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Abstract

Given the situation of cancer patients as vulnerable patients and the threat of COVID-19 in the society, integration of home-
based palliative care services into the healthcare system is essential. The aim of this qualitative study was to explore the
current barriers of integration of palliative care services from hospital to home for cancer patients during the COVID-19
Pandemic and to provide suggestions to resolve them. Semi-structured interviews were conducted with 25 stakeholders in
the healthcare system, including health policy makers, healthcare providers, clinical home healthcare experts, home healthcare
researchers, university faculty members, clergy, family caregivers, and cancer patients. Data were analyzed using directed
content analysis method based on the World Health Organization Public Health Strategy for Palliative Care. Challenges were
extracted in 4 main categories, containing education barriers (3 subcategories), implementation barriers (9 subcategories),
policy barriers (5 subcategories), and drug availability barriers (2 subcategories). Based on the results, removing the barriers
and establishing a strong infrastructure for home-based palliative care services is recommended in the healthcare system by
concentrating on 4 essential factors, that is, utilizing a coordinating nurse during the process of patient’s hospital discharge,
establishment of connecting outpatient palliative care clinics to home healthcare centers, access to palliative care tele-
medicine and development of a comprehensive and flexible home-based palliative cancer care model in our context.

Keywords
cancer, COVID-19, home care services, palliative care, hospital to home

common conceptual understanding of integrated care.” It
can be said that it is a pervasive term, consisting of wide and

Introduction

Cancer control is one of the priorities of World Health
Organization (WHO) health programs. A comprehensive
cancer control program includes screening, early detection,
care provision for cancer survivors and palliative care.!
According to the WHO, palliative care is an approach that
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improves the Quality of Life of patients with life-threatening
illness and their families by prevention and relief of symp-
toms through early detection, careful assessment and treat-
ment of physical, psychosocial, and spiritual problems.? A
multidisciplinary team, including physicians, nurses and
other healthcare professions should meet the complex needs
of cancer patients in different settings levels.® Thus, provid-
ing an integrated healthcare services within a strong infra-
structure can be helpful and a priority.*

The WHO explains that “integrated care is often contra-
posed to fragmented and episodic care, and it is used synony-
mously to terms like coordinated care and seamless care,
among others. However, there is no unifying definition or
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multi-component ideas and principles that require coordi-
nated care based on the individual’s needs.® Transition of
care is one of the integral part of integrated healthcare ser-
vices.” It is defined as a patient’s movement through the
healthcare system from hospital care into primary care or
vice versa.® In the process of transition of care, home health-
care services are essential for cancer patients to achieve opti-
mal health goals.’ In addition, most patients who need
palliative care prefer to stay at home. Therefore, palliative
care should be provided as part of primary care in the
community. '’

But transition of palliative care services from hospital to
the community is a challenging process.!! In this process,
planning for continuity of cancer care during hospital dis-
charge is essential. A review of the literature shows that there
are several barriers for successful transition of care, includ-
ing an inappropriate transition time, lack of proper health
insurance, and insufficient knowledge about transition of
care.'? In addition, medical and medication errors, inade-
quate communication, and deficiencies in care coordination
have been reported during the transition of care.!®

However the spread of the COVID-19 in the current situ-
ation, has caused a massive shift in the distribution of health-
care services in Iran, and it cannot be ignored. As, cancer
patients are among the high-risk groups, excluding their
unnecessary visits at hospitals has a great effect on reducing
their risk of infection and creating peace of mind for the
patients and their families.'* So far, there has been presented
a very limited data on the impact of the COVID-19 on the
process of integrated care.'® In Iran, with the start of the
spread of the COVID-19 disease, patients suffering from
chronic diseases, especially cancer, refused to go to hospitals
and clinics due to the high risk of infection and preferred to
receive healthcare services at home. Therefore, this study
was conducted to explore the current challenges in integra-
tion of palliative care services from hospital to home for can-
cer patients during the COVID-19 Pandemic, and to provide
suggestions to resolve the challenges.

Theoretical Framework

The theoretical framework of this study is based on the WHO
Public Health Strategy (PHS) for Palliative Care.!® This
strategy originates from the Public Health Model (PHM)
(Figure 1). In 1990, the WHO established the PHS to inte-
grate palliative care into health care systems. This strategy
contains recommendations and guidelines to governments on
how to integrate national palliative care and cancer control
programs into the health care system of a country and change
the experience of patients and families. This strategy has 4
aspects: (1) appropriate policies, (2) adequate availability of
drugs, (3) education of health care workers and the public,
and (4) implementation of palliative care services in all lev-
els of the community.'*
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Figure 1. WHO public health model.'®

Healthcare Profile of the Country

A glance at the healthcare profile of Iran shows that there is
a national public healthcare network and a private sector
which are governed by the Ministry of Health and Medical
Education (MOHME). The national public healthcare is
called Primary Health Care (PHC) network and covers both
urban and rural areas in the country.!” The private sector also
plays a significant role in healthcare provision, where it
mainly focuses on secondary and tertiary prevention in urban
areas.'®

Evidence shows that both palliative care and home health-
care centers are progressing in Iran. A “comprehensive
national program” for providing palliative and supportive
care for cancer patients has been started by the National
Cancer Research Network in the MOHME from June 2011.
Furthermore, a “palliative care committee” was established
in the MOHME with the aim of integrating palliative care
into the healthcare system in 2013.' Moreover, the current
situation shows that home healthcare centers are one of the
important components of the healthcare system in Iran. There
are 704 licensed home healthcare centers in 30 provinces of
Iran, and they are progressing and developing. Right now,
the private sector has authorities for home healthcare centers.
Also, several university hospitals, assisting the private sector
and deliver home healthcare services to chronic patients after
hospital discharge.?

This study was planned to integrate home-based palliative
care for cancer patients from hospital to the community.
Based on the structure of our healthcare system, we planned
to integrate the palliative cancer care from hospital to the
network of the PHC, and private home healthcare system in
the country.

Research Question and Objective

The study research question was: “What are the experiences
and views of the stakeholders (health policy makers, health-
care providers, clinical home healthcare experts, home
healthcare researchers, university faculty members, clergy,
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family caregivers, and cancer patients) of the barriers of inte-
grating home-based palliative cancer care services into the
healthcare system during the COVID-19 pandemic?

The objective of the study was to explore the experiences
and views of stakeholders about current barriers for integrat-
ing home-based palliative care services of cancer patients
into the healthcare system during the COVID-19 pandemic
based on the WHO strategy.

Methods
Study Design

This is a qualitative content analysis study for integration
home-based palliative care services of cancer patients into
the healthcare system. It is part of a Health Policy and
Systems Research for developing a home-based palliative
cancer care model in Iran. This study was carried out from
March 1 to June 30, 2020 according to the needs of the soci-
ety due to the spread of the Corona disease and the disruption
of the palliative care for cancer patients after hospital dis-
charge. In Iran, the first- case of the COVID19 was intro-
duced on February 19, 2020 and after that on March 1, the
total number of infected cases was 978, and by June 30,
227,662 cases were reported. Also, on June 1, the total num-
ber of deaths was 66, and on June 29, 10,670 mortality cases
were reported in the country.?’ The WHO declared the
Corona pandemic on March 11, 2020.?

The ethical code of the study was obtained from the
Research Ethics Committee of the university (IR.SBMU.
PHARMACY.REC.1397.096).

Participants

The participants were selected by purposive sampling up to
the data saturation. They were 25 stakeholders, including
health policy makers (3 persons), healthcare providers (3
persons), clinical home healthcare experts (7 persons), home
healthcare researcher (one person), university faculty mem-
bers (3 persons), clergy (one person), family caregivers (4
persons), and cancer patients (3 persons). They were selected
from MOHME, 3 large medical universities, and 2 important
centers with home healthcare services for cancer patients and
palliative care, including 1 university hospital and a private
cancer prevention and control center (MACSA) in Tehran,
the capital of Iran. In this study, key informants were identi-
fied and selected from these organizations based on the
inclusion criteria to obtain in-depth and rich information.
Cancer patients were eligible in this study if 1year or
more had passed from their diagnosis and they had received
home-based palliative care services at least 6 months. Family
caregivers included in the study, if they involved directly in
the caring of their cancer patient at home at least 6 months. In
addition, inclusion criteria for selection of the rest of partici-
pants were, having experience and expertise in the cancer

and palliative care field and involved with home care for
cancer patients at least 5 years.

Data Collection

Data were collected using in-depth semi-structured face to
face or telephone interviews with participants. All interviews
were conducted by the first author in a quiet environment.
The time of interviews for each participant was between 20
and 60minutes. Before beginning the interview, the first
author described the purpose of the study and obtained per-
mission for the interview and recording. Participants were
informed that their participation in the study was voluntary
and can withdraw whenever they prefer. Semi-structured
interviews were started with different type of questions for
various types of participants. For example: “what is your
experience of transitional care of cancer patients from hospi-
tal to home? “what is your experience of integrated home-
based palliative care for cancer patients in the current situation
of our healthcare system?,” “what are your experiences of the
barriers or challenges of transition of palliative cancer care
services from hospital to the home or vice versa in the health-
care system?,” “how is it about the barriers or challenges with
the integration of home-based palliative care services into the
PHC network and home care system in the current situa-
tion?.” Example questions for patients and family caregivers
were: “what caring challenges do you experience during the
transition from hospital to home?,” “what type of healthcare
services do you need when your patient take a care at home?”’
and “what is your experience of receiving home palliative
care services?.” During interviews, probing questions such as
“can you explain more?”” and “can you give me an example?”
were asked to access to deep experiences of participants.

Data Analysis

A directed content analysis method was used for data analy-
sis by the approach of Hsieh and Shannon?? within the frame-
work of the WHO PHS for Palliative Care.!® All recorded
interviews were transcribed verbatim immediately and the
whole of each interview was read several times to reach a
comprehensive understanding of its content. Subsequently,
meaning units and initial codes were extracted. Data analysis
was done using MAXQDA-10.

Rigor of the study

The criteria of Guba and Lincoln were used for rigor of the
study, containing credibility, confirmability, dependability,
and transferability.>* For data credibility, we used the method
of prolonged engagement with participants and spending
time to collect and analyze the data. Also, the research team
members independently reviewed all the analyses. The anal-
yses audited by 5 external referees (including 2 faculty mem-
bers from 2 nursing schools with doctoral degrees in nursing
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Table 1. Demographic Characteristics of Stakeholders (n=25).

Variables Number (%)
Sex
Male 11 (44)
Female 14 (56)
Education
Specialist physician and or PhD. 11 (44)
Master of Science (MS) 3(12)
Bachelor of Science (BS) 7 (28)
College 4 (16)
Stakeholders
Health policy maker 3(12)
Healthcare provider 3(12)

Home healthcare researcher I (4)

Clinical home health care experts 7 (28)
University faculty member 3(12)
Clergy I (4)

Family caregiver 4 (16)

Patient

and qualitative studies experts as well as 3 doctoral nursing
students from 2 schools with skills in qualitative studies). In
addition, dependability was achieved through systematic
recording of the research process, and confirming examples
of codes by 2 qualitative researchers. Moreover, the extracted
codes were given to 3 participants to confirm the accuracy of
the extracted codes. All stages of the study, were described in
detail for confirmability. By registering different participants
and describing the characteristics of them in terms of knowl-
edge, experience, responsibility, length of working period,
age and gender, transferability of the data was provided to
access the experiences of the participants in a wide range.

Results

Twenty-five stakeholders were interviewed, including 14
women and 11 men with the mean age of 41.24 = 5.67 years.
The mean duration of interviews was 31.33 = 6.25 minutes.
Table 1 shows the demographic information of the participants.

A total of 546 codes were extracted from analyses of all
interviews. Extracted codes were classified into the 4 main
categories and 26 subcategories. Four main categories based
on the PHS, included “education barriers,” “implementation
barriers,” “policy barriers” and “drug availability barriers.”
A sample of participants’ quotations for each subcategory
was shown in Table 2.

Category |: Education Barriers

Education is an important part of providing high quality
healthcare services. In this area, 3 sub-categories extracted:
“Insufficient awareness of the public,” “Culture building”
and “Insufficient trained healthcare providers” (Table 2).

Category 2: Implementation Barriers

This category includes 9 subcategories: “Access to a specific
schedule of hospital discharge for cancer patients,”
“Establishment of a strong infrastructure,” “Involving gradu-
ated community health nurses,” “Access to packages of
home-based palliative cancer care services,” “Cohesion and
professional solidarity in the home-based palliative care
team,” “Necessity of cancer patient’s follow-up after hospital
discharge,” “Poor transitional care from hospital to home,”
“Access to a coordinate nurse,” and “Insufficient involve-
ment of patients and their family in caring” (Table 2).

Category 3: Policy Barriers

The purpose of policy-making is to determine general policies
in various health programs for patients and their families as
well as their healthcare providers. Five sub-categories of pol-
icy-related barriers includes: “Weaknesses in legal-security
issues for home care,” “The loss of health insurance coverage
for home healthcare services,” “The lack of liability insurance
for home healthcare providers,” “Non-transparent payment
medical tariffs for home healthcare services,” and “The need
for a flexible home-based palliative care model ” (Table 2).

Category 4: Drug Availability Barriers

According to the participants’ statements, appropriate access
to medication was one of the most important components
that affects the quality of palliative care services at home.
This category includes the 2 sub-categories of “Limitations
for oral and non-oral narcotic medications at home” and “No
legal permission for nurse prescribing” (Table 2).

Discussion

The present study aims to explore the experiences of stake-
holders about current challenges in integration of home-
based palliative care services of cancer patients in the
healthcare system of Iran during the spread of the COVID-
19, and to provide suggestions to resolve the challenges. The
challenges were extracted in 4 categories based on the WHO
strategy for palliative care, including “education barriers,”
“implementation barriers,” “policy barriers,” and ‘“drug
availability barriers.”'® Given the situation of the spread of
the COVID-19 disease in the world, cancer patients as one of
the vulnerable groups, are threatened by the disease. Thus,
caring in a safe setting such as home with the aim of reducing
infection and keeping patients safe from the potential dan-
gers of COVID-19 and other infections at the hospital was
important.?3-2

The first extracted category of challenges for integration
of home-based palliative cancer care services in the health-
care system, was education barriers. A glance at the details of
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the results shows that one of the challenges, is insufficient
knowledge of the public and cultural barriers in the society.
Low level of knowledge in the public and their misconcep-
tions about home-based palliative care can bring a negative
impact on the acceptance of these services in the society.?’
Therefore, increasing families awareness and changing their
attitudes is recommended. In this regard, media, including
radio and television can be very helpful by holding scientific
discussions to increase public awareness. Also, the activities
of responsible organizations such as the MOHME and the
Welfare Organization can have a great impact on movement
toward positive attitudes and increasing awareness of the
families in the society.

The second and third categories, implementation and pol-
icy barriers, involved serious challenges. Implementation of
palliative care at home requires to establish a strong infra-
structure for home-based palliative care. This infrastructure
should be adapted with the healthcare system and current
crisis. Infrastructure includes the appropriate environment
and supporting factors such as equipment, communication
technologies, access to analgesic medications, proper educa-
tional curriculum for healthcare personnel and access to
financial resources.?®?° In addition to trained qualified staff
and allocating resources, health systems should prepare
appropriate packages for home-based palliative care services
with specific guidelines in accordance with the context.>® In
this regard, the MOHME has developed a series of educa-
tional packages for home care for 6 chronic diseases, includ-
ing “cancer and palliative care.” But in the current situation,
there is a need for the development or renewal of educational
packages with focus on prevention precautions for COVID-
19 in cancer patients. Moreover, the MOHME has started a
periodical national palliative care education program several
years ago.?’ Nurses and physicians are invited to this pro-
gram and this program should be continued and developed in
our context.

Now, when the world has been confronted with the
COVID crisis, this situation is more risky for cancer patients
due to the high-risk of infection in the hospital and travel
bans. Establishing an electronic platform and applying “tele-
medicine” to provide palliative care at home, is a critical part
of home-based palliative care infrastructure.’! Peckham et al
reported that having 24hours/7days support, through an
advanced technology, facilitates the access to healthcare ser-
vices and creates a sense of security for the patient and fam-
ily, which leads to greater coordination of care, prevention of
complications and readmission of the patients to the hospi-
tal.’? Therefore, in the current situation, establishing of “pal-
liative care tele-medicine” in the healthcare system is
essential. It is necessary to consider the appropriate location
and infrastructure to set up an electronic platform. This plat-
form is used for registering the medical records of cancer
patients during hospitalization, discharge, triage, and tele-
phone counseling.** The results of a previous study showed
that after hospital discharge, healthcare providers lose their

communication with cancer patients, and the needs of
patients and their families remain unmet.>* During hospital
discharge, nurses should evaluate patients’ self-care, their
mobility, transition of their care and the development of an
integrated care program.> Integration of palliative care early
in the cancer treatment has been recommended in the 2016
clinical guideline of the American Society of Clinical
Oncology Clinical Practice Guideline (ASCO).3® The medi-
cal literature shows positive results from outpatient palliative
care clinics in different parts of the world.” The outpatient
clinic deliver a specific level of palliative care services such
as a brief consultation, a concurrent care with alliance of the
patient’s primary physician® as well as referral process of
the patients.’®3% These clinics are also responsible for post-
discharge follow-up, continuity of care from hospital, super-
vision of patients’ medication and response to patients and
their families questions and patients’ concerns after hospital
discharge and returning home and the referral process of
patients to home care centers.’”***" Based on the current
situation of the healthcare system in Iran, developing of out-
patient palliative care clinics at hospitals and their connec-
tion to the network of the PHC and home care centers, is
recommended. Moreover, it is obvious that coordination and
communication of healthcare personnel at hospitals and in
the home care centers can improve the quality of palliative
care services.*

In time of the COVID-19 Pandemic, all accessible
resources should be used. Graduated nursing students in the
field of community health nursing, are one of the existing
resources who can play an important role in providing home
healthcare services. According to the current rules, they are
allowed to be active only in hospitals, thus the roles of the
community health nurses should be expanded in our health-
care system by health policy makers.*!' Their roles should be
expanded in the community to deliver home care services in
the network of PHC. Evidence shows that the development
of specialized roles of community health nurses in primary
healthcare settings has taken place in developed countries
many years ago.*? Therefore, it is suggested that in order to
cover the palliative care needs of cancer patients at home to
pay attention to reform and role expansion of community
health nurses in the society.

Also, our results showed that attention to the legal-security
issues for delivering safe home care services, and coverage
of health insurance for these services, are important.
Furthermore, access to appropriate models and guidelines to
provide a comprehensive and flexible home-based palliative
care services is necessary. We need an adapted model during
the COVID-19 Pandemic in our society. This model can
assist the integration of home-based palliative care services
into all levels of the PHC in our healthcare system. One part
of this model for hospital discharge and transition of cancer
care to home in urban areas has been developed and pub-
lished elsewhere.*® In a comprehensive care program, the
continuity of care, providing necessary information and
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communication between healthcare providers and the patient
and his/her family should be clear. Also, it should be possible
to contact the healthcare personnel 24 hours a day.>

The last extracted category of challenges was drug
availability. Another issue is related to prescription and
application of the medicines at home. Pain control in can-
cer patients is important, especially during the pandemic
crisis due to limited transportation and infection in the hos-
pital.** In Iran for pain control, there is only access to
injectable analgesics not oral. Also, opioids use has a cul-
tural stigma, and sometimes insufficient knowledge of
healthcare team members, making the situation worse.*
Prescription at home is very important. Authorized persons
should be used for prescribing and the type and list of the
medicines should be very clear. As, nurses have no permis-
sion for prescribing of medicines at home, the most impor-
tant step is to legalize nurse prescribing at home for nurses
in Iran. According to the results of the previous studies,
there is nurse prescribing in developed and some develop-
ing countries.?®

In summary, although home-based palliative care is an
essential element of the continuation of cancer care, there are
several barriers in the areas of education, implementation,
policy and drug availability, particularly in the crisis of the
COVID-19 Pandemic. These barriers prevent the integration
of home-based palliative care services into the healthcare
system in our context. Through evolving the current pallia-
tive care infrastructure, it is recommended to develop con-
necting outpatient palliative care clinics to home healthcare
centers and to provide access to palliative care tele-medicine.
A comprehensive and flexible home-based palliative care
model in our context can decrease readmission and duration
of hospital stay for cancer patients. Our recommendations
during the COVID-19 pandemic can be a good example for
international readers with similar or even different health-
care context.

Limitations and Strengths of the study

The strengths of this study are using WHO strategy to extract
the barriers of home-based palliative care, and exploring a
clear roadmap for removing barriers and transition of pallia-
tive cancer care from hospital to home and integrating of the
services to the healthcare system of Iran. One of the limita-
tions of this study was the limited access to specialized and
experienced participants in the field of home care. Also,
inadequate infrastructure of the home healthcare system in
our society and the coverage of this system by the private
sector, have created some limitations in our study. Although,
the interviews were conducted in a way that elicited the most
information from our participants and avoided potential
interview bias, there was still a possibility of interview bias
and/or selection of biased experts.

Conclusions

In this study, the barriers of the integration of home-based
palliative cancer care services to the current healthcare sys-
tem were explored during the COVID-19 pandemic and
according to the WHO strategy. Four barrier categories were
extracted: education, implementation, policy and drug avail-
ability barriers. For removing the barriers, it is important to
set up a strong infrastructure for home-based palliative care
by concentrating on transitional care and connecting outpa-
tient palliative care clinics to the home healthcare centers,
and PHC network in our country. Utilizing a coordinating
nurse during the process of patient’s hospital discharge,
access to palliative care tele-medicine and a comprehensive
and flexible home-based palliative cancer care model can be
effective. Our recommendations during the spread of the
COVID-19 disease can be a guide for international readers
with similar or even different healthcare system context. In
the next study, the authors use these results and the rest of the
phases of a Health Policy Systems Research to develop a
comprehensive model of home-based palliative cancer care
that is compatible with the healthcare system of Iran.
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