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SUMMARY

Patients diagnosed with tuberculosis (TB) continue to
experience clinical uncertainty and high mortality and to
bear a high burden of symptoms and other concerns.
Additional concerns may be family support needs and
stigma, particularly the latter, as TB and human
immunodeficiency virus (HIV) coinfection are common.
Human rights covenants, global health policy and the
End TB Strategy all recommend palliative care as an
essential component of care services. As established in
the resolution adopted by the World Health Assembly
(WHA) on “Strengthening of palliative care as a
component of comprehensive care throughout the life
course”, there is a “need for palliative care across disease
groups (non-communicable diseases, and infectious
diseases, including HIV and multidrug-resistant tuber-
culosis), and across all age groups”. We address the

ethical imperative to respect the dignity and fundamen-
tal rights of people with TB by providing palliative care.
We review the evidence for the need for person-centred
palliative care and highlight novel models that utilise the
skills and training functions of specialist palliative care
to achieve better care. We outline simple recommenda-
tions for the delivery of specialist and generalist
palliative care, offer suggestions on how to ensure
optimal coverage by enabling access to appropriate
good-quality palliative care at all points of the health
system, including alongside treatment. Finally, we set
out the current priorities for research and policy to
ensure that quality care is delivered to all who need it
irrespective of treatment outcome, to minimise distress
and to optimise engagement in treatment and care.
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THE WORLD HEALTH ORGANIZATION (WHO)
2017 Global TB report highlights the continuing
challenge posed by mortality due to tuberculosis
(TB).! The WHO reports that 4.1% of new cases
and 19% of previously treated cases in 2017 had drug-
resistant (DR-) or rifampicin-resistant TB, and that
there were 1 670 000 deaths from TB (95 % confidence
interval [CI] 1530-1820). A recent systematic review
of clinical trials for pulmonary TB concluded that the
majority of reported outcomes are bacteriological,
with some radiological and clinical outcomes implied.?

Person-centred outcomes must form primary out-
comes in evaluations of treatment and care. Studies
aimed to measure person-centred concerns among TB
patients have identified significant unmet needs.? An
unpublished study using the WHO Quality of Life
BREF Score and qualitative interviews of TB patients
and family carers identified the following symptoms
among people on TB treatment: lethargy (50%), pain
(45%), shortness of breath (35%), anxiety (35%) and
weight loss (35%). The interviews highlighted the

great financial burden for TB patients, as well as the
poor body image and sexual isolation experienced by
TB patients. The change in family dynamics, physical
exhaustion and also the fear of contracting TB
contribute to partners physically withdrawing from
patients, resulting in isolation.*

Interestingly, the palliative care-related concerns
measured using the African Palliative care Outcome
Scale among patients with drug-susceptible TB (DS-
TB) admitted to a South African TB ward were higher
than those admitted with DR-TB.S presumably due to
the then policy of admitting all DR TB patients and
DS-TB patients with acute problems while on
treatment. The items with the worst scores were
worry (60.5%), pain (42.1%), help and advice with
planning for the future (35.1%), symptoms (29.0%)
and ability to share feelings (25.1%).

Data from a South African community highlighted
the emotional and physical burden patients and
families face in living with or with someone living
with incurable DR-TB.%7 Both studies concluded that
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sufficient palliative care resources and infection control
measures are lacking at primary health care level.

Odell reports that among patients with DR-TB in
Cape Town, South Africa, the most significant symp-
toms were joint pain, shortness of breath, fatigue and
feelings of isolation and loneliness.® Fear and guilt
associated with infectious risk is described among DR-
TB patients, with a depression prevalence of 52.2%.°
The cohort in Cape Town reported concerns about
infecting their children and regularly had the children
tested at the clinic. The study also reports that a
diagnosis of TB worsens existing financial difficulties
due to loss of employment and the cost of clinic
attendance. As TB-HIV co-infection is common,
symptom prevalence among people with acquired
immune-deficiency syndrome (AIDS) is a useful source
of data, given the lack of TB-specific symptom data. A
systematic review of symptoms among people with
AIDS found high symptom prevalence such as fatigue
(43-95%), anorexia (82%), pain (30-98%), breath-
lessness (43—62% ), nausea and vomiting (43-61%) and
depression (17-82%.1°0 These symptoms are likely to be
prevalent among TB patients in area where HIV
coinfection is common. Information and clear commu-
nication by health care professionals,!! as well as the
provision of spiritual care may also be very important to
optimise care for TB patients.12-14 This more respectful
approach involving patients as partners in care enhanc-
es self-care and improves adherence to treatment.

To date, palliative care in relation to TB manage-
ment has focused on DR-TB,!3 which led to a
declaration on palliative care for those with little
chance of cure.'® However, people with both DS- and
DR-TB face clinical uncertainty, that is treatment,
prognosis or recovery are complex or unpredict-
able.!” Palliative care should therefore be provided
“early in the course of the illness” to ensure that
patients and families plan and hope for the best but
prepare for the worst, and that unnecessary suffering
is avoided.18

PRINCIPLES AND PRACTICE OF PALLIATIVE
CARE

The 2002 WHO definition of palliative care is as
follows'®: “Palliative care is an approach that
improves the quality of life of patients and their
families facing the problem associated with life-
threatening illness, through the prevention and relief
of suffering by means of early identification and
impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual.”
“Palliative care:

e provides relief from pain and other distressing
symptoms;

e affirms life and regards dying as a normal process;

e intends neither to hasten or postpone death;

e integrates the psychological and spiritual aspects of
patient care;

e offers a support system to help patients live as
actively as possible until death;

e offers a support system to help the family cope
during the patients illness and in their own
bereavement;

e uses a team approach to address the needs of
patients and their families, including bereavement
counselling, if indicated;

¢ will enhance quality of life, and may also positively
influence the course of illness;

e is applicable early in the course of illness, in
conjunction with other therapies that are intended
to prolong life, such as chemotherapy or radiation
therapy, and includes those investigations needed to
better understand and manage distressing clinical
complications.”

The specific focus on assessment and management
of pain and other distressing symptoms distinguishes
palliative from supportive care.?? As breathlessness
is a common symptom in TB, it is important that this
debilitating and distressing symptom is managed
using the best tools available using a multiprofes-
sional approach that includes respiratory medicine,
palliative care, rehabilitation and social work to
meet the total care needs of the patient and their
family.21-25

Components of palliative care are currently deliv-
ered by TB care providers. These may include
prevention and management of suffering due to
adverse TB drug reactions, and provision of social
support to enable adherence. These are important and
should continue. However, in the 2018 WHO TB
report “only one high MDR-TB burden country
(Thailand) and three other countries (Algeria, Bhutan
and Uganda) reported prescribing morphine to treat
pain or terminal dyspnoea in patients for whom
second-line TB treatment regimens did not work,
suggesting that there are widespread unmet needs in
terms of end-of-life care as well as inadequate data
gathering on this issue.”?¢ While acknowledging the
strengths of current practice, we must take a more
holistic and integrated approach to ensuring that
palliative care needs are routinely assessed and met.

EVIDENCE OF EFFECTIVENESS AND COST-
EFFECTIVENESS

Palliative care reduces symptom burden, physical and
psychological suffering, in-hospital mortality and
costs.2’729 Use of advance care plans can also
improve outcomes for patients families and health
services, but must be adapted to local cultural
preferences.?® Newer models of early integrated
palliative care have found the person-centred, symp-
tom controlling, holistic approach to be of benefit in
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terms of patient and caregiver satisfaction, survival,
family depression and costs.31=3% These studies have
evaluated multiprofessional palliative care consultan-
cy for better management of patient and family
concerns—physical, psychological, social and spiri-
tual. Effect sizes of early palliative care may be
greater in parts of the world with a high prevalence of
comorbidity.3¢

A systematic review in HIV literature concluded
that palliative care significantly improved outcomes
of pain and symptom control, anxiety, insight and
spiritual wellbeing.3” In addition to the need for
expertise in infectious diseases, similarities between
HIV and TB management include lack of specialist
expertise at end of life, lack of death discussions,
stigma, and potentially palliative/curative dual ap-
proaches.?® This means that barriers to access to
appropriate palliative and end-of-life care for both
infectious conditions are also similar.3?

THE SOUTH AFRICAN EXPERIENCE

South Africa is one of the countries with the highest
burden of TB; according to the WHO 2017 report the
country had an estimated 438 000 incident cases of
TB,! of which 258 000 were among people living with
HIV and 19 000 had DR-TB. In 2014, 8.4% of deaths
in South Africa were due to TB.%? The mortality rate
due to multidrug-resistant (MDR-) and extensively
drug-resistant TB (XDR-TB) was 40% and 60%
respectively.”

In 2008, the Hospice Palliative Care Association,
Cape Town, South Africa, initiated an active TB
programme and produced “Guidelines for Providing
Palliative Care to Patients with Tuberculosis” in 2011
(http://www.hpca.co.za/category/tb.html). These
guidelines are currently under review by the Vulner-
able Populations Task Team of the National Palliative
Care Steering Committee. The Guidelines identify
processes and TB control measures for the palliative
care setting; and palliative care knowledge and skills
to be implemented in the TB setting. They cover
infection control, preventive therapy, intensified case
finding and management of TB patient at home and
in in-patient facilities. DR-TB is a particular focus, as
is the management of children with TB.

The Guidelines also provide information on ethical
considerations, symptom management, nutritional
support, support of family carers, end-of-life care and
bereavement support, integration of TB aspects into
risk management and “Care for the Caregiver”
programmes and advice on promoting optimal health
among healthcare staff and implementing a good
workplace policy so as to create a nurturing
environment that encourages staff to know and
disclose their own HIV and TB status.

ETHICAL POLICY CONTEXT OF PALLIATIVE CARE

Palliative care is a global human right*' and its
provision is recommended “throughout the illness
course”.*> The WHA Resolution 67.19 calls for
palliative care “integrated throughout the life course”.*3
The most recent iteration of the WHO Universal Health
Coverage goals calls for the “full spectrum of essential,
quality health services, from health promotion to
prevention, treatment, rehabilitation, and palliative
care”.** However, despite the high need for palliative
care, coverage is at best patchy; the WHO Global Atlas
concludes that one third of countries have no known
activity.*> There is also a huge inequality in access to
quality palliative care with respect to country income,
as indicated by the Economist’s Death Ranking, which
found gross domestic product to be a good indicator of
quality of death.*¢ Despite the need to reduce this
inequality, palliative care is currently only mentioned
once in the WHO’s 2017 End TB Strategy (and only in
relation to DR-TB).

Palliative care is inexpensive and can be delivered
across conditions and settings, and many countries
have made exemplary progress.4”-#8 Underpinning this
success is the requirement for high-quality research to
determine feasible, acceptable, accessible and effective
local palliative care models and interventions in line
with the WHO’s public health palliative care strategy.*’
Much research in palliative care has been catalysed by
the development, validation and implementation of
outcome measures that reflect the concerns and
symptoms of patients and families with advanced
illness. An example is the POS, which is currently used
in over 100 countries to inform assessment, guide and
evaluate care, and conduct outcomes-focused research
(www.pos-pal.org). Findings from have shown that
POS is valid and measures consistently across time,
individuals and situations, and is commonly used to
inform research and care where Patient Reported
Outcome Measures could be used to improve commu-
nication and care outcomes.>%->2

Given that palliative care is effective in terms of
outcomes and costs, is indicated in policy documents,
and is a relatively inexpensive intervention, the poor
global access to palliative care is a curious phenom-
enon. Evidence increasingly suggests that stigma
operates to prevent clinicians, patients and their
families from acknowledging the likelihood of
death.3 The stigma of death and dying is compound-
ed by the erroneous belief that palliative care must
replace any potentially disease-modifying treatments.
This does not reflect the modern practice of palliative
care, which can be provided from the point of
diagnosis alongside potentially curative treatment in
case of clinical uncertainty. This is best described by
the “bowtie” model of palliative care (Figure).!8
Disease management begins as the main component
of care, and this can be delivered alongside palliative
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Figure Hawley’s “bowtie” model of palliative care.

care; palliative care can become the main modality of
care if death approaches. Individual decisions must be
made at the end of life when treatment is deemed
futile and burdensome to the patient.

The WHO considers engaging, educating and
supporting TB patients an ethical responsibility of
health care workers; this directly relates to positive
treatment outcomes.”* Palliative care addresses the
ethical issues associated with treating TB patients, such
as respect for the patient’s basic individual right to
decide their treatment options with full disclosure and
good communication, advocating for effective, free
curative measures and symptom management (benef-
icence) to limit the decline in the patient’s functioning
and family responsibilities, and reduce financial outlay
(non-maleficence). Palliative care recognises that TB
patients experience unnecessary suffering due to
physical, social, psychological and spiritual symptoms
and concerns, and stigmatisation. It might also be true
to say that directly observed therapy is only ethically
justifiable if palliative care is available.

In the interests of social justice, palliative care
should be based on sound ethical practice, observa-
tion of human rights, and equitable distribution of
governmental and international resources. It is a
recognition of the fact that TB care should begin from
the time of diagnosis, and continue throughout the
treatment process, regardless of treatment outcome.
Patients should not be abandoned when cure is not
possible, or the patient remains infectious. This
patient-centred approach is crucial to win the trust
and co-operation of TB patients and their families,
ensuring a successful TB programme. Inclusion of the
family within palliative care provision protects the
health of the community.

PRIORITIES FOR RESEARCH AND CARE

Research
In terms of palliative care, the following are important
research priorities:

e Well-designed epidemiological studies that measure
person-centred concerns and symptoms

¢ More qualitative studies to understand the experi-
ence of advanced TB care, main TB concerns, TB
impact on psychical, psychological, social and
spiritual domains, and family support needs

e Studies in understanding death, not only as a failure
endpoint but also how people die

e Clinical trials to measure the effectiveness of novel
models of integrated palliative care developed to fit
diverse contexts

e Care of household contacts where a TB/DR-TB
death has occurred as it is now known how new
cases from these households may be impacted

¢ Bereavement care packages and how TB screening
can be factored into such packages.

Care
Important features of palliative care are as follows:

e All TB care services should have access to local
specialist palliative care teams

¢ Routine assessment of pain and symptoms should
be central to care

e All TB care team members should be skilled in basic
palliative care

e Communication skills should be trained to ensure
that clinical uncertainty and advanced care plan-
ning can be managed

e Palliative care outcomes should be routinely mea-
sured using Patient Reported Outcome Measures

¢ A good death should be an articulated goal of care
for all services

e Infection control is a component of care that is
essential, especially if patients are managed in their
homes

¢ Drugs for the control of pain and symptoms
should be reliably available throughout the health
system.

CONCLUSION

People living with TB face a high burden of physical,
psychological, social and spiritual concerns. In
addition, families face the burden of providing
informal care for a stigmatised infectious condition.
Given the high mortality rates and the clinical
uncertainty faced by patients, families and profes-
sionals, palliative care must be a core component of
all TB care services.

Research must ensure that person-centred out-
comes, and the quality of care and of death, are
primary outcomes of research. Given the evidence of
cheap and effective management of symptoms and
concerns, palliative care must be part of a humane
health system response alongside maximum efforts to
cure.

Contflicts of interest: none declared.
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RESUME

Les patients qui recoivent un diagnostic de TB
supportent toujours un lourd fardeau de symptomes et
d’autres soucis, une incertitude de leur évolution clinique
et une mortalité élevée. Les autres soucis peuvent étre un
besoin de soutien familial et une stigmatisation,
notamment parce que la coinfection TB et VIH est
fréquente. Les conventions des droits de 'Homme, la
politique sanitaire mondiale et la stratégie Mettre fin a la
TB stipulent toutes que les soins palliatifs sont un
élément essentiel des services de soin. Comme I’a établi
la résolution adoptée par I’Assemblée Mondiale de la
Santé relative au “Renforcement des soins palliatifs en
tant qu’élément du traitement intégré a toutes les étapes
delavie”, il existe un “besoin de soins palliatifs dans tous
les groupes de maladie (non transmissibles et
infectieuses, dont le VIH et la tuberculose
multirésistante) et dans tous les groupes d’age”. Nous
nous penchons sur 'impératif éthique de respecter la

dignité et les droits fondamentaux des personnes
atteintes de TB en leur offrant des soins palliatifs.
Nous revoyons les preuves du besoin de soins palliatifs
centrés sur la personne et mettons en lumiere de
nouveaux modeles qui utilisent les compétences et les
fonctions de formation en soins palliatifs spécialisés
pour améliorer la prise en charge. Nous présentons des
recommandations simples pour la prestation de soins
palliatifs spécialisés et généralistes, suggérons comment
assurer une couverture optimale en facilitant acces a
des soins palliatifs de bonne qualité et appropriés a tous
les niveaux du systeme de santé, notamment en parallele
au traitement. Enfin, nous fixons les priorités actuelles
en matiere de recherche et de politiques afin d’assurer
que des soins de qualité soient prodigués a tous ceux qui
en ont besoin quel que soit le résultat du traitement afin
de minimiser la détresse et d’optimiser I’engagement
dans le traitement et les soins.

RESUMEN

En los pacientes con diagnodstico de tuberculosis (TB)
persiste una alta carga de sintomas y otras
preocupaciones, incertidumbres clinicas y alta
mortalidad. Otras fuentes de inquietud pueden ser las
necesidades de apoyo familiar y la estigmatizacion,
sobre todo esta tltima dada la frecuencia de coinfeccion
por el virus de la inmunodeficiencia humana (VIH). Los
pactos en derechos humanos, las politicas de salud
mundial y la Estrategia Fin a la Tuberculosis todos
estipulan que los cuidados paliativos son un aspecto
primordial de los servicios de atencion. Segiun lo
establece la resolucion aprobada por la Asamblea
Mundial de la Salud sobre “Fortalecimiento de los
cuidados paliativos como parte del tratamiento integral
a lo largo de la vida”, se reconoce “la necesidad de
cuidados paliativos en relacion con los distintos grupos
de enfermedades (no transmisibles e infecciosas,
incluidas la infeccion por el VIH y la TB
polifarmacorresistente) y en todos los grupos de edad”.
En el presente articulo se aborda la exigencia ética de

respetar la dignidad y los derechos fundamentales de las
personas con TB, mediante la prestacion de cuidados
paliativos. Se analiza la evidencia sobre la necesidad de
un cuidado paliativo centrado en las personas y se
destacan los nuevos modelos que utilizan las aptitudes y
las funciones de capacitaciéon del cuidado paliativo
especializado, con el fin de lograr una mejor atencion.
Se describen recomendaciones sencillas para la
prestacion de cuidados paliativos especializados y
generalistas, se formulan sugerencias sobre la forma de
lograr una cobertura 6ptima al facilitar el acceso a
cuidados paliativos de buena calidad en todos los puntos
del sistema de salud, incluso al mismo tiempo que el
tratamiento. Por ultimo, se fijan las prioridades actuales
de la investigacion y las politicas con el objeto de
garantizar que se preste una atencion de calidad a todas
las personas que lo necesiten, sea cual fuere el desenlace
terapéutico, a fin de reducir al minimo el sufrimiento y
optimizar la participacion en el tratamiento y la
atencion.




