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ABSTRACT

Palliative Care (PC) is a set of approaches that aims to improve physical, social and psycho-
logical well-being of both patient and the family. PC should begin at diagnosis and continue
throughout treatment till the end of life. In Turkey, PC is at its infancy; the Pallia-Turk Project,
to improve PC, has been implemented by the Ministry of Health since 2010. Turkish Ministry
of Health has launched regulations on PC including both as a home care team and also hos-
pitalization settlement in 2014. After these regulations, the number of PC units in Turkey has
increased significantly. There is no certified PC specialization or resident program in Turkey
for physicians and no certification programmes for nurses. However, PC education programs
organized both by the Ministry of Health, Middle East Cancer Consortium and international
and national cancer congresses by the oncology groups are encouraged in recent years. For
most of the families, “palliative care” means end-of-life care. Hence, the health staff in PC, at
first, should describe the mission and objective of PC both to the patients and to the families.
The second most important point is that, the health care professionals should be sensitive and
tolerable of various traditions or religious beliefs in order to meet the needs of patients and
families and ensure a “good death” and healthy bereavement.

KEY WORDS: Palliative Care; Pallia-Turk Project; Well-being for patient and the family

ABBREVIOATIONS: WPCA: World Palliative Care Alliance; PC: Palliative Care; MECC:
Middle East Cancer Consortium; DNR: Do-not-resuscitate.

INTRODUCTION

The World Health Organization (WHO) defines palliative care (PC) as an approach that impro-
ves the quality-of-life (QoL) of patients and their families facing the problem associated with
life-threatening illness, such as cancer, through the prevention and treatment of symptoms and
side effects of the disease and its treatment, by means of early identification and impeccable
assessment and treatment of pain and other problems, physical, psychosocial and spiritual.'? In
a patient diagnosed with cancer, PC should begin at diagnosis and continue through treatment,
follow-up care, and the end-of-life.?

In developed countries, PC is well developed; but in the most resource limited settin-
gs, PC services are still uncommon. The Pallia-Turk Project, to improve PC in Turkey, has been
implemented by the Ministry of Health since 2010.

CURRENT STATUS OF CANCER AND PALLIATIVE CARE IN TURKEY AND CULTURAL ISSUES
AND CHALLENGES

Turkey has undertaken the Health Transformation Program from 2002 on, to transfer and im-
prove the health system and its outcomes and the situation regarding public health, insurance of
the patients, and the patient satisfaction has improved in the following decade. Turkey’s health
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care system has underwent radical changes since 2003 both in
the provision and financing of health care services. The most im-
portant of these was the removal of different accessibility rules
between social security schemes and applying the same rules to
all of them.>* Under the General Health Insurance Scheme, all

_ citizens are covered by the Social Security Institution. Health
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} services are predominantly government-based managed through

a social security scheme, by the Ministry of Health. When the
patient has a chronic disease such as diabetes, hypertension or
cancer, the patient receives full reimbursement.>’

World Palliative Care Alliance (WPCA) like WHO, is
an organization that promotes activism, monitors progresses and
provides resources on education and policy to countries develo-
ping PC. WPCA in 2011 updated a global inventory of hospice
and palliative care development with multiple factors and assig-
ned the countries to six categories.® According to this inventory,
Turkey was upgraded from group II (defined as, capacity buil-
ding country) in 2006 to group 3b (defined as, there is generali-
zed palliative care provisions) in 2011.6

Turkey is a member of the Middle East Cancer Con-
sortium (MECC), which aims to promote health care and encou-
rages cancer education and research. MECC has been suppor-
ting the improvement of PC in the region by conducting various
education and training programs in PC in cancer since 2004 in
various Middle East countries, including Turkey.>”

The Turkish Ministry of Health has launched a national
cancer control programme in 2009.'"° The programme includes
five main headings: Registry, prevention, screening and early di-
agnosis, treatment and palliative care. The Pallia-Turk project in
this respect has been implemented by the Ministry since 2010.'°
This project, focuses on implementation of a PC model with fa-
mily physicians, nurses and home care teams so that patients
with chronic diseases can receive basic PC services. This project
also integrates non-government organization (NGO)s and local
municipals to cover the psychosocial, economic and religious
needs of the patients. The project secondarily aims new legisla-
tions for morphine prescription to increase morphine availability
and to train the medical staff against “opiophobia”. The project
has three levels of organization: Primary, secondary and tertiary
palliative care centres. In the primary level organization, family
physicians and home care teams manage patients; patients who
need higher level health care are referred to secondary or terti-
ary level centres.'” Home care teams are responsible for simple
acute interventions such as pain relief, constipation, wound dres-
sing and parenteral drug administration. In an evaluation done
in 2011, the majority of almost 40,000 patients who received
home care had neurological disease (45%), cardiovascular dise-
ase (21%) and other chronic diseases, only 4% had cancer.>>!°
Thus, most patients with cancer have not received home care.
The number of patients receiving home care has increased sig-
nificantly to 760.645 in 2016. However, the number of cancer
patients receiving home care is still inadequate. Currently, as of
2016, Turkey has 5495 physicians working in 954 home care
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teams.'® The Turkish Ministry of Health has launched regulati-
ons on palliative care including both as a home care team and
also hospitalization settlement in 2014.'® Secondary teams inc-
lude at least one physician as the head of the team educated and
experienced in PC and and co-physicians, nurses, physiothera-
pist, nutrition expert, psychologist and social workers. Tertiary
centers work in a multidisciplinary approach and include all
physicians related with PC (internal medicine, surgery, medical
oncology, radiation oncology, cardiology, thoracic diseases, ps-
ychiatry, physical treatment and rehabilitation, anesthesiology
or algology, general practitioners), experienced oncology nur-
ses, social workers, physiotherapists, nutrition experts, psycho-
logists and religious people. The medical oncologist is usually
the coordinator of the team. These centres also plan and take role
in research and training activities of doctors, nurses and social
workers and interact with NGOs and local governors.>!*!7!8 The
number of PC units in Turkey has increased from 15 in 2014 to
197 in 2016; the number of beds for PC patients has increased
from 179 in 2014 to 2020 in 2016."

Although, formal PC units or team are not available in
most oncology centers in Turkey, most medical and pediatric
oncologists, internists, anesthetiologists and family physicians
provide some form of PC in their inpatient or outpatient clinic by
way of consultations with the related disciplines. Although there
are some education programs on pain and other symptom cont-
rol, formal comprehensive PC curriculum is not yet present.>!?
PC continuing education for residents and doctors are more sa-
tisfactorily done. During the fellowship programs of medical or
pediatric oncology specialties, there is few formal PC lectures in
the curriculum. However, residents and fellows mostly learn PC
while caring for these oncology patients during their hospitaliza-
tion. There is no certified PC specialization or resident program
in Turkey.>"?

Most nurses in medical/pediatric oncology get the ex-
perience while working in the oncology ward, from more expe-
rienced nurses and the pediatric oncologist/hematologists. In ge-
neral, there are no certified PC/hospice care specialist nurses. PC
in general has not been incorporated yet into the curriculum of
nursing at both undergraduate and postgraduate level.! Howe-
ver, PC training, for both physicians and nurses, is increasing
via interdisciplinary care program in the inpatient clinics and via
lectures and courses in national meetings and also in doctoral
and postdoctoral curriculum.>"” The Ministry of Health, has or-
ganized PC educations for nurses and doctors since 2010.'3

There are perminent psychologists and psychiatrists as
a part of PC only in a few oncology centers. In most centers,
psychology/psychiatry consultation is requested from the related
department as needed. There are few social workers, almost no
art therapists employed in the oncology centers. A liason psy-
chological support is very helpful in the centers that have the
team to perform it. At pediatric setting, sometimes families do
not control their feelings and may have unrealistic expectations
or they may deny their children’ diagnosis and/or the news of
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end of life. The families also need psychological support. Thus
every center should have a permanent psychological support
team.” The medical/pediatric oncology doctors and nurses try to
cover the role of the psychologist, social care worker in many
centers. Although, oncologists advise and apply standard tre-

. atment protocols, they also respect patients’ and their families’
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- wishes. Mostly, it is the families rather than the patients’ who

participate in the decision. In pediatric cancer, the families are
informed of the malignancy and the prognosis of the disease in
detail, the child is informed of the malignancy in words that they
may understand according to their age. Most parents do not want
the doctor to tell the child that they have “cancer”, and the doctor
tries to convince the parents to at least use the term “tumor” in

> the first session. In adults, especially in the elderly, most families

do not want the patient to know that he/she has cancer.* Tur-
kish patients suffering from cancer clearly express their desire
of being told about cancer diagnosis and prognosis.?*?! However
families believe that cancer is ‘that is not to be named’, since
nothing can be done to treat it and it is always fatal.*?**! While
this is dishonesty, it is also an expression of the individual’s de-
sire to protect a loved one from cancer — the bad news. However,
the family members also deprive the patient of the right to make
decisions about his or her life.* Physicians tend to respect the
patients’ right to know the truth but is limited from the family
pressure.*202!

In a recent study, advances in technology, cancer treat-
ment and supportive care; adequate family support and presence
of governmental health insurance were reported as important fa-
ctors for high levels of hope.” Financial problems were reported
to negatively affect the psychological distress and thus adversely
affect the level of hope.?? Contrary to the general attitude and be-
lief of the families in developing countries, the total hope scores
of patients were found to increase with their information level
about the disease. Hence, at diagnosis, family members should
be convinced that the patient himself/herself should also be in-
formed of his/her disease.

In two surveys conducted among health care professio-
nals in Turkey,? it was reported that the high number of patients,
the limited number of staff in the healthcare team, the limited
time that may be allocated to each patient, and the cultural and/
or educational background of the patient are important barriers
in providing PC. The patient at terminal stage may not be hospi-
talized due to lack of available hospital bed. The intensive care
unit (ICU) beds are also very scarce and the oncologist is con-
fronted with the hard decision of whether to use the oncology
bed or an ICU bed either for a patient who has a high chance
of cure or for a dying patient. Written PC policies or guidelines
should be established in each center. There is a lack of com-
munity awareness about PC in Turkey, but surveys show that
volunteers for psychosocial support, mostly in pediatric onco-
logy are somewhat more active in big cities like Istanbul, Ankara
and Izmir. Some NGO voluntary groups try to give psychosocial
support especially to children by organizing parties, picnics, and
celebrations which are very much appreciated by the patients
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and the parents. They also sometimes make home visits to the
patients.

The right of dying patients has not yet been established
by law in Turkey, and do-not-resuscitate (DNR) order or practice
of euthanasia for patients suffering from refractory symptoms is
not legal.>?*?* End-of-life care is given mostly in the inpatient
setting. Although, most of the patients or family members in ru-
ral areas prefer to stay at home at their end-of-life period, most
patients in urban areas and most families of children with cancer
prefer to stay in the hospital in the terminal stage, in contrary to
many countries in the Middle East, where the patient or fami-
lies prefer the patient to die at home where they are cared for
by their family.>* Sending the patient home to die is frequently
considered by the families as “giving up on us” and the hospital
sometimes becomes more “home” for the patient than his/her
own home. However, if hospice or home care were available,
they could prefer it. Sometimes, families resist PC consultations
because this may symbolize evidence of the patient’s deterio-
ration, which may be difficult to face. For most of the families,
“palliative care” means end-of-life care; they think this kind of
care will stop all the other medications about the cancer disea-
se itself. Hence, the health staff in PC, at first, should describe
the mission and objective of PC both to the patients and to the
families. All cancer care must be provided respecting families’
spiritual, cultural background to promote a sense of well-being
and to ease suffering of the patients and the families. So health
care professionals should be sensitive and tolerable of various
traditions or religious beliefs in order to meet the unique spiritu-
al needs of patients and families and ensure a “good death” and
healthy bereavement.>

As aresult, the patient and the family should be offered
an integrated model of PC that continues throughout the course
of the illness, regardless of the outcome.*?* Both regulations and
legislations done by the Ministry of Health to improve the health
system including PC is promising.

There is always a need of funding for the organizati-
ons necessary in the PC setting. This funding issue should be
supported by the government, also the support of NGOs may be
incorporated. To increase the awareness of the importance of PC
in the public, thus facilitate the support of the public and NGO’s
the media including TV, internet (facebook, twitter) newspapers
may be used.

Regarding medication for pain relief in cancer, there
are regulations for prescriptions and distribution of opioids in
Turkey. These are controlled by the Ministry of Health. Thus
illegal use of opioids is avoided. Opioids can be prescribed by
all physicians including family physicians.>>!* The Ministry of
Health has also planned to decrease the unnecessary legislation
according to European Union guidelines by 2015 and e-presc-
riptions, like the prescriptions of other drugs, are also planned
for opioids.>’ Since the end of 2014, slow releasing morphine is
being produced in Turkey.'
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CANCER CARE TO FOREIGNERS IN TURKEY

Multidisciplinary cancer treatment in Turkey is quite advanced
in comparison to most countries in the region. Some cancer pa-
tients come from Middle East countries, Balkan countries and

. Turkish origin or Turkish speaking countries. There are also
- refugees coming to Turkey from neighboring areas of conflict.

Around 3 million and 500.000 Syrians have come to Turkey sin-
ce 2011.%7 In addition to refugees’ basic needs, the health care
needs of refugees have been addressed. Refugees with cancer
can be treated at tertiary government and university hospitals
free of charge. In a recent study evaluating 212 refugee children
with cancer, the survival outcome of these children was found to
be similar to the Turkish children with cancer.?®

CONCLUSION

It is essential that improved PC program should be integrated
into national health-care systems to control the suffering of all
adult and pediatric patients including patients with cancer. This
national policy enables to develop quality standards, funding,
and accessibility of adequate care for most patients and fami-
lies and serves a major role in facilitating to establish the PC
units/teams and education like PC curriculum and availability
of essential drugs for health-care professionals. PC units/teams,
hospices and home care services should be established both
for adults and children. Health-care professionals should have
postgraduate PC education. Governmental attempts are needed
to increase the number of nurses, psychologists, psychiatrists,
social workers and art therapist and in the centers. Evidence-ba-
sed pain and symptom management and PC written guidelines
should be available for the clinical use of doctors and nurses in
all oncology centers. Non-govermental organizations may be in-
corporated in the PC efforts. The media may be used to improve
the awareness of PC in the public. Government, non-govermen-
tal organizations and health care professionals should collabora-
te to improve PC in Turkey.
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