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Introduction: To establish a palliative care system (PCS) in Iran, it is necessary to identify the potential barriers.
Aim: This study aims to highlight the views of stakeholders to know the challenges of providing palliative care
for women with breast cancer.

Materials and Methods: Semi-structured in-depth interviews are used with purposeful sampling conducted
in Tehran, Iran; from January to June 2015. Twenty participants were included in the study: nine patients with
breast cancer and ten health-care providers. The interviews were analyzed using qualitative directed content
analysis based on Donabedian model. Data credibility was examined using the criteria of Lincoln and Guba.
Results: Based on the pattern of Avedis Donabedian model, two main categories were identified: (1) palliative care
services in the health system still remain undefined and (2) lack of adequate care providers. The subcategories
emerged from the main categories are: (1) Inexistent home care, (2) specialized palliative care being in high
demand, lack of: (a) Rehabilitation program and guidelines, (b) treatment/training protocols, (c) inefficient
insurance and out-of-pocket costs, (d) patient referral system, (e) nontransparency of job description, and (f)
weakness of teamwork.

Discussion: The findings of the study identify views and perceptions of patients as well as the health professionals
around the challenges of providing palliative care. To establish a structured PCS, we need to meet the challenges
and remove perceived barriers to, including but not limited to, building up knowledge and awareness of health
professionals, educating professional, and developing updated, well-defined, and standard treatment protocols,
tailored to local conditions.
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illness persuaded cancer specialists to apply the term
“cancer tsunam?’ in a bid to highlight the severity of
The high incidence of breast cancer in Iran and reduced country’s human and financial losses stemming from
age of contracting this hard-to-cope-with and costly
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this disease.l!! In Iran, breast cancer is the most common
cancer in women.? it does comparatively incur the highest
direct costs of treatment so much so that the average total
cost of pay out-of-pocket costs on breast cancer has been
estimated at 2,053,000 Tomans ($ 684 USD) per month.

Due to the high cost of health care and lack of skilled
manpower to provide health care, it requires a heightened
level of specialized services in palliative care, owing to
the increased incidence as well as lower age distribution,
as compared to other countries.”® Today, provision of a
comprehensive quality care is an undeniable necessity."*!
However, providing integrated client-based services, for
some reason, including changes in the trajectory of diseases
toward chronic diseases and aging population, still remains
a major challenge for health-care system.”

Palliative care, as a basic human right, is essential for cancer
patients.®""! Yet palliative care is defined as a care philosophy
and a structure-based system to provide organized care
that attempts to alleviate or extenuate suffering through
early identification and management of pain and other
physical, mental, and intellectual problems, which should
be accessible based around patients’ needs.!"! Palliative care
programs encompass a wide range of services including
home care, day care, inpatient/outpatient units, hospital
teams, and nursing home as required by patients with
chronic diseases.">"”! These services are not limited only
to specialized palliative care services, with level varying
from one country to another. It is, however, estimated
that over 20 million people are in need of palliative care
in low- and middle-income countties across the world.["!
Taking into account the role of PC in cutting down on
unwanted hospital admissions!' and enhancing the quality
of life,!" as well as reducing the financial burden of cancer
bearing heavily on the health system,!' the health-care
professionals are trying to provide the highest quality
care using available resources.!'” In addition to providing
clinical PC services, they considered a logjam around the
health system in developing countries. In Iran, palliative
care is a brand-new concept with no written plan of
specialized services in accordance with the proportionate
share of the overall demand.!"¥ Sporadically delivered, PC
does not enjoy adequate support to the extent that patients
usually do not receive essential care such as nursing as well
as those associated with social, psychological, physical, and
spititual needs."” Although government’s noncommittal
approach to the philosophy of PC s said to be the greatest
stumbling block to gaining access to and running the PC
programs in the developing countries, and that the majority
of problems to the implementation of PC services arise
from absence of government strategies, consistent national
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policies, and broad negotiations with countries involved,
it seems that structural hurdles to be the main concern
of the health system structure of such countries, thereby
considering the hindrance to establishing a palliative care
system (PCS)."*?!l Based on the researchet’s systematic
surveys, it seems that the existing knowledge in the field of
palliative care is not well expounded, with limited studies
delving into the stakeholders’ perceptions about palliative
care as well as the obstacles and challenges to its being
established.?*! Therefore, proper planning in relation to
palliative care for cancer patients is a perceived need in
the Iranian health system.” As models and theories can
help researchers with identifying, describing, explaining,
or predicting,” Donabedian model, as a conceptual
framework, was used in this research.””! In regards to the
fact that identifying the matrix as well as the views of
stakeholders are sine gua non and indispensable conditions
of planning, the current study was conducted in response
to the question “what is the stakeholders’ understanding
and views about the existing structural challenges to
providing palliative care in Iran?” It is the perceived
barriers to supportive and palliative care and to help the
development of this type of service.

This qualitative study used semi-structured in-depth
interviews with purposeful sampling conducted in Tehran,
Iran, from January 2015 to June 2015. Under this model, the
quality of care provided in the health system is defined in
three measurable dimensions: Structures of care, processes
of care, and outcomes. In this model, structure is meant to
be the context or the environment in which patients receive
services, such as equipment, facilities, personnel, healthcare
policies, and cultural, social, and political characteristics
of society.

Participants consisted of twenty health practitioners and
women with breast cancer referring to the outpatient
palliative care clinic in the Cancer Research Center of
Shohadaye Tajrish Hospital (SBMU CRC) and Medical
Oncology ward at Taleghani Hospital affiliated to Shahid
Beheshti University of Medical Sciences as second referral
center in the field of cancer in Iran.

Inclusion criteria for the admission of patients are:
Definitive diagnosis of cancer made by a specialist, being
aware of the diagnosis, lapse of at least 6 months from
the time of diagnosis and treatment or completion of
treatment cycle, and ability to speak in Farsi language.
The criteria for admitting care providers included working
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in the area of care and treatment of cancer patients and
having at least 1 year of hands-on experience in the field
of cancer. Since in qualitative research there is no set
criterion to determine the number of participants prior to
the study, sampling continues as long as other participants
do not add new information to the findings and thus, it
goes uninterrupted till we reach data saturation.”® In this
study, data saturation was reached right after conducting
twenty interviews. The researcher, before the start of the
interview, explained to the participants the purpose of
the study, confidentiality of information, and recording
of interviews. They were asked to complete the consent
form if they wished to participate in the study. Each
participant agreed to have her views used while opting to
remain anonymous.

The Ethics approval was obtained from the Shahid Beheshti
University of Medical Sciences with code no.: SBMU2.
REC.1394.51. The researcher, using pivotal questions,
including: “During the treatment, what services were most
needed by you/client?”... “What is your expetience of
receiving/offering carer”.... “For what reason you were
unable to access the services you needed (patients)?”...
“For what reason you could not offer services to your
patients?” (healthcare providers). The interviewer, using
follow-up questions, encouraged the patients to express
their deeper experiences. Questions like “what do you mean
by that?” “What did you feel then?”... “What happened
next?”... “Could you possibly make yourself more clear
by setting an example?” and so on. All the interviews were
recorded by digital audio recording. The interviews were
immediately transcribed after having been carefully listened
several times, citing modes of expression such as laughter,
sighs, tears, and silence were written. The interview process
lasted for 30—90 min.

Directed content analysis (guided) was used for data
analysis in which initial coding starts with a theory or
similar research findings. This kind of analysis is useful
in predicting variables of interest and/or the relationship
between variables, as well as in determining initial codings
and the relationships between codes.” The interviews
were transcribed by the researcher in parallel. Texts were
perused a couple of times to gain an in-depth and correct
understanding, and then broken down into the smallest
meaningful units.”” The codes were grouped into two
main categories using Donabedian model. The entire
coding processes of all the interviews were managed using
qualitative data analysis software MAXQDA 10 (VERBI
software, GmbH, Berlin/Germany). To ensure validity and
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reliability of data in this study, Lincoln and Guba’s four
criteria including credibility, dependability, conformability,
and transferability were used.*!

In this study, twenty participants comprising nine women
with breast cancer and 11 care providers were interviewed.
Patients’ age ranged from 35 to 61, with the average
age of 43 years. They were all married. An interval
of 8-80 months has passed since the initial diagnosis.
Of these, seven patients underwent total mastectomy,
one breast-conserving, and one partial mastectomy
surgery. Health-care providers included nine clinical
nurse specialists (seven females and two males) and two
physicians. The median years as a palliative care provider
were 10 years (range 3-21(. In analyzing the interviews,
685 codes emerged once all duplicate codes were removed
and similar cases merged, which were characterized in two
main categories and eight subcategories [Table 1].

According to the health professionals, the PC services
still remain ill-defined in the health sector|, including
home-based care services, rehabilitation services,
specialized palliative care services, insurance coverage and
out-of-pocket costs, and lack of patient referral system.

According to the participants, ill-defined care at the end
of disease and unawatreness of families about the benefits
of these services gave rise to unnecessary and recurrent
hospitalization of patients, thus unnecessarily occupying
hospital beds and incurring financial burden:

“The family insists on hospitalizing the patients with cancer who
are at the final stage, and have already received extensive metastasis.
If home care services are launched, hoteling costs and nnnecessary
occupation of the beds will be dramatically decreased’ (physician).

Table 1: Categories and subcategories from the
analysis
Main categories  Sub-categories

Home palliative ~ Home care

care services not Specialized palliative care

yet defined o
Lack of rehabilitative program
Inefficiency of insurance coverage and out-of-pocket costs
Patient referral system nonexistent
Inadequacy Lack of care and education guidelines / protocols
of healthcare Lack of awareness and transparency of job description
workers

Weakness of teamwork
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“Many patients are hospitalized in ICU before the end of their life
becanse we do not provide any kind of palliative care services at hone,
especially in the presence of families” (physician).

The participants stated that patients with advanced cancer
are often hospitalized in general wards. More coherent
healthcare will be provided once palliative care services
are known and determined:

“Currently we visit caseloads of patients casually as acting consultants
in the hospital wards, and if otherwise the patient requires more
advanced measures, we will not be able to provide special palliative
care” (physician).

Participants, while emphasizing the need to provide
palliative care soon after diagnosis of cancer, said that
due to the structural problems, the grounds for providing
rehabilitative services were not laid right from the beginning;

“The situation goes like this that the patient on her initial visit
followed by diagnosis goes through treatment stages, and returns home
after surgery; afterward, in case she observes any symptom of the
disease again, she will have to repeat the same cycle of treatment. . ..
Unfortunately, there is no post-treatment comprehensive and systematic
program for a back-to-normal life pattern to return to normal life,
and most patients are released like that... Rebabilitation is a very
important part of cancer treatment”(physician).

Skyrocketing costs are incurred on families, owing to
the chronic causes of cancer, which are out of their
means. Most of the patients believed that health-care
insurance does not meet their needs. One of the patients,
a 55-year—old patient, being in the follow-up phase, said:

“My doctor told me that I had to buy foreign-made medicine if 1
wished to quickly get better. Foreign-made drugs are too expensive and
not covered by insurance policy, and we cannot afford to pay 200 §
monthly off a retirement pension” (patient)

Another patient is quoted as saying:

“T cannot use the benefits of my supplementary insurance as some
medicines are not duly covered and 1 have no choice but to use medicines

avatlable in the public hospitals” (patient).

In line with the patients’ comments, the health-care
providers also reiterated the inadequacy of insurance
service coverage:
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“With regard to the long waiting quenes that the cancer patients face in an
attempt to secire an empty bed for outpatient or hospitalization services. . ..
one more problem is that insurance companies do not cover palliative
services, or the high costs of treatment that villagers have to bear” (Nurse).

A GP with 5 years of experience in cancer care, said:

“It is not specified whatsoever in the health system that what type of
service we provide excactly. .. even no funding source or budget row is
defined for palliative care services” (physician).

The health providers mentioned that there is no specified
directory meant for referral when dealing with patients
with breast cancer, which per seleads to the patients’ ending
up in confusion and fatigue in the course of treatment
process.

“Once a diagnosis of cancer is confirmed, we should begin treatment.
We do encounter a whole lot of problems though. In addition to being
under the stress of cancer diagnosis, patients are involved with financial
and many other problems as well. .. first we need to know where fo
make the referral fo...” (Physician).

Participants expressed that the establishment of a referral
system based on stratification of health services is one of
the essential objectives in the treatment of patients with
breast cancer:

“Taking appropriate action for early diagnosis based on the gnidelines
available, referral and follow-up requirements is almost absent. .. and
that the health system should provide all the three types of prevention,
treatment, and rehabilitation” (physician).

Participants in the study believed, that the care providers’
lack of adequate knowledge and awareness of PC,
nonexistence of clinical guidelines and protocols in primary
care and education, fuzzy and vague job descriptions, and
weak teamwork skills are among those structural barriers
to providing effective palliative care.

The health sector responsible to provide quality care
requires skilled, knowledgeable, and experienced staff in
the field of palliative care. This sphere of activity, however,
is suffering due to the shortage of experts and insufficient
knowledge and know-how on the part of the providers.
One of the doctors said:

“There is a critical shortage of palliative care specialists and only
oncologists bear the brunt of treating patients” (physician).
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Of other structural problems plugging up the flow of
providing favorable PC, as participants enumerated, are:
Pioneer and trainers not designated, unclear job description
for palliative care team, and inadequacy of in-service
training in the field of PC:

“The main problem we face is lack of access to education and that
there is no designated tutelage. Instructional materials are perhaps
available casually either online or in print, but we must sum it all up
and get to know who is going to present this (instructional materials)”
(Physicians).

On the need to educate nurses specializing in this atea, one
of the participants says:

“During the four-year degree program in nursing, 1 did not receive
professional training in the area of providing care to patients who are
in the final and bereavement stages, or facing complex problems. 1
believe it is highly essential to have a cancer nursing track introduced
in the graduate program” (Nurse).

In addition, participants expressed their dissatisfaction
with the inadequacy of the in-service training programs
in relation to palliative care:

“To provide better care for patients, we need training on how to manage
complications becanse patients with chronic diseases have complex
needs and it is of great importance to manage the situation” (Nurse).

To the participants, education is the integral part of healthcare,
and one of the challenges in providing palliative care is the
lack of standard and formal educational curriculum:

“There should be a system to educate people from the beginning on
how to bebave in society. The main problem is lack of education.
Instructional materials are available on the internet and in books
sporadically, but we have to have a good rundown of these sources,
and make it clear whose duty is to present it (material), not just a
pile of manuals and brochures to be used at times when the patient
feels like interested to read” (physician).

In other words, lack of formally written protocols for
educating patients is one of the other challenges in the
area of cancer care provision:

“Developing standard curriculum specific to patient education ranks
one of the main concerns in the field of the cancer, and the treatment
team often face challenges in this area. For instance, the patient
sometimes asks questions about the type of diet whereas the doctor
or dietitian may not be aligned with nursing edncation” (Nurse).
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The participants hold that teamwork is an essential element
in the effectiveness of cancer treatment, yet being neglected
in the medical community. Participants believe that the
care of patients suffering from advanced cancer should be
provided by an expert team fully conversant with clinical
situations such that the initial base of PC provision is the
existence of teamwork culture within health-care providers.

One of the participants touched on the need for a
multiteam system for patient care, but, however, absence
of teamwork culture is evident across the health system:

“A patient has already nndergone surgery, and the idea of surgeon/
physiotherapist working in tandem, thus far, has not gone down very
well... A surgical patient, bedridden, yet not able to easily move
ber band up, muscles weakened cansed by decreased mobility or
post-surgery pain and some swelling in the area of surgical site and
shoulders. ..” (physician).

The findings of this study, aimed to explain the perception
of stakeholders around the structural challenges to
palliative care provision for women with breast cancer,
showed that structural challenges are classified into two
categories: Not-yet-elaborated palliative care services and
inadequacy of healthcare providers.

Lack of specialized palliative services, referral system,
and inefficient insurance services are cited as structural
impediments to providing palliative care by the participants
so much so that even with a change of policy of providing
specialized palliative care toward primary care provided
by general practitioners and community health nurses,!
and awareness of the benefits of palliative care of the
interdisciplinary counseling teams, the cancer patients in
Iran still receive their needed care in hospitals while centers
that provide home care are few and far between, and there
is no such thing as hospices.” One of the important
aspects of care provided to patients with cancer is the
availability and possibility of utilizing medical resources and
financial support by both the government and insurance
organization to the extent that issues such as patients’
insurance coverage (amount of out of pocket payments),*!
and failure to provide health services based on leveling, and
consequently increases in health care costs, seem to be the
ostensible barriers to palliative care provision in this area.!'!

Service tariffs seem to be among the main challenges to
palliative care services provision, which practically renders
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impossible manpower recruitment (doctors, nurses, and
all service providers). Obviously, without service tariffs,
home-care services will be out of question.’’? One
of the measures taken to address this problem is the
“Health Reform Plan.”®! and now after 1 year into the
implementation of the plan, 95% of the population is
covered by supplementary health insurance and people’s
out-of-pocket payment in the area of health scaled
down from 55% in 2009 to 10% in 2014.P4 Therefore,
cooperation between organizations and insurance
organizations on a large scale is regarded one of the
constructive approaches toward promoting care based
on the clients’ individual needs and life quality revolving
around the development of cooperation across individuals,
groups, and organizations.!'"]

Despite the need for specialized training and basic
knowledge and skills in providing PC for all health
professionals,” patticipants in our study were cited as
holding that lack of knowledge/awareness of the palliative
care treatment team and the weakness of teamwork are the
core causes of the care providers’ inefficiency. Tahmasebi
stated that more than half of the Iranian physicians possess
scant knowledge in the area of palliative care and its
philosophy, symptoms management, and how to go about
the palliative care,’” with more than half of them agreecing
to their having little knowledge in pain control management
and end-of-life and palliative care principles.P”

Different studies acknowledge that the main problem
with the health system in Iran, in the area of palliative
cat, is lack of definition of palliative care in the health
system, lack of PC job title for nurses,” limited number
of palliative medical specialists,” inefficiency of nurses
in providing palliative care,™ and shortage of in-service
training programs to empower professional staff.l’’!
Furthermore, consistent with the rest of the world (except
for a few European countries) incorporating a palliative
care module to be integrated into medical curriculum was

B and there is no such thing as syllabus
[15,24,38 40]

not compulsory,
content as far as PC is concerned.

Among other factors affecting the quality of care is team
collaboration."* The results emerging from numerous
studies showed that teamwork failure, interprofessional
conflicts and the concomitant tensions,*! lack of
coordination between services, heterogeneous palliative
care coverage,* unclear job descriptions,*! lack of
awareness, and transparency of duties between health
workers*l can contribute to challenges in palliative care
provision.
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Palliative care, being a dynamic discipline and considered
a specialty in medical science, requires collaborative
teamwork reinforced by its being multidisciplinary by
nature!’” thus, important step can be taken toward resolving
the structural problems within the PCS via promoting a
culture of teamwork among other health team members
through formal education, heightening professional
awareness around palliative care and concerted measures
of the PC support groups, health administrators, and policy
“481 In short, under the health policy instrument
for promoting primary care, enacted by the health policy
and reform secretariat in 2007, the flaws in the healthcare
structure of Iran include lack of insurance coverage,

makers.!

centralized structure, failure to establish the position of
nongovernmental sector, inefficacy of the existing structure
against new needs such as cancer, physical resources taking
precedence over human resources, lack of balance in the
staffing, financing, payment system, and the lack of rules."*!

Itis noteworthy that the current study is qualitative and has
been conducted on a small number of participants, thus
being of narrow generalizability.

Today one of the challenges of the health system is the
provision of palliative care services to chronically-ill
patients. Participants believed the PCS in Iran is at the
mercy of structural impediments such as improper
definition of palliative care services, including home care,
palliative care and specialized rehabilitation programs,
inadequate training and lack of awatreness and expertise
of palliative care staff, lack of educational guidelines and
protocols on healthcare, lack of transparency of duties,
poor teamwork, and inefficacy of Insurance. In Iran,
Palliative care is a new discipline and its objectives are
not yet fully achieved. It is hoped that in near future, the
system will be all-set by improving staffs’ professional
awareness in the health system and removing the existing
structural barriers. Although the aim of this study was to
evaluate the structure, there was no significant distinction
between structure, process, and outcomes. In addition, the
components which are included in the current study as
structure coincide with proposed structural components in
the study of Farjah and Detterbeck 2015.5% With respect
to the gravity of services tariffing, authorities in the health
system may endeavor to determine relative value of services
and health services tariffing, taking into account the existing
structural barriers to establishing PC system.

This study is part of a doctoral nursing dissertation of
Shahid Beheshti University of Medical Sciences. The full
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title of dissertation is: “Design a service package palliative
care for women with breast cancer.” The study sponsors
had no role in the study design, data collection and analysis,
data interpretation, report writing, and submitting or
publishing the article.
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