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Abstract

:

There has been supporting evidence that older adults with underlying health conditions form the majority of the fatal cases in the current novel coronavirus disease (COVID-19) pandemic. While the impact of COVID-19 is affecting the general public, it is clear that these distressful experiences will be magnified in older adults, particularly people living with Alzheimer’s disease and related dementia (ADRD), making them the most vulnerable group during this time. People with differing degrees of ADRD are especially susceptible to the virus, not only because of their difficulties in assessing the threat or remembering the safety measures, but also because of the likelihood to be subject to other risk factors, such as lack of proper care and psychological issues. Therefore, in this article, we will discuss the challenges related to home-based care for people with ADRD during a pandemic and propose a formulation of systematic solutions to address these challenges and to alleviate the social and economic impact resulting from the crisis.
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1. Background


The world is currently grappling with a rapid evolving pandemic of the novel coronavirus disease (COVID-19). Older adults aged 65 and above have been defined as a higher risk group of the virus in scientific publications as well as in media coverage [1,2]. This group of people, therefore, has become the subject of specific national social distancing and ‘cocooning’ measures [3]. These measures and implications are difficult to be handled by older adults, in particular, individuals with Alzheimer’s disease and related dementias (ADRD), due to implications from disease symptoms and the need for additional care [4]. It is unclear from existing discussions how the COVID-19 pandemic is affecting people with ADRD as a whole, even though they respond to the crisis differently based on their stages in disease progression [5,6]. There is a lack of study showing a direct association between the suspected, infected, or fatal cases of COVID-19 and people with ADRD thus far. More importantly, how exactly people with ADRD are responding to the pandemic situation remains unknown.



A further complication to this is that there is no specific policy or planning from any country on how to deal with people with ADRD who are suffering from COVID-19 [7,8]. This is an alarming oversight which is not explicitly addressed by the World Health Organization [9] and appeared as a cornerstone that has received negligible attention in the new policy announced by the United Nations [10]. Hence, without delineating an accurate number of COVID-19 positive people with ADRD from the general reported cases [11], there is a high possibility of overlooking the actual home-based care needs for the people with ADRD and this could affect the timely development of suitable policies for this group of people [12].




2. COVID-19 and People with ADRD


ADRD, resulting from neurodegeneration, becomes more common with age [13,14,15,16] and predominantly affects older adults, particularly from middle age (40s, 50s and early 60s) onwards [5]. Globally, there is an estimate of 50 million people living with dementias [17] and 1 in 14 people over the age of 65 and 1 in 6 people over the age of 80 are diagnosed with ADRD [4]. Many of them may not be in regular contact with the health and social care system and may not even have sufficient information about COVID-19. According to the Centers for Disease Control and Prevention (CDC), older adults aged 65 and above have been uniformly defined as a ‘higher risk group’ with regards to the virus [18,19], regardless of their associated health comorbidities. People with ADRD are described as not only susceptible to developing severe COVID-19 symptoms but are also less responsive to treatments due to other existing health conditions [19,20,21,22].



Prominent clinical features of COVID-19, such as hypoxia or respiratory distress, cause delirium [23,24] and sudden cardiac arrest, which could create complications for COVID-19 treatment for people with ADRD [25]. In particular, the higher risk of delirium with COVID-19 could be misdiagnosed as a form of dementia and therefore affect immediate treatment [26,27]. Furthermore, memory problems at late-stage ADRD, which, for example, make safety instructions difficult to remember [28,29] and also make clearly understanding the messages of cocooning and self-isolation difficult [30,31], are deteriorating the capabilities of this group of people to combat the pandemic. The pathophysiological processes of ADRD do not increase the risk of COVID-19; however, they may be subject to other risk factors such as anxiety, trauma, loneliness, existential uncertainty, and social isolation [22].



The dynamic nature of COVID-19 corresponds with the severe acute respiratory syndrome (SARS-2003), which strongly highlights the urgent need to develop suitable policies for older adults and ADRD care. Retrospective studies, for instance, found that rates of suicidal tendencies among older adults aged 65 and above were higher during the SARS-2003 epidemic [32,33,34]. The study further identified predominant reasons explaining this exceptional increase of suicide deaths among older adults, which include anxiety in contracting the disease, fear of disconnection, stress over being a burden to their families, and social disengagement. The combination of these reasons was described as a “serious public health concern” [35] that must be addressed immediately to minimize the adverse impact of the pandemic on people with ADRD. A better understanding and appreciation of the impact of this rapidly evolving situation can help in the improvement of care for people with ADRD [36]. Besides, the documentation of measures taken by institutions (structural) and individuals (personal) to manage the effect of COVID-19 will facilitate future strategies on disease prevention for people with ADRD [37].



Evidence shows that more than 40% of older adults living in long-term facilities (home- and community- based care) are affected disproportionately by COVID-19 [38]. Currently available literature also demonstrates that most of the people with ADRD living with family members prefer home-based care to nursing home [39]. This choice depends heavily on family caregivers as indispensable partners in dementia home care [40]. Home dwelling people with ADRD are experiencing challenges related to inadequate preventive measures and essential health services during the COVID-19 surge [38]. While emergency planning on acute care for people with ADRD living in nursing home (e.g., long-term care) was taken into consideration at the beginning of COVID-19 and has been addressed over time [29,41], it should be noted with concern that, to-date, very few existing preventive measures have targeted people with ADRD living at home with a personal caregiver (e.g., family member) or living alone by themselves [5].



This article advocates for a formulation of solutions to address the challenges related to home-based care for people with moderate to severe ADRD under pandemic situations such as COVID-19. We offer suggestions in order to frame an action plan in the field of ADRD home-based care to determine and discuss what the deciding factors are, so that people with ADRD can be protected more effectively. The goal is to propose corresponding recommendations to mitigate the challenges related to pandemic situations in a timely manner, which can further influence the decisions of caregivers, health professionals, and policymakers.




3. Challenges in Home-Based Care for People with ADRD


People with ADRD utilize various resources from different settings depending on their severity of illness [42]. They are among the most vulnerable groups in society due to the deterioration of physical and cognitive functionalities that often leads toward a high dependency on others [43]. A study has argued that the current pandemic has heightened the morbidity and mortality among people with ADRD and put restrictions on the social support and the health care system on which they depend [44]. COVID-19 thus generates additional care needs from both home-based care (providing low-intensity care, with few trained staff) and nursing home care (providing high-intensity care with trained nursing and medical staff) services [44,45,46].



Despite the available and accessible resources in long-term care or nursing home facilities, about one-third of people with moderate to severe ADRD live with family and on their own [47]. The pandemic generally disrupted or delayed delivering services such as Meals on Wheels for them due to increased demand [48], workers’ illness [49], or required isolation due to exposure [50]. Moreover, people with ADRD living at home had to discontinue their purposeful socio-cultural activities such as social engagement, group exercise, music therapy, and pet therapy because of prolonged physical distancing [48,51]. To stay socially connected, people are turning to technology, which can also be difficult to adopt for individuals with ADRD due to cognitive impairment [44,52]. These needs are less visible but no less important.



Similarly, the primary caregivers of people with ADRD are facing additional difficulties while following the new rules of social distancing and cocooning. The pandemic has made some of them mentally and physically precarious [44,53]. They may become ill, isolated, or unavailable. In the sudden unavailability of caregivers, relatives or friends may have to be responsible for taking care of a person with ADRD, which is incompatible with physical distancing.



Preventive measures like social distancing, physical distancing, and the restriction of visitors at home and in nursing cares, as well as home quarantine adopted by several countries worldwide, have been particularly challenging for people with ADRD [54]. For instance, it is not easy for people with late-stage ADRD to understand instructions about social distancing (e.g., staying “2 meters or 6 feet apart” from others) and abide by the rules. The ‘forgetful’ characteristics might hinder them from remembering to wear face masks, wash their hands frequently, or take other recommended preventive measures [29]. The limited access to information poses additional difficulties to the group to change or reconfigure personal and social expectations. Simultaneously, it is important to pay attention to how the lack of these preventive measures could impact the dynamic interactions between people with ADRD and their caregivers, leading to both having a higher chance of infection [44]. Therefore, we need to continuously reinforce basic health care messages in order to prevent or reduce the harm of the COVID-19 pandemic for both groups.



We classified the challenges and the possible solutions into two interconnected levels—structural level and personal level (Figure 1)—which may derive from the COVID-19 pandemic for people with ADRD. The structural challenges mostly illustrate policy and care infrastructure constraints, whereas the personal level explored the requirements for people with ADRD in a home-based care setting. Lessons learned from the previous epidemic crisis may enlighten our understanding of the best effective measures.



During a pandemic, the virus is not only threatening people with ADRD, but also their family members and friends, who are the main sources of home-based care in contexts where there is a lack of adequate health care systems. A significant proportion of people with ADRD has been suggested to have home-based care services with the argument of retaining social networks, individual independence, and a higher quality of life [55]. However, there are challenges related to home-based care, such as lack of support for family caregivers, lack of disease recognition, insufficient clarification in policies regarding hospital-to-home discharge, and poor system coordination [56]. Furthermore, the social distancing guidelines are almost impossible, particularly for those staying at home, due to limited resources for sustaining a home-based care infrastructure that allow the implementation of these measures.



Indeed, studies have suggested that the enforced isolation, quarantine, or lockdown of people with ADRD at home due to COVID-19 susceptibility can reduce transmission, minimize viral spread, and flatten the curve [35]. However, this will disrupt social networking and restrict access to health services for them, which are particularly important resources for people with ADRD. In addition, the increased dependency of people with ADRD on closed family members during a pandemic may result in them having higher risks of domestic violence, abuse, and negligence [57].



A lack of guidance for preventive measures, distressing news in the media, and rapidly changing information on viral infection can engender a greater risk of behavioral changes and confusion. Consequently, both people with ADRD and their family caregivers may face an unprecedented overwhelmed and anxious feeling, as well as an increasing risk of exposure to the virus in the context of the pandemic. The familial caregivers experience inequitable access to formal care resources that contributes to the strain while providing care to people with ADRD. A potential reason for the distress experienced by the caregivers could be due to the lack of awareness of the existing support services that they can utilize.




4. Proposed Solutions for Home-Based Care for People with ADRD


We propose an outline of ‘action plans’ to minimize home-based care challenges related to people with ADRD during the management of pandemic outbreaks (e.g., COVID-19). These solutions may generate ideas and thoughts among health professionals, care managers, and policy makers to develop and implement better home-based care interventions for the target population. Here, the action plan introduces a systematic process that includes fragmented ADRD care policies and appropriate ways of minimizing possible adverse consequences of viral spread or pandemic. That is, a multidisciplinary counseling team can develop an urgent guideline and offer self-help guidance, for example, in association with ADRD experts, psychologists, clinicians, social workers, occupational therapists, and advocacy groups to assist in home-based care and support. This professional team could coordinate in improving the autonomy and functional independence of people with ADRD, as well as the adaptation of the care environment, and could add great value to home-based care interventions.



Even though the government initiatives in many countries put restrictions in nursing home care facilities (e.g., banning visitors and limiting nonessential group activities) [54], specific guidance for home-based care settings for people with ADRD have yet to be developed systematically. Therefore, based on the identified challenges during COVID-19, we have proposed a list of recommendations related to pandemic situations (Figure 1) specifically catering to people with ADRD that calls for immediate action.



4.1. Structural Level


People diagnosed with ADRD aged 65 years and over may typically suffer from several underlying health conditions such as chronic respiratory difficulty, cardiovascular disease, diabetes, and hypertension compared to people of a similar age without dementia [58]. These diseases could increase the risk of infection by COVID-19. Thus, people with ADRD may continue staying at home depending on their circumstances and obtain suggestions from doctors remotely for any general health issues instead of frequent visits to the hospital [44].



In addition, taking into account the higher prevalence of respiratory and cardiovascular difficulties in this population group (and even more if they develop COVID-19), one of the key interventions would be training in energy-saving techniques, such as remote patient monitoring (RPM), that reduce fatigue during the performance of daily living activities (ADLs) for both patients and caregivers [58].



People with ADRD, who are either suspected or infected by COVID-19, can potentially benefit from an implementation of alternative care management strategies such as the Hospital-at-Home (HaH) model [59]. This service is a healthcare modality that administers specialized medical care to patients within their own homes. In the management of acute medical conditions that usually require hospitalization, HaH could be an efficient alternative that enables better alignment of health needs with higher patient satisfaction and at a lower cost [60].



The information related to viral infection has strongly influenced individuals’ behavioral responses among the older adults [2]. It is important to disseminate more positive news, as well as the story of recovered COVID-19 patients, especially with examples from people with ADRD [61]. For example, the COVID-19 SOS Alert, which is developed by the World Health Organization (WHO) to convey first-hand positive information or recovery news to the public, can be motivational and reduce psychosocial distress and panic [61,62].



Since family caregivers provide constant care and crucial daily support for members with ADRD, they might have been disproportionately affected by COVID-19. This scenario is rather common to those living in a rural setting where community resources are limited [63]. For example, people with ADRD and their caregivers residing in rural areas may experience difficulty responding to technology-based resources. Thus, the accessibility to a variety of communal ADRD home-based care resources should be disseminated to them to a greater extent.



As COVID-19 disrupted both formal and informal caregiving process, there is a need to establish regular and frequent contacts between family caregivers, home care providers, and personal support workers (trained and specialized in home care) [64] in order to obtain instructions easily while encountering any severe cases in people with ADRD. In extremely serious situations, the home-based care providers should be aware about the “catchment area” if the people with ADRD need to move to a different apartment, building, or even nearby locality for immediate treatment [65].



It is currently a critical time for governments at all levels to invest in resources that will support developing a robust and long-term service guideline for family caregivers [66]. The guideline can be developed by assessing previous formal and informal care resources and determining whether they meet current needs, because care needs often change over time with the progression of the disease [65,67]. As people with ADRD affected by COVID-19 will continue to rely mostly on their caregivers, there is a need to consider supporting the workforce to provide community-based services.




4.2. Personal Level


People with ADRD often require support for ADLs and their need for support can be further propelled by stress and anxiety related to COVID-19 [44,57,67]. During a crisis, such as during a pandemic, the knowledge and skill of formal and informal caregivers associated with ADLs are important to quality of care. Primary caregiver nurses are in an excellent position in such circumstances to provide training on care management to empower informal caregivers [68]. By implementing that knowledge, informal caregivers can ensure both a comfortable involvement of people with ADRD in daily activities as well as manage their behavioral changes.



The multifaceted care needs of people with ADRD in the emergency phase of a pandemic become even more challenging. Some easy-to-follow written reminders along with relevant symbolic instructions on personal hygiene practices (e.g., hand washing procedure) or information on preventive measures (e.g., using face masks) can be helpful [30,44,57,67]. In addition, family caregivers can produce a do-it-yourself card set or post-it notes with simple instructions for daily activities to give to people with ADRD. It is recommended that these supportive materials should be placed at frequently visited areas at home (e.g., on the fridge or on the door), so that the patients can get easy access to them.



As discussed in above section, social isolation may disproportionately affect people with ADRD who do not have close family members or friends and rely on the support of voluntary services or social care, such as daycare venues, community centers, and places of worship [31,35]. This implies that the isolation process can disrupt meaningful personal relationships and result in a greater risk of loneliness for people with ADRD [44]. Caregivers can initiate participatory and recreation activities for people with ADRD such as physical activity, gamification, virtual meetings, or digital storytelling [22,69]. In addition, different digital resources such as telephone calls and online-based cognitive behavioral therapies could be harnessed in order to protect their social networks and enhance a sense of belonging [70]. Furthermore, it is important to develop advanced care plans considering the wishes and unique needs of people with ADRD to utilize readily available resources [44,64]. Finally, family caregivers should share and exchange their experiences with friends and neighbors who are also taking care of people with ADRD at home to promote good practices for home-based care.



In contrast, the positive utilization of social isolation can also be useful in developing quality interactions between family members and the person with ADRD that can strengthen inter-personal solidarity and subsequently alleviate inter-generational gaps [69]. Before the pandemic, some family members may have been busy with other commitments, but now, they have the opportunity to enjoy a higher degree of freedom to build a stronger relationship with their family member with ADRD [31]. Thus, utilizing the benefit of the pandemic by spending more time together would help defend against overall mental distress.



For medical assistance, both conventional and new technologies should be prioritized to connect with people with ADRD and their caregivers [10,52,71]. Telehealth or eHealth services can be a useful tool, where applicable and available, in order to provide distance instructions, monitoring, surveillance, and follow-up treatments. Moreover, assistive devices such as movement sensors, fall detection, medication reminder alarms, visualizations of hygiene instructions on television, and voice recorded instructions can be used to maintain their independence as well as reduce worry for family caregivers [72,73,74]. The family caregivers should keep in contact with the nearest emergency care service providers to maintain regular updates of the conditions of people with ADRD [75]. At the same time, they should be in touch with the family doctor if the people with ADRD develop any symptoms of COVID-19 to get instructions regarding medication, hygiene, and personal cleanliness [67,72]. It might also be beneficial to have a video conversation between the doctor, caregivers, and the patient to discuss their experiences navigating through the pandemic while managing medical conditions, the encountered stress, and effective communication techniques between all parties to provide the best medical assistance to people with ADRD [31,72,76].





5. Conclusions


COVID-19 imposed restrictions on social engagement and changed the way we used to do our daily activities. This impact could promote increasing further care needs and challenges for people with moderate to severe ADRD. We anticipate that the care needs and challenges will not be the same in every local circumstance as it depends on associated death rates, available resources, societal context, and corresponding governmental responses. Another issue that needs to be considered is that ADRD is heterogeneous, which is the reason that any simple and generic recommendation for this group of people might not be effective. However, awareness of possible impacts and knowing details about the vulnerable risk group may prevent or reduce the harm of this pandemic on people with ADRD and their potential caregivers.



The governments of many countries have been trying to reduce the impact of pandemics and situations such as COVID-19, which will be under control with time despite major efforts required from everyone. While this uncertain pandemic situation has resulted in distressful experiences in the general population, we want to emphasize that these negative and anxious experiences will be magnified in people with ADRD, given their original medical conditions. Therefore, it gives us a realistic point to bring across ADRD home-based care as one of the topmost global priorities. We suggest a high priority need to strictly follow the guidelines recommended by Alzheimer’s Disease International and CDC [6,18], along with our recommendations to alleviate social and economic impact in times of pandemic crises.
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Figure 1. Challenges related to Alzheimer’s disease and related dementia (ADRD) in a pandemic and proposed solutions. 
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