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Improving End-of-Life Care for People with Dementia in LTC Homes During the COVID-
19 Pandemic 

 
 
BACKGROUND  
The devastating impact of the COVID-19 pandemic has resulted in a significant increase in the 
number of deaths in long term care homes (LTCH), with estimates as high as 64% (1). Prior to 
the pandemic, in Canada, the annual mortality rates of residents in LTC range from 27% to 
52.3% (2–4). Average length of stay is decreasing, especially for residents with higher levels of 
cognitive impairment (13 months in 2015) (5) as residents move to LTCHs closer to the end of 
life, with more complex care needs than ever before (6,7) 
 
People with dementia living in LTCHs represent one of the most frail and marginalized 
populations in Canada. With some exceptions, many LTCHs have not implemented a palliative 
approach (8) and the LTCH workforce is generally ill prepared to provide this approach. 
Moreover, there has been  a lack of attention to advance care planning (ACP) for people with 
dementia (9,10). As a result, there has been excessive reliance on invasive medical care at EOL, 
unnecessary hospital transfers, and many people are denied opportunities to participate in their 
own end-of-life planning, especially earlier in the illness when they still have capacity to do so 
(9–11).These issues have been amplified during the COVID-19 pandemic. Families are being 
required to make important decisions without preparatory engagement or face-to-face 
discussions, and health care providers in LTCHs are having to initiate ACP and end-of-life 
discussions without essential competencies.  
 
Moreover, the surge of COVID-19 cases in LTCHs and rationing of healthcare resources during 
the current pandemic (12,13) have amplified the pre-existing need for improvements in palliative 
and EOL care in LTCH settings.  
 
This statement provides key recommendations to improve the care of people with dementia 
living in LTCHs during the COVID-19 pandemic. A multipronged coordinated approach is 
needed, including institutional policies to facilitate palliative and EOL care, improved 
communication, educating residents and families/friends about ACP, preparing and educating the 
workforce in all aspects of palliative and EOL care, and providing resources and tools to support 
improvements. Recommendations are listed in Table 1. Details about the recommendations are 
then provided.  
 
Table 1: Recommendations 
1 Long term care homes should implement a palliative approach to dementia care 
2 People with dementia should be engaged in advance care planning early 

 
3 Family members and significant others should be prepared and supported for the end-of-

life  
 

4 End-of-life symptoms should be managed effectively 
 

5 After death care should be provided consistently with local public health guidelines and 
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evidence about SARS-CoV-2 transmission. 
 

6 Grief and bereavement support should be provided to family members of deceased 
residents, LTC home staff, and surviving LTC home residents, including residents with 
dementia. 
 

 
1. LTC homes should implement a palliative approach to dementia care 
 
The Quality End of Life Care Coalition of Canada endorsed a national framework for a palliative 
approach to care of persons with chronic, progressive, life-limiting illness, including dementia. 
This includes initiating a palliative care approach early in the illness trajectory alongside chronic 
disease management, with a seamless transition to appropriate end-of-life planning and care 
(14,15).   
 

The term “palliative care approach” was first coined in Australia to refer to non-specialist 
palliative care of older persons in residential care homes. This approach “aims to enhance an 
older person’s quality of life by promoting the early identification, assessment, and treatment of 
pain as well as other physical, psychological, social, and spiritual needs to help minimize 
suffering, while also acknowledging families’ needs” (Phillips et al., 2009, p. 396). It requires 
that all health care providers who care for patients with serious illnesses be able to identify those 
with palliative needs throughout the disease trajectory, not just at the end of life; initiate essential 
conversations; and activate measures to optimize quality of life. Specialist-level palliative 
clinicians and teams can provide clinical and educational support; as well as clinical supervision 
for those with very complex needs.     

Key elements of a palliative approach that should guide care for people with dementia are 
described in the other recommendations in this position statement. Fundamentally, this approach 
requires holistic care that incorporates the psychosocial and spiritual domains of care alongside 
the physical domain, continuing in advanced stages of dementia. For example, it is crucial to 
recognize residents’ spiritual care needs through providing opportunities to engage in religious 
rituals and other activities that meet spiritual needs (17) such as audio/video recitation of 
religious material or playing music that the person enjoys. Given the visiting restrictions imposed 
by the pandemic, these activities may also be delivered via creative virtual means involving 
family/friends facilitated by allied health professionals such as social workers and pastoral care 
providers.  

To implement a palliative approach in dementia care in LTCH, we recommend three overarching 
strategies:  

a) adoption of the palliative approach in the whole facility 

b) education and training of the whole workforce on a palliative approach to care, and  

c) adoption of tools and policies that enhance care and that support staff to use what they 
know and learn about a palliative approach and make it part of everyday care (18,19). 
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Integrating a palliative approach starts with leadership embracing and intentionally supporting it, 
ensuring the right conditions are put in place for its adoption. There are several tools that can 
help leadership in the process.i 
 
Implementing a palliative approach often requires support from palliative experts outside the 
LTCH to build capacity within the LTCH. Unfortunately, the COVID-19 pandemic has halted 
many capacity building activities, as infection control initiatives have taken precedence. This has 
limited, if not eliminated, support from the wider community for LTCHs to implement a 
palliative approach to care at a time when it needed more than ever before. We strongly 
recommend that these activities are a priority and that palliative consultants and specialists 
should be easily accessible. 

Education should be provided to all staff, including personal support workers/care aides, and 
depending on the staffing model in the LTCH, to contract or consultant health care providers 
(e.g., rehab professionals, physicians). There are already some promising Canadian-made, ready 
to deliver education programs. We recommend adopting one of the high-quality education 
programs that have been favourable received by LTCHs.ii In addition to formal educational 
programs, other informal strategies, based on the Strengthening a Palliative Approach in Long 
Term Care Model (SPA-LTC) (20,21), are recommended. Led by palliative nurse consultants or 
nurse practitioners, Comfort Care Rounds (CCRs) provide LTCH-wide case-based discussions 
about deceased residents or those who are dying (Wickson-Griffiths et al., 2015). They should 
occur at least bimonthly and are mainly focused on providing ‘in-the-moment’ education, 
reflecting on resident cases, and providing peer support for staff and volunteers. CCRs are even 
more important now, during the pandemic, to help staff through the number of deaths, 
particularly the ‘bad deaths’ for those with dementia who are dying alone, which is completely 
antithetical to their beliefs and training (22). 

A palliative approach is important throughout the dementia disease trajectory. A relatively new 
intervention, called Namaste Care, addresses social inclusion and quality of life for people with 
dementia by engaging them in meaningful and therapeutic activities throughout the later stages 
of the disease trajectory (23). Namaste Care is focused on encouraging meaningful interaction 
for all participants. Emerging evidence supports this intervention, with improved pain and 
quality of life, improved family carer outcomes, and reductions in antipsychotic and hypnotic 
use, and behavioural symptoms (24,25).  

 
2. People with dementia should be engaged in advance care planning early 

 
The pandemic has brought the critical need for advance care planning (ACP) to the forefront. 
ACP is a “process that supports adults to understand and share their personal values, life goals, 
and preferences regarding future medical care to help ensure that people receive care that is 
consistent with their values, goals and preferences during serious illness”(Sudore et al., 2017, p. 
821).  In the LTCH context, ACP aims to activate critical communication early with residents 
and families, so that decisions about end-of-life care can be made (27). When ACP does not 
occur for residents with dementia, family and care providers are not adequately prepared to make 
decisions at end-of-life. They experience added stress and burden with decisions being made in 
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‘crisis mode’. This has become even more difficult during the pandemic, given the visiting 
restrictions for families which have limited their ability to engage in ACP discussions. 
 
Accommodating the challenges imposed by the pandemic, so that residents participate in ACP 
activities should be a priority given the evidence of positive health outcomes associated with 
ACP including congruence between older adults’ wishes and EOL care provided; lower rates of 
unnecessary hospitalization at EOL; reduced stress, depression and anxiety amongst families; 
and improvements in feelings of autonomy, control and care satisfaction for all parties across the 
living-dying trajectory(28–36). Telehealth or online modes of participating in ACP during the 
pandemic are recommended. 
 
To be prepared, people with dementia should be engaged in discussions (that should involve 
their family members/significant others) to: 

1. Choose a substitute decision maker (SDM); 
2. Share with their SDM about their values, wishes and what is important to them; and 
3. Share with their SDM what would matter most to them should they became seriously ill. 

(37) 
 
We recommend using resources for residents, care partners, and clinicians, that support holding 
ACP conversations in early stages of dementiaiii and in LTCHs experiencing COVID-19 
outbreaksiv. 
 
3. Family members and significant others should be prepared and supported for the end-

of-life 
 
Family members of people dying with dementia are vulnerable to stress, anxiety, social isolation, 
and decreased well-being (38–43), which has been exacerbated during the COVID-19 pandemic. 
Advanced dementia is a critical time for family involvement, given that involvement at this time 
may have an impact on the dying experience of the person with dementia and on the carer’s 
bereavement and post-bereavement experience (44–46). Providing opportunities to develop and 
maintain meaningful relationships with a person with dementia during the pandemic is critical to 
minimize carer burden, stress, conflict, and loss.  
 
To prepare families for end-of-life decision making, it is critical that they engage in ACP 
discussions with residents who have dementia early when they still have capacity, so that when 
dementia has progressed, they are well informed and prepared to make decisions about goals of 
care on the residents’ behalf. To help prepare families, their questions and informational needs 
should be met either through virtual conversations, online support tools, or written materials 
(47).  
 
During the 2002-2004 SARS epidemic, staff had to be creative to support families to keep them 
informed and involved (48,49). Given the growing demand for integration of a palliative 
approach to care within LTC due to the pandemic and COVID-19 outbreaks, and the increased 
awareness of service inadequacies due to visiting restrictions, virtual technologies offer a 
promising way to engage families and prepare them for decision-making when residents are 
nearing end-of-life and face-to-face discussions are not possible. At the very end of life, families 
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need to know on what to expect, including the signs of imminent death. They should be prepared 
for and included in discussion about withdrawing or stopping treatments that are not helpful.   

Sitting vigil while a person is dying is a deeply ingrained norm and dying alone is perceived as 
an indicator of a bad death by staff and families in LTCHs (22). Pandemic related visiting 
restrictions may limit deathbed vigils. Where possible, in accordance with local public health 
guidelines, family presence should be facilitated. 

4. End-of-Llfe symptoms should be managed effectively  

Residents can present with a variety of symptoms and complications throughout their illness 
journeys. Symptoms may worsen and complications associated with co-existing advanced 
chronic illnesses such as advanced cancer, and end-stage heart, lung, and renal diseases often 
increase at the end of life.  These symptoms include dyspnea, pain, agitation and delirium, 
anxiety and depression; and airway secretions, amongst many others. Many, such as pain and 
delirium, are often under-recognized and mismanaged (50–52). Delirium, which can be difficult 
at times to differentiate from coexisting dementia, can complicate the care and management of 
symptoms and increase safety concerns. Symptoms may progress gradually or, as with COVID-
19 infection, progress rapidly, escalating within a few hours. 

Person-centered care approaches are needed, informed by amongst others, the persons’ life 
history and the clinical presentation (53). Optimal assessment and symptom management will 
reduce discomfort at the end-of-life and promote good death (17) and will relieve some stress for 
family members who may not be able to visit due to pandemic related restrictions. The general 
approach with most symptoms requires a meticulous assessment to identify the underlying 
causes and their impact on the resident.  

LTCHs should build and ensure capacity to optimally manage symptoms throughout the 
resident’s illness and at the end of life when comfort measures take priority. LTCHs should 
build capacity to optimally manage symptoms throughout the illness and at the end of life, when 
comfort measures take priority (10,17,61,20,54–60). Specific measures include: 

• Adopting a proactive approach, including systematic and regular assessment of symptom 
severity and response to treatment, using validated and reliable tools (62). Several scales are 
available to assess pain even when residents are unable to self-report (63).  

• Ability to make rapid changes in care plans and treatment regimens as condition changes.  
• Access to palliative and geriatrics experts, not only to help build capacity but also, to aid or 

advise at any time (24/7) when symptoms are complex and difficult to manage. For example, 
when residents have intractable symptoms such as breathlessness and agitation that do not 
respond to usual approaches, and/or when palliative sedation is being considered for patients 
who are at the end of life (53,64). 

• Establishing systems that support symptom assessment and management. For example, 
consider pre-printed orders (PPO) for managing end of life symptoms such as deprescribing 
guides (65,66) and the dying protocol PPO by Fraser Health in British Columbia (67). These 
require staff education as they may otherwise be applied inappropriately. 
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• Developing staff members’ capacity to manage symptoms and ethical dilemmas; as well as 
challenges that may arise from conflicting values among or between staff and family 
members. For example, many people with advance dementia may stop eating at the very end 
of life due to inability to swallow. This often presents an ethical dilemma for staff and family 
members. In this stage of an illness, there is a strong body of evidence and experience that 
shows artificial feeding through enteral (tube feeding) or parenteral routes are not helpful and 
add considerable burden to the resident. However, care partners may be concerned about 
resident’s suffering due to thirst and hunger that may prompt enteral feeding. Staff must be 
able to differentiate between residents who are unable to feed themselves from those who can 
no longer swallow and offer comfort oral feeding that can curb the feelings of hunger and 
thirst (68). Families should be educated and supported to consider risks and benefits. 

Staff in LTCHs should use best evidence for management of symptoms and complications 
related to advanced diseases and end-of-life. Clinical guidelines and protocols for care 
management of palliative symptoms and complications related to advanced diseases are 
available.v These guidelines are not only relevant to care of patients with symptoms and 
complications caused by the SARS-CoV-2 virus (COVID-19 disease), such as breathlessness, 
coughing and delirium, they also apply to managing symptoms in residents who are not infected 
with the virus but whose end of life care is occurring in the context of a pandemic.vi Opioids are 
the mainstay of treatment for severe symptoms such as pain and dyspnea, as well as coughing, 
including among patients who are opioid naïve (69). In addition, adjuvant therapy should be 
considered for concurrent symptoms such as shortness of breath, restlessness, agitation, and 
anxiety (69,70). Applying guidelines does not supersede clinical judgement and must take into 
consideration the circumstances of residents in LTCHs and their individual circumstances.  

Palliative care guidelines provide guidance about dose adjustments and choice of opioid, use of 
adjuvants, and conditions that contraindicate use of particular adjuvants.  

It is essential that non-pharmacological management be incorporated wherever possible (i.e., 
oxygen therapy via nasal prongs for hypoxia; cool sponging on face; positioning for comfort, to 
aid breathing, and for draining secretions; support for anxiety). LTCH staff, however, need to be 
attentive to the role of some of these approaches in the context of the COVID-19 pandemic and 
outbreak risk mitigation. The use of fans, for example, have been shown to be a useful approach 
to managing dyspnea at the end of life. However, this is an aerosolizing procedure that is 
contraindicated in a patient with proven or suspected SAR-CoV-2 virus (COVID-19 disease), as 
it amplifies the risk of viral spread (71).  

LTCHs should collaborate to ensure access to required medications, alternative treatment 
approaches, supplies, and personal protective equipment. Significant medication shortages 
have been observed during the pandemic (72).  These shortages have included medications that 
are used at end of life; including opioids such as morphine and hydromorphone, as well as, 
haloperidol, methotrimeprazine, midazolam, scopolamine, and dexamethasone, amongst others. 
Close collaboration is required between LTCHs and pharmacists to anticipate such shortages, be 
proactive to prevent them where possible, and where they do occur use alternative treatment 
approaches. LTCHs should also devise contingency plans where 24/7 access to pharmacies are 
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not available. LTCHs should have access to oxygen therapy and personal protective equipment, 
particularly in cases where certain therapies may risk aerosolizing the virus (70).   

5. After death care should be provided consistently with local public health guidelines and 
evidence about SARS-CoV-2 transmission 

 
Once the resident dies, a registered nurse (RN) or a registered practical nurse can pronounce 
death, as there is no legal requirement in Canada, that it is pronounced by a physician (73). 
However, a death certificate can only be completed by a physician or, in some jurisdictions, by a 
nurse practitioner (73).  If the resident had confirmed or suspected diagnosis of COVID-19 
infection, the LTCH should take specific measures informed by guidance from World Health 
Organization and their local public health authority.    
 
Though so far there is no evidence of persons contracting COVID-19 infection from being 
exposed to the bodies of an infected individual, it is important that LTCH staff follow routine 
practices such as hand hygiene, use personal protective equipment during the last offices and 
cleaning of equipment and environment when having cared for a person with confirmed or 
suspected COVID-19 disease (74,75). A Point of Care Risk Assessment should be performed to 
gauge the risk of possible splatter from the resident’s body fluids, in which case they should don 
fluid resistant PPE (76). Policies and procedures should be in place that guide LTCH staff in 
taking utmost care to respect the dignity, religious and cultural traditions of the residents while 
respecting and balancing rights of the family members (74). Finally, LTCHs should follow strict 
disinfecting and cleaning protocol, as human coronavirus can stay infectious for about many 
days on surfaces (77).     
 
6. Grief and bereavement support should be provided to family members of deceased 
residents, LTC home staff, and surviving LTC home residents, including residents with 
dementia. 
 
Disruptions to typical grief and bereavement experiences and support are characteristic of the 
pandemic. Staff are not able to provide the usual grief support or exercise usual rituals to 
acknowledge the passing and pay respects to the deceased. Probability of complicated or 
disenfranchised grief after the death of a LTC home resident during the pandemic is increased 
due to: (1) the unexpected nature of the death and rapid deterioration of residents who die from 
COVID-19; (2) inability to be with the resident and say goodbye (3) the context of experiencing 
multiple other losses and stressors associated with the pandemic that tax coping and diminish 
resources and supports for coping; (4) potential disruption of faith and of religious and spiritual 
practices due to restrictions on practices like gatherings and even being present with the person 
at death; (5) diminished social networks; and (6) lack of access to rituals, such as funerals, that 
help people process loss and grief (78–82)  
 
Support for residents with dementia should be individualized. It should not be assumed that 
people with dementia do not notice or are unaffected by deaths of people around them (83,84). It 
may be helpful to acknowledge loss and involve residents with dementia in rituals as they are 
able.  
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Rituals to mark the death of a resident are important for family, staff, and residents. In 
addition to posting a memorial notice and photograph of the deceased resident other practices are 
accessible to residents who have dementia and are experienced by staff and family as respectful 
and dignified, (e.g, honour guard when the body leaves the building, including recognition of the 
loss at the next meal through a moment of silence, words of remembrance, and rose at the place 
of the deceased resident) (84). Monthly or semi-annual gatherings to mark residents’ deaths 
could be replaced, while visiting is restricted, by virtual gatherings or memorial notices in 
newsletters.  
 
Support for bereaved families from LTC homes should include: (1) timely notification of the 
death of the resident; (2) expressing sympathy (card immediately and phone call to check in 
about a month after the death); (3) providing information about post-death services (e.g., funeral 
homes); (4) providing written information about grief and supports including variability of 
normal grief experiences, potential disruption of grief because of pandemic restrictions, 
importance of drawing on their support networks, and bereavement support resources in their 
community. Primary care providers should be aware of increased risk for complicated grief and 
follow-up with the bereaved for at least 6 months after the death, providing support or referral as 
indicated (81,85).  
 
Support for staff must acknowledge the intimate, close, often “family-like” relationships that 
care providers have with residents with dementia and their grief when residents die. Staff who 
work closely with a resident and are not present at the time of the death should be notified of the 
resident’s death prior to their next shift. Staff need time to acknowledge and process loss after a 
death, which may mean a break from providing care for other residents. Supervisors should 
acknowledge the meaning of the loss. Opportunities to express sympathy for and say goodbye to 
residents’ family members are important. Staff rely on support from peers to process grief. This 
can be supported formally through debriefing sessions and informal time to talk and reminisce 
following a death. Visiting restrictions increase risk for moral distress among grieving staff. In 
LTC homes that have COVID-19 outbreaks, the high numbers of deaths and potential for “bad 
deaths” also increases risk for moral distress and complicated bereavement. Additional mental 
health supports should be available (86).  
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End Notes 

                                                
i e.g., Kelley Model for Community Capacity Development (87). 
ii e.g., (a) Pallium Canada’s LEAP-LTC (https://www.pallium.ca/course/leap-long-term-care/), 

Online LEAP modules are currently offered free-of-charge during COVID-19(88); (b) 
Foundations of Palliative Care Course for Frontline Staff, Centre for Education and 
Research on Aging and Health (http://cerah.lakeheadu.ca/palliative-care-for-front-line-
workers-/); (c) Quality Palliative Care in Long Term Care Toolkit 
(http://www.palliativealliance.ca/qpc-ltc-toolkit); (d) Fundamentals of Hospice Palliative 
Care (https://acclaimhealth.ca/programs/palliative-care-
consultation/education/fundamentals-of-hospice-palliative-care/) 

iii Speak Up Canada. (n.d.). Advance Care Planning in Canada. 
https://www.advancecareplanning.ca/ 

iv Speak Up Ontario. (2020). COVID-19 Resources.  https://www.speakupontario.ca/ 
v e.g., Palliative Care Guidelines:  (a) Pallium Canada’s Palliative Pocketbook and App 

((https://www.pallium.ca/mobile-app-pocketbook/); (b) Palliative EZ Guide, McMaster 
Palliative Care Symptom Management Guide and App Pocketbook and App 
(https://palliativeezguide.ca/); (c) British Columbia Centre for Palliative Care and 
Division of Palliative Care, University of British Columbia Guidelines (https://bc-
cpc.ca/cpc/publications/symptom-management-guidelines/); (d) Fraser Health, British 
Columbia Palliative Care Guidelines (https://www.fraserhealth.ca/employees/clinical-
resources/hospice-palliative-care#.XvJEsmhKjn0)  

vi e.g., COVID-19 Palliative Care Guidelines: (a) McMaster Palliative Care COVID-19 
Symptom Guidelines (Division of Palliative Care): Managing Dyspnea  
(https://fhs.mcmaster.ca/palliativecare/documents/McMasterDyspneaProtocolCOVIDHa
milton31March2020.pdf); (b) McMaster Palliative Care COVID-19 Symptom Guidelines 
(Division of Palliative Care): Other Symptoms 
(https://fhs.mcmaster.ca/palliativecare/documents/McMasterSymptomManagementProtoc
olsCOVID31March2020.pdf); (c) McMaster Palliative Care COVID-19 Symptom 
Guidelines (Division of Palliative Care): Palliative Sedation Pandemic Protocol 
(https://fhs.mcmaster.ca/palliativecare/documents/McMasterPalliativeSedationProtocolC
OVID31March2020.pdf); (d) Fraser Health and Division of Palliative Care University of 
British Columbia Guidelines on Managing Dyspnea (https://bc-cpc.ca/cpc/wp-
content/uploads/2020/03/COVID-19-End-of-Life-Symptom-Management.pdf) 


