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Background: Palliative care programs are rapidly evolving for patients with life-threatening illnesses. Increased and earlier access for
facilities is a subject of growing importance in health services, policy, and research. Aim: This study was conducted to explain stakeholders’
perceptions of the factors affecting the design of such a palliative care system and its policy analysis. Methodology: Semi-structured in-depth
interviews conducted following purposive sampling of the participants. Twenty-two participants were included in the study. The interviews
were analyzed using qualitative-directed content analysis based on “policy analysis triangle” framework. Results: The findings showed the
impact of four categories, namely context (political, social, and structural feasibility), content (target setting), process (attracting stakeholder
participation, the standardization of care, and education management), and actors (the Ministry of Health and Medical Education, health-care
providers, and volunteers) in the analysis of the palliative care policies of Iran. Conclusion: In the past 6 years, attention to palliative care
has increased significantly as a result of the National Cancer Research Network with the support of the Ministry of Health. The success of
health system plan requires great attention to its aspects of social, political, and executive feasibility. Careful management by policymakers
of different stakeholders is vital to ensure support for any national plan, but this is challenging to achieve.
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INTRODUCTION need of these services can access them, the required workforce
and funding, the role and position of health-care centers and
personnel, the role of information technology, and the impact
of social, ethical, and cultural issues.[? Every country has
different views on palliative care as part of its health system.!®!
The first step for health-care policymaking, therefore, seems
to be to explain the stakeholders’ perceptions in the context of
the country’s health-care system. At the same time, common
principles hold in the programs, or at the very least, there are
many common dimensions that influence policymaking, and
the use of the existing models can play an important role in
identifying these common dimensions.

Cancer is the third leading cause of death in Iran,!!! and
Cancer statistics indicate the registration of 90,000 new cases
in the country every year.[!) Considering cancer patients’
need for specialized supportive care, pain management, and
symptom control, one of the main requirements of the health
systems of all countries is to provide palliative care services
to cancer patients.”’) The World Health Organization (WHO)
has recommended all countries to give priority to this type
of care in their public health programs. The lack of access to
these services in a community is synonymous with neglecting
human rights.*! This type of care is relatively new in Iran
and is provided in a sporadic manner, and the number of  Conceptual framework

service-providing centers is very low in proportion to the entire  The Walt and Gilson policy analysis framework 1994,
population.”! Given the prioritization of palliative care services ~ presented for analyzing the health policymaking process in
at various levels by the WHO, Iran’s Ministry of Health has

recently been designing a palliative care system by prioritizing
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developing countries, addresses four dimensions that make
up the totality of a policy, namely context, content, process,
and actors.”! This model offers a method of problem analysis
and finding ways to deal with the problem and can be used
to analyze how a set of policies, organizations, and social
values affect an issue.l'” It answers the question of what
political, economic, social, and cultural factors affect health
policymaking at the national level.'! This framework is
especially designed for policy analysis in the health sector and
analyzes the four aforementioned dimensions together.'? This
model is a simple approach to intersectoral communication
in the health sector and emphasizes that these four factors
interact with each other. For instance, the “actors” dimension
is influenced by the context in which people live and work;
“context” is affected by the various political, economic, and
social factors at play; the “process” of policymaking is affected
by the “actors;” and the “content” of policy refers to the general
objective of the policy or a set of specific objectives and actions
planned to achieve the goal. Since one of the concerns of
policymakers in the current health system of Iran is to design
a palliative care system, the present study was conducted to
explain stakeholders’ perceptions of the factors affecting the
design of such a palliative care system and its policy analysis.

This qualitative research was conducted from August 2016
to February 2017 using the content analysis method. The
participants included 22 stakeholders, including cancer
patients, caregivers, health-care providers, experts, and
policymakers, who were selected using purposive sampling.
The patients included in the study had received a definitive
diagnosis of cancer by a specialist and at least 6 months had
passed since their diagnosis and were undergoing treatment
or were in the follow-up stage of their treatment. The studied
caregivers had been directly involved in taking care of a
cancer patient for more than 6 months. The studied health-care
providers included nurses, physicians, social workers, and
psychologists, with more than 1 year of experience in working
with cancer patients. Cancer experts and policymakers were
also among the participants of this study. The present research
was carried out at the oncology departments and clinics
affiliated to Shahid Beheshti University of Medical Sciences
as the main referral centers in the country. Data were collected
through semi-structured in-depth interviews. The interviews
were held at a quiet place preferably of participants’ choice
with prior arrangements and continued until data saturation
occurred.

The interviews were designed differently for the patients, care
providers, and policymakers. Before beginning the interviews,
the participants were asked to complete a demographic
questionnaire and sign an informed consent form; permission
to record their voices and take notes was also obtained from
them and they were ensured of the confidentiality of their
data and their anonymity in the publication of the results
and also of their right to withdraw from the study at any

stage they wished. The interviews began with a general
open-ended question such as “Please talk about when you
first learned about your disease. What training needs did you
have then?” (question for the patients), “What were your
training needs for providing care to the patients?” (question
for the care providers), and “What are the training needs
of a care system developed for patients?” (question for
the policymakers). The interviews were recorded and then
transcribed verbatim to ensure that participants’ entire words
were preserved. The text of the interviews was first read to gain
a comprehensive understanding of its content, and meaning
units and initial codes were then determined.!'*! The initial
codes were categorized and analyzed based on the Walt and
Gilson (1994) health policy analysis framework.”! To ensure
the reliability of this study, Guba and Lincoln’s four criteria
were used.!™ The ethics approval for the research was obtained
from Shahid Beheshti University of Medical Sciences under
the code IR. SBMU. RAM. REC.1395.70.

Twenty-two participants were interviewed in this study,
including seven cancer patients, two caregivers, six health-care
providers, and seven policymakers. A total of 546 codes were
extracted from the analysis of the interviews. After removing
the repeated codes and merging the similar codes based on the
health policy analysis framework, the codes were categorized
into four main categories, namely context, content, process,
and actors, and 11 subcategories and 25 secondary categories
were also formed [Table 1].

The main category of “context” includes political, social,
and cultural factors that were classified into three secondary
categories, namely political feasibility, social feasibility, and
structural feasibility.

The health sector has an important role in the main policies
set by governments. Political authorities’ support and the
priority given to health by the government were extracted as
the subcategories of this secondary category. The participants
noted that the support of political authorities and health-care
and health education administrators from scientific and
academic centers in different educational and research fields
related to cancer leads to the production of new science. They
also believed that the health sector should be the priority in the
government’s macro plans and decisions. One of the physicians
believed that, “In this government, health is one of the
country’s top priorities, and the Health Sector Evolution Plan
seeks to reduce the out-of-pocket costs of treatment, improve
the access to services, and develop the health infrastructures.”

According to the participants, social factors are one of the
determinants of health policies and their subcategories include
community demands, the culture of seeking specialist care,
false beliefs, the participation of the institutions, and the
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Table 1: Main categories, subcategories, and secondary

categories

Main Subcategory Secondary category
category

Context Political feasibility Political authorities’ support

Social feasibility

Structural feasibility

Priority given to health by the
government

Community demands

Culture of seeking specialist care
False beliefs

Participation of the institutions
Dominant religious beliefs
Infrastructure of the health system

Adequacy of the executive
organizations

Content Target  Infrastructure Formulation of executive policies
setting  management  Design of models integrated with
the national health system
Classification of services and the
referral system
Formulation of executive policies
Resource Human
management  Financial
Physical equipment
Process Attracting stakeholder  Intersectoral relationships
participation Job descriptions
The standardization Preparing service packages
of care Preparing guidelines
Preparing technology
Educational Academic planning
management Staff training
Increasing public awareness
The empowerment of patients and
caregivers
Actors The Ministry of Health

and Medical Education
Health-care providers
Volunteers

Governmental and
nongovernmental
medical, educational,
and research centers

dominant religious beliefs. In this study, attention to health
services was considered a public demand by the participants.
Moreover, the participants pointed to the unreasonable
behaviors of the general public about the use of some services,
which can affect palliative care programs, including family
physicians and the referral system. “People think that they
should visit a specialist as soon as they develop a problem,
although our media is also responsible for this. In most
television shows about health issues, they tell people to visit
a specialist when they have this or that ailment” (a physician).

The spiritual and religious approach in dealing with diseases
was noted by the participants as an underlying factor affecting
palliative care systems. “When I accepted my illness, I knew
my greatest reliance was on God, and I poured my heart out

for Him and said ““You have redeemed me with this illness and
made me pure” (a patient).

The lack of familiarity in the public with the concept of
palliative care and the stigma of cancer were also considered an
underlying factor affecting the design of such a care system. The
stakeholders argued that facilitating state, nongovernmental
organization, and public participation in the provision of these
care services could be an effective social factor.

The participants considered the Ministry of Health’s structure
an effective factor involved in the design of a care system. This
subcategory includes the infrastructure of the health system and
the adequacy of the executive organizations, which refer to the
available resources and facilities and the role of the executive
units (in particular, universities and their affiliated centers) as
the first centers for providing health-care services. “According
to the health sector evolution plan, hospitals are obliged to
procure all the medications and equipment they need for their
patients themselves, and insurers are committed to reducing
people’s share of the costs paid, which means that we have a
good potential for providing services” (a physician).

This main category is comprised of a set of objectives
and actions planned to achieve the general objective and
includes the secondary category of target setting and the two
subcategories of infrastructure management and resources.

From the perspective of the participants, the design of a
care system requires attention to various infrastructures,
including the formulation of executive policies, the design
of models integrated with the national health system, and the
classification of services and the referral system (infrastructure
management). The participants noted the importance of
transparency in organizational policies. “At the macro
level, certain policies and goals are designed with respect to
international norms, but executive policies are also needed with
specific goals and practical executive mechanisms; planning
should be carried out on all three levels — the macro, meso,
and micro” (policymaker).

The stakeholders proposed integrating the services of the
palliative and supportive care system with the health system
as one of the most important goals. Considering that the
health-care system is organized to provide justice and access
to services for all people at the first, second, and third levels,
the participants also noted the importance of the classification
of services and the access of those in need of more specialized
services through a referral system predicted in policymaking.

One of the most important goals in designing a care system
is to consider resources in three categories, namely human
resources, financial resources, and physical equipment
(resource management). The most important challenges of
a palliative care system in this category, as discussed by the
stakeholders, include the required size, composition and
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skills of the workforce, the special attention to reducing
patients’ out-of-pocket costs and the attention of policymakers
to the share of insurance companies, and providing the
needed physical space for the care recipients. An insurance
policymaker said, “For patients with cancer, what’s happening
is that the person himself/herself should not be the one taking
care of himself/herself; a system has to be designed for them
regardless, and the most appropriate way to do it is through
insurance; other ways won’t work.”

This category consists of the secondary categories of attracting
stakeholder participation, the standardization of care, and
educational strategies.

In this study, the participants argued that stakeholder
participation is a significant help in the identification of the
needs of the care system. The most important components
of this subcategory are intersectoral relationships and job
descriptions, which refer to the existence of various paths for
coordinating the activities and programs of the care system
and the clarity of everybody’s performance.

The participants discussed the promotion of standard measures,
clinical guidelines, and updated services, which can be
classified into three subcategories, namely preparing service
packages, guidelines, and technology. Due to the types and
complexity of cancer, patients need different service packages.
These packages can include instructions on how to provide
services at different service points and for different types
of cancer and can also define different insurance tariffs for
different patients. At the same time, the participants believed
that there has to be a valid system of scientific evidence in
clinical encounters with the patients. Moreover, the remarkable
advances in information technology in the world have led to
the idea of using these services for improving care services.

The participants proposed educational management as an
effective factor in the policymaking process of a palliative care
system that can be divided into four subcategories, including
academic planning, staff training, increasing public awareness,
and the empowerment of patients and caregivers.

The interviewed stakeholders noted the importance of a specific
palliative care curriculum and an educational content appropriate
to cancer-related disciplines and research as the academic needs
of the palliative care system. Among the issues raised by the
stakeholders is the design and development of a postgraduate
course in palliative medicine as an effective intervention in the
field of education: “A palliative medicine fellowship program
has been designed by the educational planning commission of
the Ministry of Health’s medical education secretariat to raise
physicians’ knowledge in this area” (a physician).

The continuous and multidisciplinary training of human
resources to create and strengthen the various required skills

is amajor need in the field of education, and multiprofessional
team management was most emphasized by the participants.

In this study, public awareness and the necessity of attracting the
public attention to the sources of information were considered
by the stakeholders as part of the subcategory of increasing
public awareness. The participants emphasized the importance
of increasing public awareness about advanced types of care,
the public’s willingness to access valid information resources,
and the need to change the society’s attitude toward refractory
diseases such as cancer.

The findings of the study showed that patient and caregiver
training has mostly led to the empowerment of the patients
and caregivers and is most effective in their own view when
it continues from the time of the patient’s admission to the
time of discharge and later on: “When the training given is
continuous and the follow-ups are ongoing, our confidence in
the care received and the process of recovery also increases”
(a patient). Regarding the importance of home care and the
care needs of cancer patients and their families, the willingness
of this group to receive home care creates a good opportunity
for empowering the patients and their families.

Actors, defined both inside and outside the government, have
an important role in policy implementation and include the
following secondary categories in this study:

In the national health system of Iran, of all the top-level actors,
the Ministry of Health is in charge of designing the palliative
care system and is held responsible for it on behalf of the
government. “In our country, the Ministry of Health is the
policymaking entity and medical science universities are its
executive entities. Universities are expected to have a great
influence on the design of this system, including education,
support, and even program monitoring” (a faculty member).

Palliative care is provided within an interdisciplinary team of
physicians, nurses, social workers, psychologists, nutritionists, and
rehabilitation specialists. Physicians and nurses are key members
of the palliative care team. A policymaker said “The complex
nature of cancer necessitates a comprehensive team for providing
care. A nurse is the head of this care team, and they have trained
a specialist nurse for each disease in advanced countries who
serves as the link between the care team and the treatment team.”

In a palliative care system, physicians are one of the main pillars of
care provision. A policymaker said, “In particular, the presence of
general practitioners (GPs) and family physicians at the first level
of care provision reduces unnecessary care and hospitalization and
also facilitates the access to health-care services.”

Volunteer groups and community-based philanthropic
organizations perform effective actions since their motivations
to support patients are personal.
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Policymakers and care providers have noted the importance of
strengthening universities and their affiliated centers to train
an expert workforce and multidisciplinary teams.

Palliative care is currently one of the challenges of the
health system in Iran and its establishment as one of the
goals of the health system requires the identification of its
effective factors. This study was, therefore, conducted to
analyze the factors affecting palliative care policymaking
in Iran. The findings showed the impact of four categories,
namely context (political, social, and structural feasibility),
content (target setting), process (attracting stakeholder
participation, the standardization of care, and education
management), and actors (the Ministry of Health and Medical
Education, health-care providers, and volunteers) in the
analysis of the palliative care policies of Iran.

Regarding context, the support of responsible entities, such
as the government’s prioritization of health, the health
infrastructures, and the presence of executive agencies in the
country play an important role in the development of a care
system. Based on success stories from other countries regarding
the establishment of a palliative care system, national macro
policies have played a key role in the systematic provision of
care services,'” and “the design of a palliative care package for
cancer patients in Iran” has begun since 2011 in the National
Cancer Committee with the support of the Cancer Department
of the Ministry of Health and is still in progress.['" In addition
to the public attention to health services, the present study
found that some people believe that this approach is merely
associated with end-of-life services. Other studies have also
discussed the improper perceptions of health-care workers!!”1%]
and the misconceptions of patients and their families about
palliative care.'”? Although public attitudes toward palliative
and end-of-life care are complex and vague,?” changing
people’s attitudes toward these services is one of the key
factors underlying the achievement of palliative care goals.?!

The growing culture of seeking specialist care in the field of
health and people’s referral to specialists before the diagnosis
of'the disease leads to the imposition of additional costs and the
patient’s confusion; in most parts of the world, GPs or clinical
nurse specialists are the key providers of palliative care.??!
Overcoming this challenge, as stressed by the participants, can
play a significant role in designing a proper care system by
encouraging the participation of private and public institutions
in raising public awareness about these services and their
means of access and also by training GPs and nurses who can
provide these services.[?*?¥ Spirituality can therefore affect the
quality of patient care by affecting the caregivers’ health.>
Considering that 98% of Iranians are Muslim, spirituality
is considered an essential component of people’s life that is
deeply rooted in the culture and history of the country;?® it

can be considered an underlying factor affecting the design of
a palliative care system.

Regarding content, it is important to determine the executive
policies of the service provision system. Countries that have
been successful in providing palliative care have treated these
services as part of their health system” and have integrated
them with oncology care services,?® while, according to the
participants of the present study, no such thing is defined in
the health system of Iran. A similar challenge posed is the
classification of services. Theoretically, health services and
referrals are presented at three levels in the health system
of Iran; given this important infrastructure, these services
have been designed in Iran in the form of the comprehensive
national program for palliative and supportive cancer care at
three levels, including the first-level care, which is provided
in the community, health houses, and rural clinics. The most
important pillar of the first-level palliative care is the referral
system established which seeks to meet the patients’ needs at
very little cost, and if necessary, refers them to higher levels of
the service.?”! This scenario is the basis for providing services
in successful health systems.[3%

Another major challenge in target setting is financing.
Although after launching the health sector evolution plan,
chemotherapy and radiotherapy have become free of charge
for cancer patients if admitted to public hospitals, which is
an almost unique advantage of the Iranian health-care system
throughout the world,?! there are no tariffs for other services
such as home care and hospice. Designing service packages
for different insured is a good financing policy that enables
better access to health-care services. In some countries, such as
Canada, the UK, and Italy, insurance tariffs have been defined
by the private and public sectors and by charities, especially
for providing home care and hospice services,* while there
are still no home and hospice care centers in Iran.

According to the health policy analysis, process is concerned
with people’s performance and provision of services. The
complexity of cancer and the various levels of services in
palliative care mean that people’s performance should be
determined in different settings. The results indicate the lack
of a defined job description for members of palliative care
teams in Iran!'” and demonstrate the need for building a proper
infrastructure.

Moreover, the limited palliative care services in Iran are often
lacking in clinical guidelines and are only offered based on
personal experience and knowledge. Some guidelines have
been prepared and used locally in institutions. Examples
include a guideline for spiritual services and pain protocol
which significantly affects the patient’s quality of life.[?334
Meanwhile, as reported by the Clinical Practice Guidelines for
Quality Palliative Care (2013) in the US, the expansion and
diversification of palliative care areas has led to the design and
updating of guidelines and consequently the improvement of
the quality of life, the continuity of care, and the standardized
provision of services to the patients.”*!
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The newly emerged palliative care system of Iran is faced with
an inadequate training, awareness, and expertise among its
health-care providers, especially nurses and physicians,* and
the lack of public knowledge and awareness about the services
offered through this system.?” A reason for the inadequate
training in this area is the lack of formal training in palliative
care, which hinders the provision of these services. Developed
countries have the experience of designing palliative care
curricula, offering palliative care programs at the postgraduate
level, and training both a general and an expert workforce.
In response to these needs, some measures have been taken in
Iran, such as the design of an interdisciplinary curriculum for
palliative care with the situation analysis and needs assessment
of cancer patients; however, these measures may prove more
effective if palliative care service points are also established.P®

Actors play an important role in the design and implementation
of policies. In Iran, the Ministry of Health and Medical
Education is the top-level agency in charge of the health
system and is responsible for planning and implementing
health policies at the national level; part of this responsibility
is delegated to medical science universities across the
country. Considering that health-care services are classified
into different levels in Iran, community-based health-care
providers such as health workers (behvarz), midwives, GPs,
and nurses can help in providing community-based palliative
care. The interdisciplinary nature of palliative care with a team
approach consisting of caregivers is a factor that contributes to
the provision of services, cost reduction, and quality of life.”!
Continuous interdisciplinary education can help overcome
the challenges in this area, such as the failures in teamwork,
the ambiguities in the job description of health-care workers,
and the lack of coordination between different sectors of
the palliative care system. Attracting volunteer help to the
palliative care system helps provide financial assistance to the
patients and controls and coordinates the services provided by
charitable entities and community volunteers and thus plays
an important role in the development of a proper care system,
since volunteers are one of the main funders of palliative care
systems.[*]

Although the present study is one of the few studies that
analyze palliative care system policies through the policy
analysis framework, considering the extent of the issue and
the fact that this study is qualitative and has been conducted
on a small number of the stakeholders, the generalizability of
the findings is low.

The growing number of cancer patients in Iran and the aging
population, on the one hand, and the importance of health
equity as a national policymaking goal, on the other hand,
demonstrate the importance of designing a comprehensive care
system more than ever. The success of a health system plan
requires great attention to its aspects of social, political, and
executive feasibility, the use of suitable scientific capacities,

and consideration for the different actors involved. Making
policies on this important issue with a comprehensive and
holistic view of its components, including an emphasis on
proper target setting, using methods of payment, regionalization
and referral system in the health care system. In view of these
findings, future studies are recommended to design a palliative
care system for cancer patients and employ a pilot study to
implement it as an operational model.
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