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Eduardo BRUERA

University of Texas MD Anderson Cancer Center, Houston,
Texas, USA

PALLIATIVE CARE IMPROVES SYMPTOMS

Patients with chronic progssive diseased develop a number of devastating physical,
psychosocial and spiritual symptoms. Their primary caregivers and family members suffer
severe emotional distresg-ospitals, universities and health care systems are organized and
funded around dsease treatment they have not developed the structures and processes to care
for the persons affected by those diseases.

Palliative care teams have emerged as a response to the unmet need to patients and
families. Interdisciplinary teams led by palliatnare specialists have demonstrated efficacy in
the inpatient, outpatient, and home care settings.

Patients report improved control of physical symptoms, psychosocial and spiritual
symptoms and quality of life after palliative care encounters. Institutioitls palliative care
services have better end of life care quality outcomes. These outcomes are better when
patients are referred early as outpatients. Palliative care decreases the cost of care for
inpatients and outpatients. Although the clinical andafiicial outcomes strongly support
palliative care, there has been very limited adoption of these services by health care systems
and universities.

The adoption of palliative care by organized health care will require a major cultural change.
Some of the caliral challenges and how to address them willdigcussed in this presentation.



David CLARK

Welcome Trust InvestigatoBchool of Interdisciplinary
StudiesUniversity of Glasgow, Glasgow, UK

PALLIATIVE CARE IMPROVES SOCIETY

Can plliative care improve society? Cicely Saunders thought it could. In 1961 she observed:
W a20AStGé& HKAOK &aKdzya GKS ReAy3 Ydzald KFFS |y
For Saunders, palliative care spoke to things forgotten and neglected in medicine, matters
diminished within modern culture and issues eroded within contemporary values. She believed
palliative care could be a beneficial force not only for patients and families, but also for the
wider good. Today palliative care is much expanded, but at timesaappmdecided about its
core purpose. Not only are there debates about where it begins, ends and to whom it applies,
but palliative care also seems torn between two broad orientations: that of a medical specialty
on the one hand, and thatof asocialmovdrny i 2y G KS 234 KSND LG Aa Oz
game. If palliative care gains ground as a specialty, it is eroded as a movement. If it seeks the
expanded influence of a movement, it loses credibility as a specialty.

What conditions are necessary fitre relationship between palliative care and society to
0S02YS | WgAYy gAyQ 3l YSK ¢2 02NNRPg LIKAf2a2LK
might lie in aroverlapping consenstthat identifies the principles and concepts of palliative
care that allstakeholders can share, when thinking through the complex challenges we now
face. | take the view that palliative catanimprove society, but not until it is clearer in its
messaging and more confident of its efficacy.



Marie-Charlotte BOUESSEAU

Adviser, Service Delivery and Saféfyorld Health
Organization Geneve, Switzerland

PALLIATIVE CARE IMPROVES HEALTH

Gt FEEfEAFGADBS OFNB Aa 'y | LILINRFOK GKIFG AYLINRGS:
facing the problem associated Wwitife-threatening iliness, through the prevention and relief of

suffering by means of early identification and impeccable assessment and treatment of pain and
20KSNJ LINPOof SYas LIKeaAOlfsr LAeOK2a20Alf YR &Ll

There is an ethical duty of all healtlgbessionals to take care of the most vulnerable, a
responsibility in alleviating suffering even when the curative treatments are not effective
anymore. However in the definition of palliative care, it is clear that this responsibility starts
very early irthe evolution of the disease and is not limited to the end of life care. Palliative care
aims to address the needs of all patients with-tifeeatening illnesses, it is a pillar of health
care; in complement to curative interventions, palliative care riowyes physical health
(symptom control), it also addresses psychological and spiritual needs. In that sense, palliative
care is emblematic of integrated people centred care; illustrating the responsibility to take care
of a person in an holistic manner andt only to treat diseases. People are not isolated and the
support provided to families during the disease and for the bereavement is a key component.
The specificities of palliative care are related to the complexity of the needs it aims to address;
the provision of palliation to people suffering from kfiereatening diseases represents a crucial
cultural change for health services and health care workers, probably also for societies. Because
it is not based on a disease approach, palliative care hasgwer very different kinds of needs
and expectations, sometimes contradictory, of children or adults, during months. The
strengthening of palliative care programs is a challenge for health systems, around the globe
and there is not a unique model to begmoted but good and bad experiences to learn from.
Palliative care aims to improve health as defined by WHO i.e. the physical, mental and social
well-being and not merely the absence of disease or infirmity. To do so health systems must
work on differentcomponents. The resolution adopted in 2014 by the World Health Assembly
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is the first global commitment calling for the strengthening of palliative care as a component of
comprehensive care throughout the life course (
http://apps.who.int/gb/ebwha/pdf_files/WHAG67/A67 R16n.pdf ); it provided an important

tool to the WHO 194 Member States in their work to consolidate palliative care programs under
the umbrella of the Universal Heal@®overage.

Building strong palliative care programs is like building a house. The basement of the house,
the first requirement, is a clear policy on access to medicines; regulations have to be in place to
allow the availability, equitable access and apprate use of controlled medicines. It is
estimated that more than 80% of the people around the world do not have access to pain relief,
while more than 40,000 people die every year from opioids overdoses in the US. This situation
is not acceptable and redpes urgent actions as indicated in the WHA resolution. The walls of
0KS LI fftAFOIADS OFNB K2dzaSé NB YIRS gAldK 3I22
FAIKGAY 2 LR A LIOF ané hafid preventing over prescriptions of opioids in some
cournries. Beyond the capacity to prescribe medicines health professionals need to be trained
in many other aspects: managing symptoms of the disease and complications of the
treatments, addressing psychological and spiritual needs of the patient and histhalyf
providing information and facilitating advance care planning with an active participation of the
patient and his/her family, coordinating interventions at all levels of care and task shifting
within care providers, including family members. The d8cfF (G KS a LI t €t Al GA GBS O
entry point, is mde of national policies ensuring that palliative care is not limited to some
specific programs but delivered across disease and age groups. The house of palliative care also
has many windows, multiplepproaches to the complex needs and expectations of patients
have to be addressed on the basis of a multidisciplinary approach; chaplains working with
nurses, family care givers interacting with pain specialists, physicians collaborating with
psychologistsetc. Finally the roof of the palliative care house could be represented with the
public debate which has to be fostered to take on board cultural, societal and ethical issues.
The tension between universal principles such as the respect of human didpeitynperative
to optimize the risk/benefit ratio in all interventions, the requirement to provide equitable
access to medicines and quality health services, might be in tension with particular values
depending on the cultural setting and singular aspedtthe decision to be taken. This tension
has to be managed through prudent decision making processes from an early stage, until the
SYR 2F fAFTS IyR S@Sy IFGSNI 0KS LI GASydQa RS
to go through this processessuring the active involvement of patients and family caregivers.

WHO has a role in supporting its Member States in the strengthening of all the components
of palliative care programs. To do so, it provides guidance documents such as the guide for
programme managers published in 2016 (see
http://apps.who.int/iris/bitstream/10665/250584/1/97892415654 1&nq.pdf?ua=1&ua3l. In
2018 three new publications will bavailable: the first one will describe palliative care at
primary care level, the second one is dedicated to paediatric palliative care and the third one to
palliative care in the context of humanitarian emergencies and crisis. During the year a pilot
study will be conducted in Uganda, Zimbabwe and India to evaluate the potential use of mobile
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http://apps.who.int/gb/ebwha/pdf_files/WHA67/A67_R19-en.pdf
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application to facilitate the communication between family care givers and palliative care
teams. WHO is also developing tools to facilitate the exchange of experitween countries
and experts and the dissemination of information. The Organization is also working with
experts on the development of indicators for the monitoring of the quality of palliative care
programs.

Palliation is a key component of health 'gas and access to palliative care is a
fundamental right; it is thus a shared responsibility for health providers, at all levels of care, to
ensure that good palliative care is available everywhere for everyone.

10
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Emeritus Professor of Neurology, Weill Cornell Medical
College and Emeritus Membeavlemorial SloarKettering
Cancer Center, New York, USA

PALLIATIVE CARE IMPROVES MEDICINE

There is increasing evidence from a clinical, ethéced moral perspective to support a
positive response tahe questiond 5 2 S & LI £ fAFGADBS OFNBE AYLINRGS
this discussion the term medicine includes the principles and practice of medical care and
those who provide such care. Rafive care which embracea bio-psychaesocialspirtual
approachA & RSFAYSR o6& (GKS 22NIR | SIfGK hNABFYAT
quality of life of patients and families facing thopeblems associateavith life-threatening
illness throughthe prevention and relief of suffering bgeans of early identificatiorand
impeccable assessment and treatment of pain and other symptoms, physical, psychological
FYR &LANARGdzr f ¢ t I ffAFGADBS aSRAOAYS KlFIa RSO
protocols and guidelines that describe primary and specialist palliative care and, in a number of
countries, is recogn&d with specialty certificatiorfor physicians, nurses, social workers,
chaplains. Palliative Medicine as a new field is still evolim t is now partnering with
specialty and primary care medicine in resouriod rand resource poor countriée show that
when used concurrently with old and new technologlig standard therapies in cancer, such
as lung cancer chemotherapy oters cell transplant for leukemia or in Phase | trials and in
patients with advanced cardiac disease receiving implanted cardiac devices or in HIV/AIDS
patients receiving antiviral therapy, such a model of care improves quality of life for patients
and their and families, improves symptom control and mood, addresses spiritual concerns,
facilitates communication about goals of care, and supports shared decision making and
bereavement support. In some studies, palliative care may provide a suneuefitoand
reduce healthcare cost3he interdisciplinary team of physician, nurse, social worker, chaplain,
psychologist, and pharmacist embrace the domains of whole person and patemtered care
emphasizing the need to be present to the sick personl their loved ones, providing
unconditional support and solidarity, helping the patient achieve a sense of completion in life
and finding opportunities for reconciliation, forgiveness, intimaog apeacefulnessalliative
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medicine is focused on treaty those suffering with compassion and competence in an ethical

FYR RAIYAFASR LI NIRAIY GKFG F20dzaSa 2y LI GAS)
way of caring that embodies the professionalism of medicine and constantly challenging
medicineto be better.
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Christoph HR

Department of Health Polity, Springer Medizin, Aerzte
Zeitung, Germany

PALLIAIVE CARE REQUIRES COMMUNICATION
Palliative Care requires communication

- What does he media say about PC?
- Problems and strategies to increase public awareness
- PC and social media

- PC and health professionals: awareness of the benefits of PC an@rtbwhen to
accesst.
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Philip LARKIN

University College Dublin, Dublin, Ireland

THE WAY TO INTEGRATION: PALLIATIVE CARE IN EUROPE

There is evidence that palliative care is becoming increasingly integrated into health care
systems across Europe. The data from ( for example),E&RC ATLAS on Palliative Care, soon
to be in its third edition, demonstrates how the vision and scope of palliative care is becoming
more visible with positive outcomes for all European citizens. The WHA 69.14 resolution and
WHO leadership in embeddinglpative care as a public health issue at a global level provides a
strong framework for better outcomes for those in need of palliative care across the European
region. Key to this is a belief in the value of integration and how partnership and colledvorat
can make the difference for optimal palliative care. There are also quality demonstration
projects which show the potential of integration for palliative care.

However, there are challenges to this, not least the fact that Europe is not a singlg enti
but a conglomeration of nations, cultures, beliefs and systems which global health ideals need
to understand. Issues of social inequality, rural isolation, access to essential medications and
immigration/migration are equal challenges for some Europeauntries as the wider
international community. The future integration of palliative care needs to be mindful of the
future generation of practitioners to deliver on this particularly in terms of opportunity of
education and training and employment in thield.

This presentation will consider the issues that integration raises for palliative care in Europe

and consider what solutions may be possible to support this important development into the
future.
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EgidioDEL FABBRO

Virginia Commonvealth University, Richond, Virginia,
USA

RESEARCH AND EVIDENCE TO IMPROVE MEDICINE: PALLIATIVE CARE IN NORTH AMERIC

Over the past 30 years, Palliative Care researchers in North America have produced
landmark studies that affirm the importance of Rative Care (PC) in improving the medical
care experienced by patients and their families. Palliative care is an interdisciplinary approach
that improves the quality of life of patients and their families when facingthifeatening
illness. Preventing ah relieving suffering due to physical pain, burdensome symptoms,
psychosocial and spiritual distress are the foundation of the discipline. The delivery of palliative
care to patients during any period of their illness and in all settings is another inmporta
objective. PC research has led to advances in management of symptoms such as pain, nausea,
fatigue, poor appetite, and delirium. PC researchers also identified the risks of an-opidrt
approach to pain management, underscoring the need for a digignsional assessment and
interdisciplinary management in PC. Additionally, evidence shows patients with greater spiritual
support may experience improved quality of life and fewer ‘b@meficial medical procedures
near the end of life; skilled clinicimommunication regarding goals of care results in greater
patient satisfaction and avoidance of mechanical ventilation and intensive care units; and a
comprehensive clinical model of care that includes inpatient palliative care units and outpatient
clinicsimproves patient and family satisfaction, quality of life, and decreases symptom burden.
Studies have also identified challenging areas that will require increased resources, including a
future PC workforce shortage and regions where access to PC istbutaeking, such as rural
areas and those serving minorities.
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Tania ASTRANA

Latin American Palliative Care Association, San Nicolas,
Argentina

POVERTY, DEVELOPMENT, AND HUMAN RIGHTS: PALLIATIVE CARE IN SOUTH AMERICA

People living in reme povertyare one of the most vulnerablgroups andoften have
limited or no access to health services, including palliative care and the rebefvefe heath
related suffering. The poorest have a shorter life expectation and often die withu@ating
pain and suffering. Access to pain treatment is a component of the right to haaltihthe
denial to the access to the pameliefO2 y a i A G dziSa &/ NUzSf X LyKdzYly
Latin America is one of the regions with the largest ecoimoand social development gaps,
including those related to access to health. In this presentation | will explodedescribehe
inequities inaccess talliative carein the Regiorand the strategies and possible solutions to
meet these challeges.

No
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Jinsun (Julianna) YONG

The Catholic University of Kored/HO Collaborating
Centre for Training in Hospice & Palliative Care, Seoul,
South Korea

PALLIATIVE CARE DEVELOPMENT IN ASIA: RAISING PRAFESSIKRENESS
THROUGH SPIRITUALITY

The level of hospice & palliative care development in Asia remains low. A survey conducted
by the WHO CC for Training in Hospice & Palliative Care in four countries of tHeaéifia
(Mongolia, Vietnam, Solomon Iskd&, and South Korea) revealed that the healthcare
LINEPFSaarzylfaQ LISNOSLIAZ2Y 2F K2aLIAOS g LI ffA
YySSR&a NBYIAY KAIKD® LG A& (GKdza ySOSaalNR G2 @
address thes needs, especially since cancer patients reported a high level of emotional and
spiritual needs that are often neglected.

|
N.

While a topdown approach to development requires much time and effort to materialize,
professional training can bring some immatgi changes within healthcare settings. In the Asia
Pacific, however, there is a general lack of such training. An attempt has thus been made to
offer a spiritualitybased training program to Korean middle manager nurses, which showed
significant improvemg 1&a Ay (G KS LI NI AOALJN yia Qeing.LTheNR G dzl £
meditation program also showed positive effects on cancer patients, demonstrating that
SYKIFYyOAYy3 ALANARGdzr f AdGe OFy AYLINRGS 020K (KS LI

Bytrainy 3 KSI f GKOINBE LINRPFSaaAiazylta (02 RS@St2L) |
multi-dimensional needs through sedfre and spiritual intervention, quality care can be
provided despite limited resources and lack of policies. In the-Radfic, whee most
countries remain under such situation, providing holistic training to foster professional
awareness on holistic care will have fundamental and sustainable effects for future
development.
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EmmanuelLUYIRIKA

Executive Director Africanallative Care Association
Kampala, Uganda

EXCELLENCE AND ORIGINALITY FROM NECESSITY: PALLIATIVE CARE IN AFRICA

Africa has 54 countries and a population of over 1 billion people. It has the highest burden
of palliative care need. This is happening wheealth budgets in most countries have not
reached 15% of the national budgets as they committed in the Abuja Declaration. Despite this
challenges some progress is being made on the continent.

According to the 2017 APCA Palliative Care Atlas, at leasbB8ries have some sort of
palliative care service using different models. Uganda had 229 such services, South Africa 160
and Kenya 70. Onl¥6 countries have p#atric palliative care services. Swaziland has 10.88
hospice services per million of poputati, Uganda 5.87, Gambia 5.02 while South Africa 2.91
per million of population.

28 countries have hombased palliative care services with South Africa topping with 109
home-based services, Tanzania 26, Zimbabwe with 25, and Uganda with 13 and Kenya 12.

For the countries that have the data, the number of patients in palliative care services per
year, South Africa stood at 40,000, Zimbabwe at 5000, Zambia 4000, Botswana at 3210 and
Kenya at 3000.

25 countries have hospital based PC services with highgstage being Swaziland at 100%
of all hospitals, Gambia 83%, Uganda 20% Kenya 14% and Senegal, Tanzania and Botswana at
10%.

The challenges facing palliative care in Africa are inadequate to no funding in most
countries, poor access to controlled medicinasluding morphine, few trained palliative care
providers, not including palliative care professionals in the health establishment and lack of
universal health coverage schemes including palliative care.

Opportunities exist through partnerships to expatite discipline and access to palliative
care on the continent where the governments, the church and other religious bodies, the
private sector and civil society can work together to improve access.
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Azza ASSAN

National Center for Cancer CaredaResearch, Doha,
Qatar

CULTURAL FACTORS ENRICHINGIATIVE CAREBEPALLIATIVE CARE IN ARABIC
COUNTRIES

Each year, an estimated 40 million people are in need of palliative care, 78% of them people
live in low and middleincome countries. Worldwide, dyn about 14% of people who need
palliative care currently receive it. Overly restrictive regulations for morphine and other
essential controlled palliative medicines deny access to adequate pain relief and palliative care.
Lack of training and awarenesspdlliative care among health professionals is a major barrier
to improving access. Palliative Care is focused on improving quality of life for patients and their
families. For most clinicians and patients, the discussion of palliative care is a diffctlt is
complicated by both the clinician's and patient's belief systems, which are frequently heavily
influenced by cultural and religious upbringin§everal different religions and cultures have
been evaluated for their impact on perceptions of lldive care including end of life
discussions. The effect of religion, sense of destiny, quality of life, and process preferences
regarding enebf-life decisioamaking varies from nation to nation. Although the need for
comfort, peace, dignity, and therg@sence of loved ones at the end of life is universal. Still,
unique aspects of culture & beliefs can play a significant role in how the palliative team handles
0KS ReAy3a LINRPOSaad alyeée TIOG2NR Ay TfdsSy-0S I L
of-life care: worldview, ethnicity, geography, language, values, social circumstances,
religion/spirituality, and gender. For example, there are certain culture influencing the choices
about types of support at the end of life, such as whether or not ® n@suscitation measures,
medications, medical interventions, or feeding tubes or whether or not to withhold nutrition
and fluids. The culture can influence who is with the one at the time of death and whether the
patient wants to die at home, in the hosail, or in a hospice facility. Some cultures treat death
with the utmost reverence while others prefer to celebrate the life before it. Other cultures
fear death. Communicating with the patient and the family regarding their cultural beliefs will
help thepalliative care team to provide more efficient support.
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The Eastern Mediterranean region as defined by the World Health Organization includes 22
countries that extend from Pakistan in the east to Morocco in the west. These countries have
significant vambility in population, size, income, Human Development Index (HDI), health
outcomes, and health expenditure.

In many of the developed countries in North America, Western Europe and Oceania, great
strides have been made in the treatment of cancer. Publiaraness has increased, treatment
modalities improved and consequently the number of survivors is rapidly increasing.
Concomitantly, advances in palliative care have also taken place, albeit at a slightly lower pace.
Unfortunately, that is not the case most of the low and middleincome countries. Most of
the countries in the Middle East belong to the latter category, where the majority of cancer
patients are diagnosed with advanced stage disease. For these patients, the only realistic
treatment option s pain relief and palliative care. In Western societies death has become
YSRAOIfAT SR YR OdzN} 6A DS LINPOSRdAzZNBA NB 2F0Sy
Fff 02a0Q FdGAGdzZRS 2F LIKeaAOAlyasz LesBodan A (K
the sanctity of life often complicate eraf-life management. Also, in Western culture there is a
recognizable lack of acceptance of death, leading to reluctance in seekingf-&fedcare; as
Western culture often tries to deny death as aunal process. This may create an atmosphere
where some people are unprepared for their own death or the death of a loved one. By
contrast, Islamic societies, unlike several Western societies, are more death accepting, and live
in coexistence with the reaation of the inevitability of death. Such an attitude has an impact
as to how a patient and his family may view death, also knowing what lies beyond it.

Islam is the dominant religion in the Middle East, and observant Muslims believe that
having an ikess represents an opportunity to enhance the Muslim's degree or expiating
personal sins. Yet, Islamic teaching encourages Muslims to seek treatment when they fall sick,
as it is believed that Allah did not send down a sickness but rather a medicatibnEgample:

The concept of euthanasia which is a accepted practice in the west is not a acceptable practice
YR aSSy gAGK 3INBIG RA&AIONBaa Ay (GKS NBIA2Z2Y aoc
and suffering to the will of Allah, and that eveejfort should be made to relieve suffering.
Moreover, Islamic teaching considers the relief of suffering to be highly virtuous. According to
Islam, adults of both genders are granted the full right to accept or decline medical
intervention. In reality, clse family members are more often directly involved with the
decisionmaking process. Generally, parents, spouses and older children, in descending order,
have greater decisicmaking power than the other members of the family. Islamic teaching
encourages lte community members to visit the sick and the sick to welcome their guests.
Patients, therefore, may entertain a larger number of visitors during their hospitalization. The
use of drugs that might affect consciousness is strictly prohibited in Islam. ¢owmedically
prescribed opioids are generally permissible because of their necessity. Usually, patients and
families accept the use of opioids for symptom management, provided the rationale for their
use is clearly explained to them. Of great importaimcéo explain patients and their relatives

the possible side effects, as there are great concerns about an imposed drowsiness. Issues that
relate to endof-life are compounded spiritually and ethically, and are open for interpretations.
While discussing # prognosis of the loved one, Muslim families are often skeptical about
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receiving clear cut massages from the treating physician. The former are for the most part more
O2YT2NIll 6fS NBOSAQGAY3I fSaa O2yONBGS Asysfirg NI (A
lffl Kda oD2RUaA0 KIFIyRaz YR 6S IINB y24 (2 LINB
largely due to the Islamic belief that the life expectancy of every person is only up to Allah, who

is the one to determine the timing of death. Familié®wever, are very appreciative being

updated as to the patient's condition, in order to enable them to carry out the traditional

funeral rites. Taking all of the above into consideration, caregivers in Middle East exercise all

the precautions and sensitty while talking to terminally ill patients and their families.

Finally, as per WH® recommendation for Palliative Care (PC) development, the country
should start by asking where they are now. It is important to assess the number of people in
need of cacer PC, the needs of patients, heatthre providers and family caregivers, the
existing PC plan and activities and finally, understand its social context. 2 Secondly, the country
should decide where they want to be, i.e. the end goals of its PC prograsnimportant to
define the target population for PC, identify gaps in PC services, set goals and objectives for PC,
assess feasibility of intervention and consider ethical and religious issues. Last but not least, the
country should determine how theyoald reach these goals. To be more exact, this can be
broken down into smaller questions such as: how to bridge the gaps in PC, how to raise the
necessary resources, how to create PC teams, how to educate caregivers, how to educate the
general public and gicy-makers, how to ensure the availability of essential drugs, how to
develop PC standards and how to evaluate and monitor the PC plan and activities.
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THE INVOLVEMENT OF THE COMMUNITY: PALLIATIVE CARE IN INDIA

WSadza St dzOARIFGSR KAa YAaaazy Ay (KAa 62NI RX
FYR KI@S Al Ay TFdzZ fySaadé OW2KY wmMaYmMnod [ATFS
i.e., he brought fullness of life through his words, and actions: through healing, washing of the
FSSG YR S@Sy G2 LRAYy(d 2F ReéAy3a 2y (KS -ONR&aao
a harmony of the physical, psychological, spiritual andaddaculties of a person. Therefore, in
Pratyasha, we approach palliative care from this holistic standpoint.

Genesis & Current Status of CHAI:

In 1940s, the health indicators across the country, especially among the marginalized
communities and the nerable were appalling. There existed not even minimum accessible
maternal and child health services. Soaring maternal and infant mortality, acute malnutrition,
diseases burden due to Tuberculosis, Malaria, gastrointestinal diseases like Cholera and
diarrhea, etc., lack of health literacy/preventive awareness combined with abject poverty and
famine among the masses, ruled the day. The number of qualified women (nurses and doctors)
working in health sector, especially among women religious, was negliJiblese factors
intertwined with superstitions and sociculturatreligious taboos and gross inequalities in
distribution of social health determinants made the health context even worse. The sheer
shortage of women health professionals resulted in prevelgateaths of women and children
in thousands as many of the communities do not permit women to be medically examined by
male doctors.

Responding to the situation, CHAI was established df 28y 1943 by Sr. Dr. Mary
Glowrey, an Australian medic and nualong with 15 other sisters of various religious
congregations, working in various hospitals. The objective was to coordinate/unite the efforts
of various Catholic hospitals and other health care facilities to create a greater iQpeaiting
guality hedthcare accessible and affordable even to the poorest, especially in the ruralfbard
reach medically undeserved areas. For CHAI, this Mission continues today responding to the
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ySgte& SYSNHAYy3a OKIFffSy3asSa A

WAYRdAZAGNE QS SELIX 2A0Ay3 Ay (GKS YAR&G 2F &dzF FSN
Currently, CHAI is one of the world's largest private-footprofit FaithBased Healthcare

Networks, with a membership base of 3537 Member Institutions (M@Yer 90% of them are

headed bywomen. Over 80% of CHAI member institutions, including 2331 health ce6f8@s,

small, secondary and tertiary hospitals spread across all Stategh a total of over 50,000

beds, etcserve in the medically underserved areas where many a time not efneragy public

health facilities exist.

CHAI Mis altogether has a team of 1000 SiBtectors; 25,000 SistéMurses; 10,000 plus
Sisterparaprofessionals and over 5,000 Sister Social Workers, along with a huge number of lay
employees. CHAI Mls render ctiva services to over 21 million patients a year. These apart,
there are rehabilitation, care and support centres for PLHIV and CLHIV, the children/youth with
disabilities, the elderly and the terminally ill, mentally ill; schools/colleges of nursinglked a
health with 8700 personnel passing out annually, etc.

These aforementioned efforts of CHAI and its Mls, contribute towards strengthening of
equitable distribution of healthcare services with community participation in collaboration with
health andvarious other line Depts. of Govt. and other NGOs/FBHNs. These measurers, in turn,
contribute towards country achieving Sustainable Development G@&al'Ensure healthy lives
and promote welbeing for all at all ages”, including the Universal health caye.

Immediate Context Paradigm Shift to Holistic Palliative Care:

The realization of the external and internal challenges faced by the Catholic Healthcare
Network forced the Catholic Health Association of India (CHAI), to initiat8tthéegic Planing
Process{{tt VX Ay O2fflFo02NrGA2Y GHAOGK GKS [/ FiK2fAO
Healthcare, in 2013The goal of SPP is to strengthen the Catholic Healthcare Network at the
National, Regional, Diocesan and Institutional levels, tdefosollaboration with the other
Christian networks and people of goodwill, towards achieving universal access to
compassionate, affordable, rational and quality health care, with special emphasis on the socio
economically vulnerable peopl&PP is alsoMB5 i NP 4 LISOG A @S LINRPOS&a 2F N&F
WISIHEGK F2NJ ! EfQ

The key to repositioning of Catholic health ministry is to enable women religious, who
own/manage most of the Catholic healthcare facilities, revisit their health ministry,
rediscoer their place and role in the emerging context amgghositionthemselves accordingly.

This repositioning also means to meet the external challenges like demographic and
epidemiological transition. This includes mainly a paradigm shift to establish anaintain
centres to take care of the elderly and the terminally ill, with special emphasis on the
marginalized and vulnerable.
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It is estimated that, in India, about 6 million people need palliative care in a year. Only less
than 2% of these people haveaass to palliative care that can relieve suffering. Moreover,
there is also a tendency to exploit in the midst of sickness and dying, due to the growing
commercialization of healthcare.

Responding to the situation, in collaboration with its member totittns CHAI has
launched the projectPratyasha- with a Model 25bed Holistic Palliative Care Centre in
Hyderabad with 6 Holistic Palliative Care Units (HPCUSs) covering three states on a pilot hub &
spokes model.

Currently CHAI now plans to scale Bpatyasha model of holistic palliative care as a
national movement through its member institutions, in order to reach maximum people who
suffer due to lack of palliative care.

In this regard, CHAI and its Member Institutions has started focusing on buddireyv
OFRNB 2F KSIfOK LINPFSaarazylfa G2 NBYRSNI LI}
person/holistic approach. So far, CHAI has capacitated over 250 sister nurses / social workers in
holistic palliative care in collaboration with MNJ Regional Ca@esttre in Hyderabad; also,
over 200 in geriatric care.

Pratyasha a Unique CHAI Model Of Holistic Palliative Care:

Currently CHAI is in the process of developing its Holistic Palliative Care Centre (HPCC) at
Hyderabad as the Hub of Pratyasha movememt unique CHAI Model of holistic palliative
care.lt is a combination of palliative and emd-life Care- ¢ A 1 K | W K gatiet ¢ LIS NE 2 Y
family centered approach, compassionate touch and communication, seciatlyrally-faith
linked psychespiritual support in a pluralist context, not only confined t€ancer but non
malignant chronic illnesses, ensuring adding life to days and peaceful death, care for the
caregivers and bereavement support.

TKS LINP2SOG AyiSyRa (2 NXFBehithant@s/HoBebasded Ndre) & I & K |
embedded/insertedn neighboring communities / institutions, nurturing local volunteers
(Community Home Based Care) througgtlesia Optics (conmmege and experience) involving
local community elders & youth, PRIs & Other Gliné depts., religious leaders / communities,
local schools and other Institutions/organizations.

Pratyasha model believes that Nature has the power to heal, and hence, tries to create
nature-rich healing ambiance catering to 5 sensesmell, taste sound, touch, and sight, with
seasonafruit and vegetable gardens, greenish and flowery indoor plantation, water bodies
(sound of water flowing), aquariums, pet garden: meant for pet therapy, soothing muitsiio- b
therapy ¢ books & audios & videosincucating positive thinking & meaning in life, etc. It
encourages patients and caregivers for free -selfression through group/individual
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sharing/counselling for patients and close caregivers in a prayerful atmosphere, painting,
drawing, clay modeling, etc

As a Centre of Excellence, HPCC gives hands on training to doctors, nurses and local
community volunteers; inculcating pratyasha cadré/t NJ G & | & K lof halistidilhaivg O G & Q
care providers. As a Hub, it provides technical assistance to HPOks#Spincluding
telementoring by skilled/technical experts. It intends to undertake research and advocacy
(including drug availability).

CHAI also gradually buildBratyasha into a national
movement replicating/customizing/mainstreaming CHAI brand Hblistic Palliative care,
including Pratyasha wing in its member hospitals and health centers, facilitating the start of
new HPCUs with uniform standards of care, focusing on health care facilities by CHAI Mis in
rural/remote areas. In this regard, cuny it collaborates with Misereog Germany, 2Worlds
Cancer Collaboratiog Canada, Pontifical Academy for Life (PABome, Pallium India and
other organizations.
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THE WORK OF INTERNATIONAL INSTITUTIONS ADVOCATING FOR PALLIATIVE CARE AS
HUMAN RIGHT

Global advocacy fqgpalliative cards subversive praxis, a stumbling block to health systems
oriented towards cure, a call tonetanoig and therefore to evolutionary systems change.
Palliative care clinicians are natural advocates for their patients in the public square: as
witnesses to the existential distress and total pain of their patients, clinicanes their
legitimate representatives, the voice of the voiceless. Palliative care advocacy requires clinicians
to take the long view, the patient, faithful, eschatalogical perspective, maintained even as the
sharp thorn of untreated patient and caregiveuffering drives us relentlessly on. It is
guintessential mustard seed practice: leaven in the dough of health systems, international
organisations, and of modern society itself. The palliative care ethos challenges contemporary
global health ideology, wbh is fixated on makingoopulations fit to contribute to
GRSOSt 2LIYSyG¢é RAAOFNRAY3I GK2aS 6Kz R2y Qi YI |
From the development perspective, which requires financial returns on investment, the
palliative care ethos iperverse: its promises of social and spiritual returns on investment are
unquantifiable, and therefore appear invalid. Palliative care advocacy humbly requests public
NBaz2dz2NOSa G2 OFNB F2NJ LIS2L)X S gK2 R2ytiodinotO2 y i NA
2T OKIFINRGed 2SS $StO02YS 3IdzSada oK2z2 OlFyQi NBOA
absurd petitions fly in the face of rational public policy and budgeting, particularly in this era of
Gaol NODxis&xQ | yR a
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THE GRACEFUL GIFT OF MERERISTIAN PERSPECTIVE

Among the founders and promoters of Palliative Care all over the world are many
Christians.

Christian FAITH teaches the sanctity of life as a gift of &wdlue which is not reduced by
sickness and limitations. It also points to the coming world, and sees the earthly death not only
as an end, but also as a beginning.

Christian ethics of LOVE urges to reduce suffering as Jesus taught and did, anchttheee i
suffering persordesus himself.

Christian spirituality of HOPE believes in God's active presence in the life of each person. It
calls the care giver to respect the individual with his and her faith, culture and personal
convictions, and to accompatye dying person on his or her way.

Providing loving care and accompanying people on the last journey with all its physical and
psychological limitations, sufferings and fears, is a strong witness for the Christian way of
approaching life and death wittmercy.

An example for this is St. Louis Hospital in Jerusalem, one of the main Palliative Care
providers in Israel. Patients, Families and Care Givers, may they be Jews, Christians or Moslems,
live and work together peacefully in a society torn by cohfind violence. They share a
common aim, and experience a unique form of interreligious and intercultural dialogue.

Palliative Care accompanies people to the bridge between Life and Deradhit builds
bridges of Peace.
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EMBRACING LIFE, FACING DEATH: HINDU PERSPECTIVE

In the journey with a person facing grief and loss, as a palliative care physician my
endeavour is to ease transitions, keep hope alive in the face of despair andamathe
delicate balance between holding on and letting go. As | counsel patients at the crossroads, |
need to be gentle in truthtelling and firm in establishing goals of care. | do need something
more than evidence based medicine. Growing up with stokthe Hindu pantheon, each with
their unique attributes, | am inspired to draw parallels to deal with the turmoil around with
Slidzt yYAYAGR® YR &aSNByAlGed 2 KSWI BlgO Renmindisindet S KA
to do my duty to the best of my ab#itwithout expectations. It is the intention behind the
FOUA2Y X y2i G§KS T NDM@kirtothe prikcpled oDuloktificg weastrivedo (G K S
follow. Accepting the Hindu principles of assimilation, plurality and tolerance, it is easier to
integrate and work as multidisciplinary teams building bridges across barriers. | have learnt life
lessons in the hospice, which, like the temple is more than just a structure. Finding solace in
a Y I Nafhd céonsidering death as an evolution of the soul is Bome caregivers try to cope.
¢KS SYLKFIaAa Ay | AYyRdzAayY A& 2y gl 1SyAy3a (GKS
grateful that the practice of palliative care is a process of introspection and reflection which has
brought me closer to my own faith.
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AGOODLIFE, 4Dhh5 59! ¢l €Y ¢l 9 19.w92 toOw{to/ ¢L=

Judaism teaches that life is of almost infinite value, yet the Book of Ecclesiastes (3:2) tells us
OKIXGKENBE Aa | GAYS G2 tA@GS FyR I GAYS G2 RAS
first book of the Bible, Genesis, which vividly describes in its last few chapters the final illness
and subsequent death of the Jewish Patriarch Jacob, duringhwiaicob had the opportunity to
bless his children, following which he passed away peacefully in his own bed. Ancient Jewish
sources teach us that Jacob actually asked God to create terminal illness in order to allow one
G2 KIF@S GAYS (LbefdréSdeaint S, iRsgrieGénsel the DéwilsiNPatriarch Jacob
may have experienced the first palliative care or hospice death in recorded history.

Interpretation of Jewish texts and prior Rabbinical rulings, from the ancient to the most
modern, has providd and continues to provide Jewish patients and the Rabbis who advise and
counsel them with the knowledge and understanding to make medical decisions in varicus end
of-life and near enebf-life situations that are both appropriate for patients and theimfiies
and are consistent with Jewish law. Key areas impacted by this that will be explored include
overall decision making near the end of life, the management of paimotileesuscitate orders
vs. cardiopulmonary resuscitation, and artificial nutritiand hydration. Jewish mourning and
bereavement customs as a model for a healthy survivor response to loss will also be briefly
discussed.
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THE CHERRY OR THE YEASTIRIEMNIONS OF THE CHAPLAIN IN SPIRITUAL CARE

Palliative Care has been a blessing regarding the integration of spiritual care and the
honoring of whole person care. Within the palliative context every patient is seen as having
spiritual resources andpgitual needs and every clinician is expected to integrate this into the
care plan. So what is the role and contribution of the chaplain then? Is he or she just a cherry
which makes the pie look nicer or is he or she the yeast in the dough which isiaeksebiake
the pie? In this lecture we will explore what chaplaincy can mean in the context of palliative
care and the palliative care team and how the chaplain can counsel clinicians in spiritual care.
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INTEGRATING SPIRITUAL CARE INTO PALLIATIVE CARE

Built on over twenty years of consensus building, research, educational and policy
programs, Spirituality and Health is increasingly becoming ld fire the US and in many
countries around the world particularly in the context of caring for patients with serious and
chronic illness. Two consensus conferences in the United States and an international
conference in Geneva, Switzerland resulted in a ehddr interprofessional spiritual care and
recommendations for its implementation. Participants gathered to bring their collective
knowledge, wisdom, and passion for improving health care systems to discussions of strategies
and standards for creating merspirituallycentered compassionate systems of care through
the integration of spirituality, in the broadest sense, in diverse health systems globally. The
findings were published in 2014- Improvingthe Spiritual Dimension of Whole Person Care:
Reachig National and International Consenspsblished in the Journal of Palliative Medicine.

Models for interprofessional spiritual care are based on the ethical guidelines in palliative
care that all healthcare professionals have an obligation to attendl 6S A NJ LJ- (4 A-Sy i Qa
psychosocial as well as spiritual and that they should work with spiritual care professionals such
as chaplains who are the experts in spiritual care. ISPEC, a global train the trainer program in
interprofessional spiritual car will be discussed as well as partnerships with professional
associations of spiritual care professionals in helping countries develop culturally appropriate
professional spiritual care leadership in their health settings.
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ACHIEVING VALUE FOR MONEY IN PALLIATIVE AND END OF LIFE CARE

Despite significant methodological and practical challenges, there is a growing body of
evidence regarding the cosfffectiveness of palliative care. Palliative care is a complex
intervention for people who have complex needs, and therefore does notaily into the
commonly used frameworks for assessing eféctiveness. Interventions are personalised
and varied, many of the services support other care providers, and beneficiaries include
families and caregivers. Particular challenges can be toacasvalue aspects of services such
as accessibility and availability (even for services that are not used). Widely used quality of life
tools appear not to be very sensitive in the end of life context, and may significantly undervalue
improved care.

This presentation will briefly review the challenges in assessingeaftsttiveness and value
for money in palliative care, and will report on the growing evidence on benefits and costs.
Some studies show that palliative care can be -asting despite aséving better outcomes.
This is largely from better support for decision making that reduces use of services that have
little or no value, but high costs and some worsening of quality of life. In other cases there is
evidence that good palliative carevalued highly. We need to expand the evidence using tools
that allow comparison with other healthcare, but which are sensitive to the measurement
challenges in palliative care.

32



ThomasVAIKATHUPARAMBIL

Director Lisie Institutiongerala, India.

PALLING UP FOR PALLIATNEE
WDhs5 I !{ /1h{9b !{ ¢h 19[t hb9 !bh¢l owé o{a

The timing, demand and opportunity to expand access to palliative care are unprecedented.
The public and private health care markets are unglessure to provide higher quality care for
the growing number of chronic antérminally ill patients. We need policy initiatives that
address workforce needs, research and payment models linked to quality measiseswe
need legislations tdfacilitate research, professional development and public education in
palliative careFormulation and implementation of certain policies by the governing bodies can
help in the successful development of Palliative Care Services in the society.

In this presentatio, we discuss the various policies that need to be formulated by
governing bodies to achieve an eftive palliative care progranThe various funding models
are discussed. The role of Cathaiburchand Lisie hospital as a role model too has been
discused. What the future holds for palliative care and how to build resources and train
YFYLR26SN a 6S SyaSN) LIEEAFGADGS SNI Ffaz2 KIa
J3ft260Ff QQX A& (GUKS ySé YIFIYOuNr F2NI LIEEAFGASS O
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