and 
how, through a new developing science and art, to ame-
liorate suffering in all domains (physical, psychological, 
social, and spiritual).

We can only achieve this by sharing our knowledge 
and skills and integrating them into the formal (public 
and private) healthcare sectors through advocacy, ca-
pacity building, and support.
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Figure 1  Comparing the total of people living with AIDS and number receiving ARVs in 2003 and 2008
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Although there have been significant  gains in care and 
treatment of people living with HIV (PLHIV), in the post-
ART era they still have problems with pain and opportu-
nistic infections as well as depression and other mental 
health problems. As well as affecting the quality of life 
for patients and their families, these physical and psycho-
logical problems can affect adherence to treatment.

Increasingly therefore, healthcare workers, PLHIV, 
and development partners are working to ensure that 
greater focus is placed on the ‘care’ in HIV care and 
treatment services. They are training HIV healthcare 
workers in palliative care, ensuring better screening and 
management of patient pain and other symptoms, iden-
tifying mental health morbidity and social problems, 
and providing the basic medicines and tools needed 
by clinics to deliver the care.1–4 This care component 
needs to be fully integrated into treatment so that the 
patient and their families receive seamless services. 
They should be able to access different but connected 
health and psychosocial services from a single point of 
access. When integration is implemented well ‘people 
get the care they need, when they need it, in ways that 
are user-friendly and that achieve the desired results and 
provide value for money.’ Integration takes time and 
resources, but its measurable benefits at a health system 
and patient level have been identified in a number of 
studies.5–7 

In the context of a busy clinic environment it can 
be difficult for healthcare workers to ensure that their 
patients’ physical and psychosocial symptoms are as 
well managed as they would like. To help enable HIV 
care and treatment programme managers and clinicians 
to integrate palliative care into adult and paediatric HIV 
services, FHI360 in partnership with the Palliative Care 
Initiative of the Diana, Princess of Wales Memorial Fund 
has produced We Care! a tool kit for integrating pallia-
tive care into HIV services (the toolkit can be down-
loaded from www.fhi360.org/en/Topics/Topics_Pallia-
tive_Care.htm, www.theworkcontinues.org, and www.
apca.org.uk.

This practical guide for HIV care and treatment 
implementers outlines the key steps towards full integra-
tion of palliative care, provides a number of standard 
forms and tools that can be used and lists a wealth 

Integration: making it happen
Olivia Dix, Kimberly Green, and Carla Horne discuss five key steps HIV 
clinicians and programme managers can take to integrate palliative care 
into HIV services

of useful resources. Although there are challenges, a 
phased approach to integration and good external refer-
ral networks make the integration possible. Palliative 
care should be part of the core business of a health 
service, and for this to happen it is essential that the 
necessary systems build on what is already there so, for 
example, questions on care and support needs are part 
of the assessment forms already used.

The authors of the guide emphasise that there is no 
right or wrong model of integration. Each service or 
programme needs to adapt the processes described in 
the toolkit according to what makes the most sense in 
their operating environment. Integration can range from 
a robust referral system between a clinic to a local pal-
liative care service, to complete integration of palliative 
care in HIV services through training HIV clinicians, 
enhancing screening practices for palliative care needs, 
and ensuring basic medicines are available.2,6 Table 1 
provides a summary of the five types of HIV palliative 
care integration.

Whatever the level of integration, there are three es-
sential components of palliative care that an outpatient 
or in-patient HIV treatment  service needs to include:
• A complete holistic assessment of the needs of the 

patient and his/her family including: screening for 
pain and other physical symptoms; mental health 
and social support needs; emotional and spiritual 
needs; and a discussion on self-care skills and 
longer-term care needs with the patient and family. 

• The provision of care and treatment based on the 
assessment.

• Making appropriate referrals to other services.
The strengthening and expanding of existing net-

works is very important since PLHIV and their families 
require a continuum of prevention and care, with their 
needs addressed over time by different providers includ-
ing HIV outpatient clinics, inpatient wards community 
and home-based care, day care, and hospices. 

In order to achieve this there are five key processes 
(see Figure 1).

The formation of the integration team (step 1) is key 
as it will have overall responsibility for the integration 
of palliative care into the other work in a way that is not 
burdensome for the staff. Experience has shown that it is 
best to pull together a multi-disciplinary team including 
management and administration, whose buy-in is cru-
cial to sustainability of services. Assessment is the first 
task. There are several short assessment tools described 
in the toolkit that can be used to assess the palliative 
care needs of the patient and their family, but it is also 

Olivia Dix, Head of the Palliative Care Initiative, the Diana, 
Princess of Wales Memorial Fund, UK; Kimberly Green, 
Deputy Country Director, FHI360; and Carla Horne, Region-
al Senior Technical Officer, Palliative Care FHI360.
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important to include subjective information from PLHIV 
and their families. What they see as critical to their 
quality of life may differ from what service providers 
consider important. The team will also assess the service 
capacity and training needs of staff, medicine avail-
ability, resources, and referral agencies. It will decide 
what actions will be needed to incorporate services 
to address these needs and to guide and monitor the 
implementation of services.

An  integration plan (step 2), with clear activities a 
time-frame, and allocated responsibilities, should be 
developed collaboratively and validated with key stake-
holders. Key tasks will be: 
• integrating palliative care into the staffing structure;
• training clinician and other care providers; 
• ensuring that administration and management also 

receive some training; 
• securing key medicines; 
• adapting and using clinical tools to assess symptoms 

and other palliative care needs; 
• developing  referral systems and integrating palliative 

care data into existing patient information monitor-
ing systems.
Building effective systems and skills (step 3) will 

involve training of all staff within the institution, from 
1-day briefing for administrative staff to 5-day courses 
with clinical placement for healthcare staff providing 
services. One of the challenges of implementation for 

Types of integration2 Examples of services 

Cooperation HIV and palliative care service twinning or partnership 
 In Uganda, Reach-Out Mbuya Parish HIV/AIDS Initiative partners with Hospice Africa Uganda to 

provide their patients with pain treatment and other palliative care services.

Coordination A system of formal referrals between HIV and palliative care services and intermural meetings 
 The South Africa Integrated Community and Home Care Programme is an example of this.8 

 Palliative care consultative team
 A specialist team based in a hospital or hospice provides palliative care to those under the care of 

a variety of services. It includes inpatient, outpatient and home-based care consults. This model is 
applied in the US by Montifore Hospital.9

Co-location HIV and palliative care service offered by separate providers in the same location 
 An example of this is the inpatient palliative care unit that was added to a hospital in Grahamstown, 

South Africa, also offering HIV outpatient care.10

Amalgamation Integrating palliative care into home-based care services 
 This involves training, equipping, and supervising traditional home-based care services to offer pain 

and other symptom assessment and management, skilled emotional support, bereavement care, 
and spiritual care.11 HIV outpatient clinics offering palliative care as part of routine HIV care and 
treatment. In Uganda, HIV services such as Reach-Out Mbuya Parish has nurses certified in palliative 
care and opioid prescription working in the outpatient clinic and supervising home-based care. They 
store oral morphine and a range of other palliative medicines. The Parish has a referral relationship 
with specialty palliative care through Hospice Africa Uganda (Green K, Site visit, May 2008). 

Assimilation Full incorporation of palliative care for HIV, cancer, and other diseases in the public healthcare system 
 One of few places in resource-poor contexts where this has occurred is the state of Kerala, India, 

where the state government has officially incorporated palliative care into all levels of the healthcare 
system, including provision for provider training, standards, and medicines. These generalist palliative 
care services are linked to specialty palliative care providers who provide training, quality assurance 
support, and care for complex cases.12

Table 1  Types of HIV palliative care integration

Figure 1  The HIV palliative care integration process: five 
key steps
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many developing countries is ensuring that there is a 
consistent supply of the appropriate medicines. Usually 
services have basic symptom care medicines for nausea, 
diarrhoea, and pain. These include analgesics such as 
paracetamol and ibuprofen. However, HIV services are 
less likely to have access to mild or strong opioids (e.g. 
codeine and morphine) which are essential for pain 
management. Getting access to oral morphine may 
involve registering HIV physicians as narcotic prescrib-
ers with the provincial health services and using specific 
forms to request anticipated amounts of oral morphine. 
HIV clinics in countries such as India, Kenya, South 
Africa, Tanzania, Uganda, Vietnam, and Zambia have 
successfully navigated narcotics regulations to ensure 
oral morphine was available for PLHIV in severe pain. 

It is usually relatively straightforward for HIV services 
to integrate the management of physical symptoms 
into care. It can take more time for mental health care, 
psycho-social support, and spiritual support to be 

incorporated. Addressing mental health and the wider 
psychosocial and spiritual concerns of patients and their 
families is not only critical for patients’ quality of life, it 
is also essential for promoting retention in care, better 
ART adherence, and physical wellbeing. An increasing 
number of HIV services are integrating mental health 
care into their provision, many providers have not had 
training in mental health.  

Not all HIV services will be able to fully address 
mental health, social concerns, and spiritual wellbeing, 
but they should at a minimum screen for these issues, 
manage non-complex mental health cases, and refer 
clients with complex psychiatric disorders to appropri-
ate health providers. Home-based care teams, with their 
strong community roots, are often better placed to meet 
the social and spiritual needs of clients and provide 
valuable lay emotional support.

Phased integration (Step 4) is the way to prevent the 
incorporation of palliative care becoming just another 

Figure 2  Continuum of prevention and care13

Integration into hospital inpatient and outpatient care 
The Hospital Palliative Care Team at Charlotte Maxeke Hospital in Johannesburg, South Africa provides an advisory 
service that integrates palliative care with the curative management of patients in the hospital. It also accepts referrals 
from other hospitals, health centres, and the community. The team is available for all departments: surgical, medical, 
the HIV/AIDS clinic, gynaecology, obstetrics, orthopedics and paediatrics. They provide palliative care training to 
staff and medical students. The team is led by a doctor and palliative care-trained nurses, and links patients and their 
families to Soweto Hospice and other community-based care providers. 
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burden for over-worked healthcare staff while a robust 
monitoring and evaluation system (Step 5) will enable 
the benefits of a focus on care for patients and the 
health system to be seen. Over a period of time more 
elements can be incorporated and a wider network of 
referral agencies, both in the health and social care 
system and in the community can be developed. 

HIV treatment and care providers in many settings, 
from home-based and primary care to specialist palliative 
care teams in hospitals and even closed settings such 
as prisons, have successfully incorporated palliative 

Integration into primary healthcare 
In Mabvuku, Zimbabwe, the local NGO-run hospice provides clinical and outreach palliative care on a scheduled 
basis from the primary health clinic. The community groups in the area work together with the clinic and the hos-
pice to follow up with patients and their families to provide basic care, teach family members how to care, loan as-
sistive devices such as wheelchairs and bedpans, and provide adherence support and other forms of psychosocial 
support. The teamwork between the clinic staff, the hospice outreach team, and the community members makes it 
possible to meet many of the patients’ needs either directly or through referrals.

Integration into ART clinics
Chipini Health Centre in a rural district in Malawi provides the full range of primary health services. in addition 
to HIV voluntary testing and treatment services, it provides 24 hours a day, 7 days a week service with outpatient 
services, short-term in-patient care with 20 beds, maternal child health services (MCH) – antenatal care, post 
natal care, under fives’ immunisations, nutrition support and care, and maternity services with 20 beds  Outreach 
home-based palliative care services to 76 local villages are fully integrated with the HIV treatment and care services 
providing symptom control support and help through volunteers.

Integration into community and home-based care 
Good Hope home-based care (HBC) community caregivers in Sekukhune District, Limpopo Province, South Africa 
were trained in palliative care through the Integration Of Community Palliative Care project (ICPC). The project 
provided training and resources to improve the organisation’s capacity to provide palliative care  The project 
linked the home-based care providers with palliative care trained local clinic staff.  Together they provide clinical 
and home-based palliative care to patients and their families in the surrounding communities.  Good Hope home-
based care was also able to bring a pastor into the multidisciplinary team and this improved access to spiritual and 
social support, so the clinic and the HBC group are implementing a comprehensive service. 

care into their work and found it beneficial to their work 
as well as to the patient. For many services, the barrier to 
getting started is lack of information on how to do it and 
access to information. We Care! Integrating palliative 
care into HIV Services: a practical guide for implement-
ers fills that gap. The key to success is to have a vision 
of what the service will look like in the end for patients 
and staff but to implement it as a manageable process. 
As the positive results of integrated holistic care become 
evident, motivation will build  to incorporate further 
interventions over time. It is all about making a difference.

12. Paleri A. Integrating palliative care into primary health care systems: the experi-
ence from Kerala. Presented at the Consultation on HIV Palliative Care and 
Decent Care Values in the Context of Primary Health Care in Hanoi, Viet Nam: 
Asia, Hanoi, Vietnam, March 15–16, 2010. 

13. Green K et al 2007. Adapted from Narain JP, Chela C and van Praag E. Planning 
and implementing HIV/AIDS care programmes: a step by step approach. New Delhi: 
WHO Regional Office for South-East Asia, 1998.
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Children and HIV care needs
Understanding the range of symptoms experienced by children living 
with HIV is vital in designing quality care services. Veronica Tembo, 
Faith Mwangi-Powell, and Jane Nakawesi assess best practice options

In Africa, HIV is a key cause of morbidity and mortal-
ity in children.1 According to the UNAIDS, 390 000 
children were newly infected with HIV in 2010, 30% 
fewer compared with the epidemic peak of 560 000 in 
2002 and 2003. While this is good news, children in 
low- and middle-income countries lag far behind adults 
in accessing ART; in 2010, 51% of eligible adults were 
on treatment versus 23% of eligible children.2,3

Even with treatment, children infected with HIV 
face many challenges. They often develop at a slower 
rate than healthy children and as they grow older, they 
may also need physical therapy and speech therapy to 
keep up with other children.4 Children with HIV also 
need opportunities for play, stimulation, and education 
to ensure that they keep up with the key development 
milestones. In short, children with HIV need to be 
treated and allowed to behave as normal children. In 
reality, this can be difficult as many children with HIV 
have lost one or both parents and in some instances are 
taking care of extremely ill parents.5 Indeed there are 
more than 16 million children under the age of 18 who 
have lost one or both parents to AIDS across Africa.4  

Many children with HIV may have to deal with 
troubling symptoms during the course of their illness. 
Therefore early management of symptoms and early 
initiation of ART is vital otherwise children are vulner-
able to death as a result of overwhelming HIV infection 
when their immune systems are immature. Studies have 
shown that in about 20% of children who acquire HIV 
from their mothers, the disease can progress rapidly and 
lead to serious illness before age 1, with many in this 
group dying by age 4.5 Providing pre-ART supportive 
care and symptom management with effective physi-
cal and palliative support can ensure that children live 
almost normal lives.6

Apart from the overwhelming symptoms, pain is also 
a common and undertreated problem for children with 
HIV. Such pain includes:
(i)  Abdominal pain caused by the infections of the gut. 

This pain may be constant or intermittent, dull or 
sharp. The child may have more pain after eating or 
when the stomach is empty. There may be diar-
rhoea or vomiting with the pain. Sometimes it is so 
severe the child stops eating and loses weight. 

(ii)  Headache; this is linked to stress and tension of 
poor vision caused by the HIV infection or by op-
portunistic infections.

(iii) Ear pain due to infection.

Veronica Tembo, Nurse Trainer at the Elizabeth Glaser 
Pediatric AIDS Foundation (EGPAF); Dr Faith Mwangi-Powell, 
Executive Director of the African Palliative Care Association; 
and Dr Jane Nakawesi, Academic Programme Manager, 
Mildmay, Uganda.

(iv)  Mouth/throat pain, predominately associated with 
candidiasis or herpes zoster.

(v)  Pain of the arms and legs due to muscle and joint 
pain or neuropathy. 

(vi)  When the HIV causes inflammation in the brain, 
some children get spasms that cause pain. 

(vii) Undefined pain is  ‘all over the body’ pain where 
some children with HIV say they feel pain ‘all 
over’.They cannot say exactly where it hurts, just 
that they hurt. Usually these children are very sick 
with HIV.7.8. Caregivers and doctors are therefore 
encouraged to regularly ask children whether they 
are in pain and take their answers seriously.

Another issue that complicates care for HIV children 
is the need  for adults to take the responsibility of telling 
the child about their illness. As recently reported in the 
Journal of Hospice and Palliative Nursing, pretending the 
child isn’t sick is not helpful to the child and indeed the 
child needs to know when they are facing a serious dis-
ease as this may help them appreciate the importance 
of taking medication, and make them understand their 
symptoms.9 As they grow older, they need to become 
more involved in their care and may voice a prefer-
ence for involvement in decision making regarding their 
condition and management. 

Although early identification and modern medications 
have helped prevent the frequency and intensity of symp-
toms that children with HIV face, their more vulnerable 
immune systems mean that children who are HIV positive 
also experience the usual childhood infections such as 
colds and flu more frequently and severely than other 
children and may require hospitalisation. In addition, HIV 
medications can cause side-effects such as skin rashes, 
brittle bones, lipodystrophy, and high blood sugar.8

Greater understanding of the impact of HIV on chil-
dren is important in the design and evaluation of pro-
grammes to support children living in difficult circum-
stances. Children are the most defenceless of vulnerable 
populations. Providing HIV care and support, including 
palliative care, to such children is crucial, as this ad-
dresses their physical, emotional, social, and cognitive 
needs as they grow from children to adults. 
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Research on the impact of palliative care 
services offered in ART clinics  
Richard Harding describes the ‘TOPCare’ randomised controlled trials 
in two sub-Saharan African countries

 
Rationale for study
Despite the undoubted successes in antiretroviral 
therapy (ART) reducing HIV mortality, people on ART 
continue to experience a high burden of physical and 
psychological problems.1–5 Such problems are preva-
lent from diagnosis,6 and arguably the required skills of 
palliative care have been lost in the advent of treat-
ment options. Uncontrolled symptoms are linked to 
poor adherence and sexual risk taking,7,8 and with viral 
rebound.5 A systematic review of the literature found 
that the majority of evidence for HIV palliative care 
was generated prior to ART, and not in low–middle-
income countries.9 Systematic appraisal of the outcome 
evidence found a wealth of experience in HIV palliative 
care in Africa, yet a dearth of evidence.10 

Our previous research in Tanzania showed that 
around half of HIV outpatients would benefit from pal-
liative care irrespective of their treatment status,11 and in 
South Africa demonstrated that hospices can successful-
ly initiate and maintain patients on ART,13 and in Ugan-
da and South Africa that psychological problems persist 
irrespective of treatment.12 Furthermore, longitudinal 
studies we have conducted in East Africa have identified 
the palliative care-related needs among 1200 patients 
accessing outpatient care in the presence of ART,14 and 
found that palliative care can improve outcomes under 
targeted quality improvement audit.13 Therefore, our 
previous work has identified the following: the barriers 
to HIV palliative care in the era of treatment; the lack 
of evidence of efffectiveness; the appropriateness of 
palliative care throughout the HIV disease trajectory and 
alongside ART; and the feasibility and effectiveness of 
palliative care in non-randomised studies. However, it is 
clear that very little HIV research activity is being con-
ducted globally to test palliative care interventions.14–17 
As described by Kim Green’s overview of the integra-
tion literature in this issue, there are strong reasons why 
palliative care delivery from within existing HIV care 
is the preferred mechanism in terms of access, costs, 
outcomes. In this paper we describe two ongoing HIV 
palliative care trials (‘TOPCare’). 

Study aim and objectives  
We aim to evaluate the efficacy of HIV palliative care 
training and a simple palliative care assessment tool 
provided to nurses of patients on ART, and to evalu-
ate this in terms of patient outcomes under clinical 

experimental conditions in two African countries using 
randomised controlled trial (RCT) designs. The TOPCare 
objectives are:
• to investigate whether self-report pain and symptoms 

significantly improve under palliative care compared 
with those of patients in standard care;

• to compare self-report adherence with ART in the 
treatment and control groups;

• to compare self-report health-related quality of life 
under palliative care with standard care;

• to compare additional multidimensional palliative 
care outcomes (psychological, social, and spiritual 
wellbeing) in line with the WHO definition of pallia-
tive care in the treatment and control groups.

Design and setting 
Each Phase III clinical trial (i.e. one trial in each of two 
countries) is powered and conducted in parallel with 
a common research design protocol, thus permitting 
evidence of outcomes that reflects two different ART 
providers, providing evidence of palliative care ef-
ficacy relevant to different HIV care settings. Each of 
the two HIV care facilities (one in each of Kenya and 
South Africa) is a highly experienced HIV and ART care 
provider, with proven longevity. TOPCare in Kenya will 
evaluate palliative care delivery in BOMU, a large Mis-
sion Hospital. In South Africa, the evaluation is being 
conducted in a Government Community Health Clinic 
(the Ivan Toms Clinic) in a township outside Cape Town.  
The TOPCare trial has been registered on the global 
clinical trials register, www.clinicaltrials.gov. We did 
not aim to power a trial of pooled data across countries, 
as we recognise that clinical, cultural, and socioeco-
nomic differences preclude an approach that assumes 
homogeneity of palliative care sites, and HIV care sites, 
between countries. Our experience of previous mul-
ticentred research in East Africa has demonstrated the 
heterogeneity of sites. 

The intervention 
Within each well-established HIV ART clinic, patients 
are randomly allocated to either continue receiving 
standard care (control group) or to receive standard care 
plus appointments with a clinic nurse trained in basic 
palliative care (intervention group). The intervention 
nurse receives weekly supervision from a local pallia-
tive care service and uses a simple assessment form at 
each patient appointment. This manualised assessment 
and care planning approach routinely addresses the 
physical, psychological, social, and spiritual problems 
of patients. 

Dr Richard Harding, Cicely Saunders Institute, Department 
of Palliative Care, Policy and Rehabilitation, King’s College 
London School of Medicine, UK.
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The characteristics measured 
We are measuring demographics plus time since di-
agnosis, CD4/VL (where available), regimen, and time 
since beginning ART. We are using the African Palliative 
Care Association Palliative Outcome Scale (APCA Afri-
can POS) to measure multidimensional palliative care 
outcomes in line with the WHO definition of palliative 
care.18,19 We are also using the MOS-HIV20 (a measure of 
health-related quality of life, with physical and mental 
health subscales, the most widely used tool in Africa), 
the CSRI – Client Services Receipt Inventory21 (measure 
of interventions received), adherence – adapted from 
multi-level measure of adherence that is shown to pre-
dict virological outcomes,7 sexual risk-taking behaviour 
(adapted from existing measure of behaviour22 and the 
GHQ (12 item) – a widely used measure of psycho-
logical morbidity that has been cited in many African 
populations.23  Participants are invited to complete data 
collection at months 0, 1, 2, 3 and 4. A sub-sample of 
intervention patients are invited to complete a qualita-
tive interview in order to identify the effective compo-
nents of the intervention, thus informing subsequent 
replication. 

Partnerships 
TOPCare is bringing together a wide range of clinical 
academic expertise. It is led from the Cicely Saunders 
Institute at King’s College London, with academic part-
nership with University College London, the University 
of Nairobi, and the University of Cape Town. Our HIV 
clinical partnerships span BOMU Hospital in Mombasa 
and the Cape Metro Department of Health, with pallia-
tive care expertise from Coast Hospice (Mombasa) and 
Helderberg Hospice (South Africa). We have represen-
tation from the Hospice Palliative Care Association of 
South Africa, the African Palliative Care Association and 
the Kenyan Hospice Palliative Care Association. 
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