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Throughout history, humankind has survived several epidemics that have caused a high number of deaths and suffering (1). Those events have had profound economic, social, political, cultural, medical, and psychological impacts on humanity (2).

More recently, in December 2019, in Wuhan city in China, a previously unknown coronavirus was identified in humans (3). The new Severe Acute Respiratory Syndrome Coronavirus 2 (SARS-CoV-2) causes a highly contagious and infectious disease, which has been designated Coronavirus Disease 2019 (COVID-19) (4). People with COVID-19 can present a wide variety of symptoms, ranging from mild, or even asymptomatic carriers, to fatal cases, with about one in six infected becoming seriously ill (5). SARS-CoV-2 affects mainly the respiratory tract, resulting in difficulty in breathing, shortness of breath (6), or pneumonia, but can also affect the gastrointestinal, nervous, cardiovascular, dermatologic, or ophthalmic systems (7).

At the time of writing, the number of deaths by coronavirus in the world already exceeds 1,815,518 and continues to increase (8). Experts have warned about the possibility of a new wave during winter 2020 (9), which is already happening in Portugal. Given the high number of deaths, the coronavirus pandemic will leave behind many more to grieve their lives (10). Studies indicate that each COVID-19 death corresponds with approximately nine bereaved people (11).

Faced with this threat in public health, the Directorate-General of Health, which is a division of the Portuguese public administration concerned with public health, prepared the National Preparedness and Response Plan for the Disease Caused by a New Coronavirus, which is a strategic tool to mitigate the impact of the SARS-CoV-2 outbreak (12). This document contains appropriate measures for each phase of the pandemic, focusing on interrupting transmission chains, preventing the spread, reducing the intensity, and decreasing the number of cases (13).

On March 26, 2020, Portugal entered the highest alert and response level against coronavirus—the mitigation phase—and here remains. At that time, one of the measures put in place in Portuguese hospitals advocated that all people with an acute respiratory condition (cough, dyspnea, or breathing difficulty) should be managed as a suspect case (14). However, studies indicate that dyspnea, apart from being one of the hallmark symptoms of COVID-19, can arise from many different underlying conditions (15). Dyspnea is even one of the most frequent and prevalent symptoms in advanced illness of any etiology, whether oncological or non-oncological. It is present in 75% of patients (15), and its prevalence and severity increase with the approach of death—about 70% in the last 6 weeks of life (16). This implies that, even though COVID-19 is not the cause of dyspnea of some patients who resort to the hospital emergency room, including terminally ill patients, they are referred to a dedicated COVID-19 area, tested for SARS-CoV-2, and considered “suspect cases” (15).

According to Portuguese norms, when facing a “suspect case,” family members cannot visit their relatives at the hospital (17, 18). For this reason and on the basis of our experience at the Leiria Hospital Center, we have noticed that most families have tried to keep their terminally ill loved ones at home as long as possible. This situation can lead to caregiver exhaustion and more frequent interventions by the hospital-based palliative care team (HBPCT), with the subsequent overload of the service.

We have also observed that, in most cases, when these patients are brought to the hospital, they are already facing their last days of life and, due to the severity of their clinical condition, end up staying in the COVID-19 area (until they get a negative COVID-19 test result), to later be admitted to a ward.

Regarding patients who remain in the COVID-19 area, difficulties have been identified at various levels. On one hand, the patient has to spend several hours in an area with suspected cases, which substantially increases the risk of contagion. At this point, it is important to mention that this group is, by itself, one of the most vulnerable, having the highest coronavirus death rate (19). On the other hand, HBPCT is not called for symptom management until the patient presents a negative test result for COVID-19. Studies indicate that, in emergency and humanitarian crises, measures to alleviate suffering may be neglected, due to the need to save lives, yet palliative care is also paramount (20). According to several national and international palliative care associations, palliative care should be offered in conjunction with standard treatment for any disease that threatens the continuity of life and should never be associated with omission or exclusion, even during a pandemic (21, 22). For its growing importance, future funding for care and research should not focus only on acute patients and the emergency department but also on palliative care. To add to the previous problems, visits are forbidden in the COVID-19 area (18). Notably, in a normal situation, the law recognizes the right to family support for people with an incurable disease at an advanced stage and in the final state of life (23). However, the COVID-19 pandemic led to an exception regime in which visits are prohibited. All of these constraints lead to increased anxiety and uncertainty in family members and patients.

Regarding patients who are admitted to the wards, the difficulties are not less. Since visits are also suspended here (18), the HBPCT has been trying to circumvent this limitation by allowing virtual visits between the family and the patient, using new technologies, namely, video calls. These calls are organized by a nurse from the HBPCT, and the frequency of contacts is negotiated with the family. In this context, the principles of therapeutic communication and active listening should not be neglected, as they facilitate dialogue with families and patients (20). To facilitate virtual visits, it was necessary to make efforts to obtain financing for the purchase of equipment. Unfortunately, we are aware that there is a small part of the population that will not be able to make use of these services, as they do not have access to the Internet or appropriate electronic equipment. To help patients cope with social isolation, actions that do not jeopardize safety measures, such as providing moments of music or reading, could be attempted (21). In all cases, we face the dilemma between the measures recommended by public health and the understanding of what should be the dignification of the end of life (24). Still regarding inpatients, we have noticed a great difficulty in care responses of the existing palliative care units when facing COVID-19-positive patients with conditions for hospital discharge. According to the technical guidelines issued by the Directorate-General of Health of Portugal, patients can only be admitted to these units after obtaining a negative result (despite being considered clinically cured) (25). This implies that COVID-19-positive patients will receive prolonged support from the HBPCT, with the consequent overload of the team. Regarding the families' reaction to a referral proposal of their loved ones to these units, we have been noticing that many of them accept this possibility only in an extreme situation. This includes situations in which the patient suffers intensely, is agonized, and experiences problems and needs that are difficult to address and that require specific, organized, and interdisciplinary support or situations where caregivers are exhausted. This reaction of families is justified by the fact that patients have to fulfill an isolation period of not <14 days (26), and after this period, visits are restricted to one or two times a week and always after making an appointment. This situation highlights the urgent need for investment in home or community teams, which do not yet exist in our region (26). Currently, there are only a few integrated continuous care teams, which are unable to meet all needs or are less dedicated to the management of palliative patients. When patients are in their last days of life, we offer the opportunity to one of the family members to meet with the patient face to face to say goodbye, using appropriate protective equipment, according to a procedure prepared by the team. While not the ideal situation, this is the only way we can meet the safety conditions. It is important to try to balance ethical procedures, comfort, and patients' life quality with the provided services (20).

In short, despite the fact that many of the terminally ill patients are not infected with the virus, they ended up dying away from family, without being seen by them again, and without being able to say goodbye (27). The natural response of human beings to death, regardless of their culture or religion, is expressed by grief and mourning (28).

Before the pandemic, anticipatory grief would be experienced in the dying process of terminal patients, involving farewell rituals that created opportunities for family communication, solving of unresolved issues, and sharing of good times and opportunities for relational-based conversation on topics such as gratitude, love, and forgiveness (29). In this process, both verbal and nonverbal communication is essential (29). In fact, nonverbal communication seems important in situations where words are insufficient to express what is desired or what cannot be said (29). According to the studies, farewell rituals are promoters of quality of death for patients and quality of life for family members and may favor the resolution of grief (29).

Additionally, during the pandemic mitigation phase and similar to what happened in other countries, the Directorate-General of Health of Portugal created post-death measures (postmortem care, autopsy, and mortuary care), for individuals with suspected or confirmed infection by SARS-CoV-2 (30). As already mentioned, this may include some terminally ill patients with respiratory complaints due to their advanced disease, and not due to the virus. In these cases, as already described by Aguiar et al. (30), the corpses are removed after death and never seen by the family again; identification of the bodies is carried out remotely and through digital photographs of the face; corpses are kept in a bag without the attire usually chosen by the family; caskets are closed and kept closed during the funeral; and funerals and burials are postponed or held remotely or with the presence of a maximum of 10 people (30). These measures have deprived many terminally ill patients and the families of the mourning rituals they have been planning throughout the course of their illness (28). This can make family members feel that they did not say goodbye the way they wished for (31) and that the deceased did not receive the funeral he or she deserved, was victim of negligence, or has undergone inhumane treatment. Notably, in the past, communicating bad news to the family over the telephone was considered an unethical practice (22). In the COVID-19 era, this practice has been important to avoid contact and comply with physical distancing requirements.

What has been happening during the pandemic is that all actions that promote quality mourning, such as religious activities, social support (32–35), and the fulfillment of last wishes, have been limited or postponed indefinitely (22). This may increase the risk of mental health problems, including persistent, severe, and disabling grief, also termed prolonged grief disorder, among both those bereaved due to COVID-19 and those bereaved due to other causes (28, 29, 32–34, 36). Indeed, pioneering quantitative and qualitative studies have suggested that prolonged grief disorder may become a major public health concern following the pandemic (32–34, 36, 37). For this reason, it seems essential to increase accessibility to evidence-based interventions, which include cognitive-behavioral therapy, and to stimulate the development and dissemination of these therapies, in both face-to-face and online formats, if the pandemic is to last for a long period of time (36, 37).

Appropriate aftercare and support may be required to prevent a peak in the prevalence of mental health problems due to loss of a loved one (38). It is important that all healthcare professionals in contact with a mourner are aware of the importance of detecting the risk of prolonged grief and providing appropriate referrals. For bereaved people, there are three levels of intervention which must be activated if necessary, and these include social support or monitoring, counseling and therapy, or specialized intervention (with a grieving support group or individual consultation with a psychologist or psychiatrist) (39). In Portugal, only a few palliative care teams (around 60%) have a formal structured grieving support program to accompany the family/caregivers who have lost a family member (40). This program includes actions and activities such as letters or text messages of condolences, home visits, consultations, telephone calls, family conferences, and group consultations (40). There is no consensus on the ideal time horizon between death and the first contact with the family, but in practice, this occurs between 72 h and 8 weeks (39, 40).

Mourning related to terminal illness is a dimension to reinvent in the current context and should include innovative ways to promote connection with people (before and after death) (41). Mourning rituals and practices must be adapted, using real or virtual alternatives for remembrance and commemoration (42), in order to provide comfort to families, maintaining infection control rules (43). The use of modern technology, such as smartphones or tablets, can help maintain some pseudo-social connectedness, which may minimize the grief experienced because of the separation (44).

However, before death, there are still details that we can improve. The norms established so far refer to the general population and not specifically to end-of-life patients. It is urgent that the institutions create preferential circuits for patients at the end of life, considering their particularities, and flowcharts for asymptomatic terminal patients and with suspected infection, which take into account patient and professional safety.

It is reasonable to expect that, over the years, other epidemics or pandemics will emerge. Therefore, a significant research effort has been made to understand the consequences of grieving during this pandemic, so that we are better prepared for similar future situations. We recommend specific studies into how changes brought about by the pandemic will impact grief of family members of terminally ill patients. This may help improve existing prevention and intervention efforts for severe mental health problems within this population.
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