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Introduction: Making appropriate plans for the provision of hospice care is considered a perceived need in the Iranian health system. The current study aimed to develop a model for establishing hospice care delivery system for the adult patients with cancer.

Materials and Methods: This study is part (data of the third and fourth phases) of a larger study that has been done in four phases. This Health System Policy Research (HSPR) utilized a mixed qualitative-quantitative approach. At the first phase, a qualitative study was conducted which explained the care needs and the requirements for establishing this system from the stakeholders’ perspective (directed content analysis). The second phase aimed to examine the current situation of hospice care delivery in Iran and identify and determine the similarities and differences among them in the selected countries (comparative study). At the third phase, the main areas of the model and the related indicators were extracted and prioritized by consulting with experts (Delphi survey). Then the model was formulated. At the fourth phase, the proposed model was validated and finalized in terms of importance, scientific acceptability, and feasibility.

Results: Based on the developed model the first and the most important step in establishing the hospice care delivery system is laying the groundwork in the health system which requires focusing on policymaking. It is necessary to establish hospice centers and implement public awareness raising programs, train, and supply expert manpower, strengthen family physician and referral process, formulate clinical guidelines, encourage the private sector and NGOs(Non-Governmental Organizations (NGOs).) to invest, develop end-of-life and hospice care service packages, and create quality care indicators. The proposed model had moderate feasibility.

Conclusion: This model was developed based on the current Iranian healthcare structure and the needs of terminally ill cancer patients. It can be used as a model tailored to the current state of the health system and community in Iran. It is suggested to use this model as a pilot at the regional level.

Keywords: cancer, hospice, palliative care, health system, Iran


INTRODUCTION

Cancer is a chronic disease with a rising prevalence. According to the WHO reports in 2018, the incidence rate of cancer has reached 18.1 million cases globally. Furthermore, according to this report, the latest cancer-related mortality rate is almost 9.6 million cases worldwide (World Health Organization, 2018b). In Iran, the prevalence of cancer is increasing progressively and is known as the second leading cause of death. In 2016, 82% of deaths in Iran were related to chronic diseases, with cancer accounting for 16% of them (Bray et al., 2018).

Advancements in technology and pharmacotherapy has often led to an increased number of patients with chronic diseases including cancer, and the long-term survival of these patients, which will increase the need for end-of-life and death care (Kumar et al., 2017). More than half of cancer patients are hospitalized at the time of death and undergo highly invasive procedures that do not necessarily lead to better outcomes for the patient and family and may not even be consistent with their preferences, while these patients only need end-of-life care (Wright et al., 2016).

The lack of a formulated system for addressing the primary needs of these patients will result in unnecessary and frequent visits to the ERs of specialty and subspecialty centers, hospitalization in ICUs1, burdening patients with expensive examinations and tests and, in some cases, taking unnecessary treatment measures (Amiresmaeili et al., 2015; Angus and Truog, 2016).

In addition, the lack of formal and structured training, insufficient knowledge, and experience in providing specific end-of-life care, the sense of providing futile care, mental pressures, and ethical problems and issues is among the challenges nurses and other members of the care team face while providing care for these patients in hospitals’ Ers2 and ICUs (Valiee et al., 2012; Borhani et al., 2014; Rassouli and Sajjadi, 2016). Family caregivers encounter many problems and are concerned about safe care, too (Nemati et al., 2018). Therefore, the hospital is not considered a proper place to provide end-of-life services.

In many communities, this type of care is provided by hospice centers and specialty end-of-life care teams (Clark et al., 2014). Hospice centers are defined as settings for providing out of hospital palliative care services or, in other words, at the community level, which are considered to be essential in some countries for addressing the needs of the people with reduced capacity who are at the end-of-life stage (Hui, 2014). Care services at hospice centers focus on the provision of the best possible quality of life for end-of-life patients and their families by preventing and relieving their physical, emotional, social, and spiritual suffering (National Hospice Palliative Care Organization, 2020). Despite this necessity, the available data shows large deficiencies in the provision of and access to such services in many low- and middle-income countries (World Health Organization, 2018a). The results of the studies conducted in Iran, as in other countries, show that critically ill and end-of-life patients are generally hospitalized in ICUs and extremely large sums are spent for them (Ziloochi et al., 2012; Amiresmaeili et al., 2015). There are no hospice centers in Iran, and the conducted research have focused on setting up and establishing centers specifically for providing end-of-life care and hospice services (Valiee et al., 2012; Borhani et al., 2014; Azami-Aghdash et al., 2015; Ansari et al., 2019).

According to National Action Plan for Prevention and Control of Non-Communicable Diseases, the plans developed for the next two decades should focus on the specific needs of those with the most common chronic diseases, especially cancer. As the demand for end-of-life care increases, patients and their families seek optimal care (Borhani et al., 2014). At the same time, considering the increased rate of chronic diseases, especially cancer, and the aging of the population, and based on the successful experiences of the developed countries in this aera, the designing and development of hospice services in Iran seems necessary. However, the provision of these services depends on various factors, including the cultural and social status of community (Azami-Aghdash et al., 2015). In this regard, a study, titled as Developing a Hospice Care Delivery System for Iranian adult patients with cancer, was conducted using a mixed qualitative-quantitative research approach. By adopting a mixed approach, the research team tried to design and propose a local model of hospice care provision system for the adult patients with cancer across the country. So, the present study Contains results of the third and fourth phases of the main study that was done with the following aims.


1.extracting and prioritizing the main areas of the model and the related indicators by consulting with experts (phase 3).

2.formulating the model and validating it in terms of importance, scientific acceptability, and feasibility.





CONCEPTUAL FRAMEWORK OF THE RESEARCH

The present study was designed and conducted based on the Hospice Palliative Care System Design Framework (2010). This framework is specifically developed by Ontario’s Regional End of Life Care Networks (EOLCN) and Hospice Palliative Care Networks (HPCN) for designing regional hospice care systems and evaluates 6 domains: (1) care settings and service, (2) programs within care settings and services, (3) integration/linkages, (4) human resources, (5) accountability, and (6) policies, guidelines, and funding (Seniors Health Research Transfer Network, 2012). In each domain, the requirements, and the standards for designing a hospice palliative care delivery system are discussed in detail. This framework describes and classifies the essential domains and elements of an integrated hospice palliative care system and shows the essential and favorable parts of each domain separately.



METHODOLOGY

This is a Health System Policy Research (HSPR) (Hojjat-Assari et al., 2021) conducted using a sequential mixed method in 4 phases from February 2018 to July 2020. Figure 1 displays the phases of the study.
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FIGURE 1. Phases of the research.



The First Phase

In this phase (from February to November 2019), a qualitative study was done using the directed content analysis to explain patients, families, caregivers, specialists, experts, and policymakers’ perceptions of the care needs of cancer patients in the end-of-life stages, and the requirements for establishing a hospice care delivery system. The participants were selected through purposive sampling which continued until data saturation was achieved. Some of the samples were selected using snowball sampling. Data was collected using semi-structured interviews with open-ended questions. The results of this phase are also accepted for publication in the International Journal of Palliative Nursing. But not yet online.



The Second Phase

This phase (from December 2019 to April 2020) aimed to review and analyze the background and the status quo of hospice care delivery in Iran and tried to identify and compare the existing models of hospice care delivery for the adult patients with cancer across the world in the form of a comparative study. The hospice care systems of the United Kingdom, Canada, Australia, Japan, India, Jordan, and Iran were chosen for further investigation as target samples based on the reports by Economist Intelligence Unit (EIU). The search was conducted using keywords extracted from Medical Sub Headin (MeSH) in databases both national (SID, Magiran and Iran Medex) and international (Scopus, PubMed, Web of sciences, ProQuest, CINAHL, MedlinePlus, EMBASE, Cochrane Library, and Google Scholar), and prominent specialty journals in the field of hospice and palliative care, scientific and administrative documents, WHO website and reports, governmental websites and other official sites, important national and regional websites related to organizations active in the field of cancer, hospice and palliative care and the data provided by the websites of at least three hospice centers in each country were all reviewed in detail (Zarea et al., 2020).



The Third Phase

The purpose of this phase (from May to August 2020) is to combine the findings of the previous phases of the study, to extract the main components related to each domain for designing and developing a regional model of hospice care delivery system for adults with cancer in Iran, and to prioritize them. Therefore, after combining the results of the first and the second phases of the study, and identifying the main domains for model development, a questionnaire consisting of 127 items (components based on the main domains and subdomains of the model) was designed in seven parts. In fact, each part of the questionnaire was designed for each extracted domain from the results of qualitative and quantitative studies in the first and second phases. Each section contained several questions which were also based on the most important components of the model related to each domain. Given that seven domains were extracted from the first and second stages of the study, therefore, the questionnaire consisted of seven sections. Likert scale ranging from very high (4), to low (1) was used. The questionnaire provided to a group of experts for prioritization based on Delphi survey. The Delphi panelists were selected in this phase of the research, through purposive sampling and the snowball sampling, from among the health system policymakers and the physicians with competences in the field of cancer and palliative care, university faculty members and nursing professors with competences of teaching theoretical and practical courses related to cancer, and palliative care and other health care workers such as nurses, psychologists, occupational therapists, and nutritionists with more than 1 year experience of working with end-stage cancer patients. It should be noted that some of the specialists and experts were selected from among charity donors and the officials of NGOs, charitable organizations, and the Health Insurance Organization. In this study, according to the vast scope of the subject and the available resources as well as similar previous studies (Habibi et al., 2014), after the consent of 21 experts was obtained for participation in the research, the questionnaire A Survey on the Importance of the Domains of Designing Hospice Care Delivery System for adult patients with cancer were provided for them through in-person visits or via e-mail. The participants were asked to prioritize the importance of each item of the questionnaire based on their own perspective and competences, ranging from very high (4), high (3), medium (2), and low (1). Furthermore, there was an open-ended question at the end of the questionnaire, where they could express their other opinions in regard with the different parts of the questionnaire. The Decision Delphi was used in this study with a quantitative approach as well as the 10 steps proposed by Fawle (Rauch, 1979) to implement the Delphi survey. To this end, the data was analyzed in this phase using descriptive statistics through SPSS software, and the mean value and the standard deviation were calculated for the score of each item. Then, based on the approaches of similar studies (Ansari, 2018), items with a mean score of 3 and above were extracted. Also, to determine the degree of importance of each dimension, the standardized score of each dimension was calculated using the minimum and maximum scores of that dimension. By the end of this phase, a draft of the hospice care delivery system model for cancer patients was developed.



The Fourth Phase

Finally, the Phase 4 (from September to December 2020)of the study was conducted again with the aim of assessing the credibility of the developed model in term of feasibility using the Delphi survey. It should be noted that this phase of the research is the 2nd round of Delphi survey. As a result, due to the participation of the same subjects in both stages, some previously explained characteristics of the panelists are not mentioned in this phase. For this purpose, after removing some items with a mean score below 3 in the previous phase, a 109-item questionnaire containing the 7 domains were developed and offered to the experts. The participants were asked to separately rate the feasibility of each of the components as low (1), medium (2) and high (3). The model of hospice care delivery system for cancer patients was then finalized, after receiving the comments and the suggestions and applying them. In this phase, SPSS and descriptive statistics were used to investigate how to answer the questionnaire items.
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FINDINGS


The Results of Phase 1

At this stage, according to the research objectives and the inclusion criteria, 21 key experts including 3 cancer patients, 6 family caregivers, 8 caregivers, and 4 policymakers were interviewed. Finally, 7 main domains, 18 sub-domains, and 55 sub-subdomains were extracted from the analysis of the qualitative data. The results along with some more details are accepted to the International Journal of Palliative Nursing as a paper, and it will be published soon.



The Results of Phase 2

Based on the results of the comparative study, it was discovered that Iran does not have any integrated and formal structure or program for the provision of hospice services, and even end-of-life services. Of course, in recent years, few centers have provided sporadic palliative care services to patients with life-threatening conditions, especially those with cancer, in inpatient wards and homes, mainly in large cities, which contained end-of-life care. These services are provided without referring to clinical guidelines and solely based on caregivers’ experiences and knowledge and are far from global standards. In addition, based on the comparison of hospice care system in the selected countries (United Kingdom, Canada, Australia, Japan, India, and Jordan), it can be said that successful and leading countries, despite the establishment of hospice centers, try to expand this type of service into all areas of the health system. In order to establish and develop hospice services in the above countries, important measures have been taken including having a strong and effective policymaking framework and comprehensive national programs, the integration of services into the palliative care system and, at a higher level, in the health system, government commitment to funding services, training specialized manpower, financial plans to help families and caregivers, adopting essential laws and regulations, the development of clinical protocols and guidelines, providing access to essential drugs and narcotics, increased public awareness and expanding research. The results of the first phase are already published in detail (Rassouli and Sajjadi, 2014, 2016; Mojen et al., 2017; Zarea et al., 2020).



The Results of Phase 3

The preliminary draft of the model for establishing hospice care delivery system was developed as a questionnaire. Out of 21 questionnaires distributed among the participants in Phase 3 (1st round of Delphi), 18 were fully completed and were then analyzed. The results showed that 10 men and 8 women with the mean age of 44.33 ± 15.67 years and 12.11 ± 9.89 years of work experience participated in the study. Table 1 shows the personal characteristics of the participants in this phase.


TABLE 1. The demographic characteristics of participants in Phase 3.

[image: Table 1]
After data analysis, the subjects obtained scores from 2.15 ± 0.87 to 4. Of these, the score of 18 questions were between 2.15 ± 0.87 and 2.91 ± 0.9, which were then excluded. Of these 18 questions, 4 questions were in the need to hospice center in home, hospital, outpatient clinics, and long -term care centers, 1 question was in the level of referral, 6 questions were about the specialist interdisciplinary team, 3 question about the skill and academic training/expected competencies, 1 question about the transparent decision making and 3 questions about the research development. Since the questionnaire contained a lot of details and was almost complete, most panelist did not have a specific comment for this part. In Table 2 shows how the findings of the first phase (the comparative study) and the second phase (the qualitative study) are combined. Some components are only obtained from the findings of the comparative study; some, from the results of the qualitative study; and most of them, from both. The components were placed in a questionnaire. As well as the mean and standard deviation of the scores assigned by the experts has been reported. After removing the items with the mean scores below 3, 102 indicators remained. According to experts, “Organizing Accountability,” “Integration into The Health System,” “laying the groundwork in the health system” with a degree of importance of 93%, 88%, 85% respectively, are the most important domains in the design and deployment of the model. “comprehensive care plan” (83%), “capacity building in the community” (79.5%), “the need to provide a variety of settings and services” (79.2%), and “specialized manpower” (76%) were respectively in the next degree of importance.


TABLE 2. The main domains and components extracted from the findings of Phase 1 (comparative study) and Phase 2 (qualitative study) and the mean, minimum and maximum score of components in Phase 3 (minimum mean score = 1, maximum mean score = 4).
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The Model for Establishing Hospice Care Delivery System

Figure 2 show the proposed model for hospice care delivery system for adult patients with cancer and its dimensions that were adjusted to the upstream rules of Iranian health system. Dimensions are arranged according to the degree of importance in the opinion of experts. In addition, inside each box, there are components (activities) that are related to that dimension and are necessary for the establishment of a hospice care system.
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FIGURE 2. The model for the establishment of hospice care delivery system for adult patients with cancer.




The Results of Phase 4

Out of the 18 questionnaires submitted in the 2nd round of Delphi, only 12 complete questionnaires were received. Table 3 shows the demographic characteristics of the participants.


TABLE 3. The demographic characteristics of participants in Phase 4.

[image: Table 3]
The statistical results of the components in this phase of the research are shown in Table 4. Panelists did not have a specific comment for this part too. In general, the results show only the low feasibility of model in some components.


TABLE 4. The mean, minimum and maximum score of the Feasibility of components in Phase 4 (minimum mean score = 1, maximum mean score = 4).
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Accordingly, the practical process of establishing a hospice care delivery system for adult cancer patients were designed and approved by the research team (Table 5).


TABLE 5. The operational stages of establishing hospice care delivery system for adult patients with cancer.
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DISCUSSION

In this study a model of hospice care delivery system for Iranian adult patients with cancer was developed and validated. According to the proposed model, only the establishment of hospice centers and care provision in these centers was prioritized. In regard with services provision, the management of patients’ physical and mental symptoms and offering the necessary information to the patient and the family are important and have high feasibility.

Consistent with the finding of this study, The Medicare Hospice Benefit program was established in 1982 and covers hospice care at home or inpatient facilities. According to the Dartmouth Atlas Project, 63% of patients with cancer enrolled in hospice before death in 2012 Dartmouth (Goodman et al., 2013). It should be noted that in Iran, even in the field of palliative care, services are more hospital-based, and home care centers are less developed due to the existing challenges (Mojen et al., 2017). On the other hand, given the current cultural background, most families seek care in inpatient centers (Valiee et al., 2012; Borhani et al., 2014; Heidari et al., 2018). In addition, recent Iranian studies on palliative care have focused on the need to launch various structures for providing care services, including hospice centers (Ansari et al., 2018; Khanali Mojen, 2018).

Based on our model, it is important in addition to manage physical, mental, spiritual, and social symptoms of the patient, provide mental, spiritual and social support for the family, and offer bereavement care. Like the model designed in this study, based a designed Season’s Community-Based Palliative care model In Western North Carolina, an inter-disciplinary team provided care to patients in both outpatient and inpatient settings, including psychosocial/spiritual care, advanced care planning, symptom management, and patient/family education. According to developed model, spiritual support is also one of the domains of comprehensive care in hospice centers and has a high feasibility. Kang (2018) stated based on the study of different models, spiritual care is one of the core components of hospice palliative care. The literature has supplied numerous evidence-based models (such as quality of life, coping, the spiritual-relational view, …) that focus on spiritual care and can be used as models for providing spiritual care in these centers. The above results confirm the results of the present study (Kang, 2018).

Obviously, the need for bereavement care is a priority which has high feasibility in this model, too. Consistent with this finding, bereavement care is an essential component of hospice care that includes anticipating grief reactions and providing ongoing support for the bereaved over a period of 13 months. While the terms are often used interchangeably, bereavement refers to the state of loss, and grief is the reaction to loss (Grant et al., 2020). The results of the previous Iranian studies on palliative care also confirm this finding (Khanali Mojen, 2018; Pakseresht et al., 2018). Based on the designed model in the domain comprehensive care plan, participatory decision-making and consensus in the definition, have priority. These patients need to receive comprehensive and standard care for their quality of life to improve during their remaining days. Providing this type of care requires the development of guidelines and instructions that are part of the palliative care delivery process. Highlighting the structures and the process of care is very important. In addition, the development of care guidelines and standards, and service packages tailored to the needs of the family is of great significance (Eshaghian-dorcheh et al., 2020).

In the developed model, the integration of services at the primary, secondary and the tertiary levels of the health system was feasible. In addition, according to the designed model, hospice centers will be connected with other care settings. In line with the above-mentioned, it should be noted that the studies have shown that the palliative care and hospice services are provided mainly at the primary health care (PHC) (Zarea et al., 2020). As suggested by WHO, providing palliative care at the PHC level is mandatory, in line with UHC goals (World Health Organization, 2018a). Therefore, the integration of services into this level of care is essential in developing a hospice care delivery system. Consistent with this study, Hojjat-Assari’s model, palliative care is provided at various levels of the health system (Hojjat-Assari et al., 2021).

Furthermore, in this model patients will be referred by oncologists, general practitioners, family physicians, and nurses. As you see, the patient referral process in this model is reversed so that sources of referral are central and specialist units and general hospitals. These findings are in line with model, and Khanali’s model in which patients are referred from specialist centers to the palliative care clinics (Mojen et al., 2017). It seems that the specialty-oriented culture dominant in the Iranian society and the patient’s visiting specialists even for the most minor issues, the public and caregivers’ insufficient knowledge and awareness, palliative service delivery’s being a novel care approach, the shortage or lack of different settings which offer this type of service, easier access to specialized services and more facilities in the secondary and tertiary levels of the health system in Iran, as well as the above mentioned items are the main reasons for which the experts have allocated higher scores to the indicator patients’ referral by oncologists to receive hospice services. Referral by an oncologist may be effective in providing the infrastructures for the establishment of a hospice care system and a starting point for the provision of this type of service at the community.

In the developed model, it was also determined that the hospice care team should at least include a general practitioner, a trained nurse, and a spiritual caregiver/cleric. Psychologists and social workers came next. These results are in line with WHO guidelines (World Health Organization, 2016). Furthermore, the spiritual caregiver is a key member of the hospice care team according to the cultural-religious background of the country.

Contrary to the results of other studies in the field of palliative care in Iran, using volunteer forces for the provision of hospice services was not a priority. It should be noted that volunteers and charity donors are active members of the palliative care system in many countries around the world, and the provision of many services, especially hospice care, depends on their participation (Hunter and Orlovic, 2018). In Iran, most volunteers work in charities and in the field of community services, especially psychological and financial support (Ansari et al., 2018).

In regard with academic education and the expected skills and competencies, according to the experts, the development of the specialized discipline, the fellowship course, and master’s degree program for hospice care are not mandatory. Holding short-term hospice care skill training courses to provide specialist manpower obtained higher feasibility, which is in line with the policies adopted in other countries around the world and even in other Middle Eastern countries (Barasteh et al., 2020).

On organizing the accountability system, In the developed model, the formation of a hospice care policymaking taskforce at the university level, the formation of a hospice care committee at the hospital level, the participation of all the sectors involved in hospice care delivery, including private and public sectors, and the formulation of job descriptions, roles, responsibilities and the jurisdiction of each department were of great feasibility. In line with our model, Ansari’s palliative care model in Iran also shows that the formation of executive committees at various levels of the Ministry of Health, including the Deputy Minister of Education, universities, and hospitals will play an important role in the development of palliative care services (Ansari et al., 2019).

Laying the groundwork in the health system in our developed model is possible in the following ways. Providing documents in regard with the importance of hospice care for health policymakers and developing a national hospice care plan, which is regarded as the official starting point for the provision of these services in many communities (Zarea et al., 2020). Another important point in the designed model is providing financial prerequisites through various funding approaches including public funding, private funding, insurance coverage, development of service packages and setting service costs, as well as supporting charitable organizations. However, funding through the private sector and seeking support from donors seems to be more important. Privatization in the health system can lead to positive outcomes. More funding and investments in the private sector, flexibility, and the freedom of managers in utilizing and making better use of the available funds will enable them to perform more activities with more diversity to increase patients and families’ satisfaction, as well as providing higher quality services (Eshaghian-dorcheh et al., 2020). Since governments alone cannot address the growing needs of cancer patients, charities and volunteers can be of great help to the government and patients at the community level, provided that all the activities are monitored and organized based on the set rules and regulations (Groeneveld et al., 2017).

In the present model, making plans to meet the structural prerequisites of care delivery in hospice centers, including physical space and supportive care equipment, is considered a priority and has high feasibility. This factor is one of the principles of designing every health care system, which is line with the results of other studies (Rassouli and Sajjadi, 2016; Barasteh et al., 2020).

Based on this model, the greatest need in regard with the legal and ethical requirements of care in hospice centers is the development of guidelines for administering narcotics and necessary medications and clarifying legal issues related to care, drug prescription, death, and resuscitation operations in these centers. Developed systems of palliative, hospice and end-of-life care around the world have clear rules regarding euthanasia, DNR, and decision making based on patients’ interests (Economist Intelligence Unit, 2015).

In regard with research and public awareness, there is an evident need for providing cultural and social infrastructures to increase the acceptance of hospice care and conduct cost-effectiveness studies, which has the highest level of feasibility based on our model. Given the growing rate of research in the field of palliative care in Iran in recent years, and cancer-related research centers and journals’ prioritizing the publication of articles in the field of palliative care, it is important to create proper infrastructures in the existing centers, determine research priorities in this area, and finance further research (Rassouli and Sajjadi, 2014).

Due to the limited number of palliative care experts in Iran, there were few knowledgeable individuals participating in the surveys. On the other hand, cultural, social, and religious factors are reported as underlying factors in the development of the care system. However, given that Iran has a wide cultural diversity, this issue may limit the generalization of the research findings. Therefore, its pilot implementation in different regions is recommended.



CONCLUSION

The aim of this study was to develop and validate a model for establishing a hospice care delivery system for the adult patients with cancer in Iran. Based on the developed model, it was discovered that the Iranian health system needs to launch hospice centers and provide comprehensive services to cancer patients and their families. It is also necessary to design a comprehensive care plan and train specialist manpower in order to address this need. In addition, the integration of these services into the health system and organizing the accountability system before the establishment of this type of services is an inevitable necessity. To this end, policy making through providing the infrastructure in the health system, and capacity-building at the community is also of great importance. Therefore, in order to implement the developed model in Iran, it is necessary to consider the following items: creating job titles in regard with these services especially for physicians and nurses, implementing the program with the presence of community health nurses and family physicians based on the referral process according to the similar and approved instructions, formulating clinical guidelines and the necessity of its implementation at all levels, encouraging the private sector and NGOs for investment, developing service packages for palliative hospice care and end-of-life care based on the insurance costs, and developing the indicators of quality care to audit in this field.

By proposing a model tailored to the structure of the Iranian health system, in addition to being applicable in policymaking, launching relevant services in the country, and developing palliative care network. It can be used in various educational, research and clinical fields including hospice care specialty courses, the design and implementation of pilot studies and the management of end-stage cancer patients and their families in different health system settings.
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FOOTNOTES

1Intensive Care Units (ICUs).

2Emergency Rooms (ERs).
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1 Male 45 12 Faculty member PhD in nursing

2 Male 39 10 Instructor BSN

3 Female 45 16 Faculty member PhD in nursing

4 Female 30 7 Oncology nurse MSc in nursing

5 Female 38 5 Palliative nurse MSc in nursing

6 Male 55 23 Faculty member PhD in health policy
7 Male 50 15 Surgical oncologist Specialist

8 Male 55 20 Oncologist Specialist

9 Female 42 13 Faculty member PhD in nursing
10 Female 50 18 General practitioner MD

11 Male 46 10 General practitioner MD

12 Male 55 23 Faculty member PhD in health economics
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the health system urban health centers and comprehensive health centers)
The integration of hospice care services at the secondary level (general and
specialty hospitals)
The integration of hospice care services at the tertiary level (home, long-term
care centers)
Level of referral Patient’s referral by a family physician for receiving hospice services
Patient’s referral by a nurse for receiving hospice services
Patient’s referral by a general practitioner for receiving hospice services
Patient’s referral by an oncologist for receiving hospice services
Patient’s referral by other member of the care team for receiving hospice

services
Connection with other Establishing connection between hospice centers and other care settings
care settings (outpatient clinics and urban health centers, hospitals, and home)

Service coordination among different levels

Providing hospice centers with access to care and treatment documents
Creating a national hospice care network to record the data of patients
receiving care
The connection of hospice care national network to the electronic health record
system (SEPAS)
Specialist Specialist Providing interdisciplinary and team care
manpower interdisciplinary team

Training specialist hospice care delivery teams
The presence of a pain specialist in the hospice care delivery team
The presence of a specialist nurse in the hospice care delivery team
The presence of a nurse as a coordinator of team care
The presence of a psychologist in the hospice care delivery team
The presence of a social worker in the hospice care delivery team
The presence of a nutritionist in the hospice care delivery team
The presence of a spiritual caregiver/cleric in the hospice care delivery team
The presence of a physiotherapist in the hospice care delivery team
The presence of an occupational therapist in the hospice care delivery team

The presence of a general practitioner in the hospice care delivery team

The presence of an oncologist in the hospice care delivery team
The presence of volunteer workforce in the hospice care delivery team

skill and academic Including the concept of hospice care in the curriculums of undergraduate
training/Expected nursing program and general practice
competencies

Including the concept of hospice care in the curriculums of the undergraduate
programs in other related disciplines

The need to develop hospice care specialized discipline
The need to develop hospice care fellowship course
The need to develop a master program for hospice care
Holding hospice care short-term skill training courses

Holding ongoing training courses for the staff

Holding periodic hospice care workshops
Providing the necessary educational settings for training specialist manpower

Providing standard educational content for training specialist manpower
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The involvement of related organizations in hospice care training
Defining credible specialized licenses and certificates for the trained manpower
Defining the competencies expected from the members of the hospice care
team
Educational planning based on the competencies expected from the members
of the hospice care team
Considering the topics related to hospice care in professional competence
exams of nurses and physicians and other disciplines

Organizing the Transparent Developing the hospice care delivery system for various types of adult cancer
accountability decision-making
system

Creating a joint taskforce for hospice care policymaking at the level of the
Ministry of Health

Creating a joint taskforce for hospice care at the university level
Creating a joint taskforce for hospice care at the level of specialty hospitals

The participation of all sectors involved in the development of hospice care
system

The participation of governmental organizations in the development of hospice
care system

The participation of private organizations (charities, NGOs, etc.) in the
development of hospice care system

The formulation of job descriptions, roles, responsibilities, and jurisdiction of
each sector

Accountable The presence of a system for monitoring, assessment, and supervision
management

Developing indicators for monitoring, supervision, and accreditation

Launching the electronic document system and the access to database to
make decisions in the field of policymaking

Laying the Optimal policymaking  Providing documents related to the importance of hospice care for health
groundwork in policymakers
the health system

The obligation of government and the Ministry of Health to implement hospice
care plan

Developing the national hospice care plan
Financial prerequisites Government funding
Funding by private organizations
Developing insurance service packages
The involvement of charitable organizations in funding hospice services
Cost determination for secondary insurance services
Cost determination for governmental insurance services
Cost determination for services separately for each discipline
Supporting private sector in service provision
Insurance supportive policies for the proper insurance coverage of medications
Structural prerequisites Providing infrastructure (resources, space, etc.)
Providing care equipment (ventilator, suction machine, oxygen, etc.)

Developing palliative care network (service delivery at outpatient clinics,
home-care centers, hospital, etc.)

Access to center data registry
Legal prerequisites Access to a variety of necessary narcotic drugs
Formulating guidelines for access to necessary narcotic drugs
Formulating drug packages at hospice centers
The possibility for other disciplines such as nursing, pharmacy, etc. to prescribe
drugs
Solving legal issues surrounding drug prescription (which drugs by whom?) at
hospice centers
Developing monitoring and supervisory indicators for supervision on and
monitoring of pharmacotherapy at hospice centers

Formulating guidelines and instructions in accordance with the law, ethics, and
scientific references in regard with continuing or stopping CPR

Determining the legal procedure related to hospice care
Clarifying legal issues regarding hospice care
Formulating supervisory rules for care at hospice centers
Formulating supportive rule for care providers at hospice centers

Capacity building Raising public Holding training courses at the community level
at the community awareness

Providing the cultural and social infrastructure with the aim of increasing
hospice care acceptability

Research development Launching interdisciplinary research centers related to hospice care
Publishing specific journals in the field of cancer hospice care
The participation of other organizations in conducting research on hospice care
Holding annual hospice care seminars and conferences

Determining the cost-effectiveness of hospice services
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Gender

Male
Male
Female
Male
Male
Female
Male
Male
Male
Female
Female
Male
Female
Female
Male
Male
Female
Female

Age (years)

45
39
45
30
38
35
60
50
55
42
50
46
48
28
55
41
48
38

Working experience (years)

12
10
16
7
5
3
24
15
20
13
18
10
13
6
23
10
5
8

Specialty

Faculty member
Instructor
Faculty member
Oncology nurse
Palliative nurse
Oncology psychologist
Faculty member
Surgical oncologist
Oncologist
Faculty member
General practitioner
General practitioner
Public relations postgraduate
Spiritual therapist
Faculty member
Epidemiologist
General practitioner
Lymphatic therapist

Education

PhD in nursing
BSN
PhD in nursing
MSc in nursing
BSc in nursing
PhD in clinical psychology
PhD in health policy
Specialist
Specialist
PhD in nursing
MD
MD
Social worker
PhD in theology
PhD in health economics
MD
MD
MD
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