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1. Key points
•
•
•
•
•
•
•

Age is by far the strongest risk factor for dementia and for COVID-19, meaning that
many people living with dementia are likely to contract and die from COVID-19.
Public health guidelines will be difficult for many people living with dementia to
adhere to and follow due to cognitive impairment.
Cocooning for people living with dementia will be particularly difficult and people
are at significant risk of social isolation, increased anxiety, stress and loneliness.
The temporary cessation of usual services such as support groups, Alzheimer cafés,
day care services and cognitive stimulation therapy will impact significantly on
people living with dementia.
In Ireland, residential care settings have been adversely impacted by COVID-19,
where up to 72% of residents are people living with dementia.
People living with dementia have not featured very much in public policy discussions
on the COVID-19 pandemic.
Public policy has not focused on supporting family caregivers who may be under
increased pressure due to the cessation of usual services and supports in addition to
the anxiety and stress of living through a global pandemic.

2. Introduction
This preliminary report from Ireland reviews the impact of Covid-19 on people living with
dementia and their family caregivers. It builds on an earlier report written by colleagues on
COVID-19 in long-term care settings in Ireland 1. The first case of COVID-19 in Ireland was
diagnosed on the 29th February2. As of May 29th, 25,062 people have tested positive for
COVID-19 and 1,650 people have lost their lives3. Age is a significant risk factor for COVID-19
and we now know that 93.4% of all Irish deaths have occurred in people over the age of 65,
and 79.82% have occurred in people over the age of 75, with those over 85 years of age
having a case fatality ratio of 26.32% 4.

3. Dementia as a Risk Factor for COVID-19
There is no compelling evidence that dementia per se is a risk factor for COVID-19 or that a
cognitively impaired person will have more severe symptoms from COVID-19 than a person
of similar age and health profile who is cognitively intact 5. In Ireland, dementia was not
listed as an underlying condition of the first 327 people admitted to ICU with COVID-19 6,
although this may not be surprising since dementia remains under-reported and under-
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diagnosed in Ireland 7. An analysis of over 17 million patient records in the UK, found that
death from COVID-19 is strongly associated with being male, being older and more
deprived, having uncontrolled diabetes and having severe asthma. In addition, people with
non-white ethnicity are at a higher risk. This analysis also found that many other
comorbidities, including stroke and dementia, were associated with increased risk 8. One UK
based study found that among those over 65, people living with dementia are three times
more likely to develop severe COVID-19, but it is uncertain as to whether this is an indirect
effect of living in nursing homes where there are high rates of infection 9. The same
researchers found an association between the APOE4 gene and severe COVID-19 10. Many of
these studies are preliminary and under-going peer review so it is difficult to come to any
concrete conclusions in relation to dementia being a risk factor. Ultimately, given that age is
by far the strongest risk factor for dementia 11, it is reasonable to assume that the person
living with dementia is at heightened risk of developing COVID-19.
Additionally, having dementia may expose the individual to at risk behaviour during the
COVID-19 pandemic. For example, it will be a lot more difficult for people living with dementia
to understand and comply with public health guidelines such as practicing physical distancing
and hand hygiene. Cocooning or shielding, where a person is required to remain at home or
indoors and avoid face to face contact with others as much as possible will also be difficult for
a person living with dementia. The cognitively impaired person is also likely to have difficulties
remembering safety procedures, such as wearing masks, or understanding and acting on the
public health messages and advice given by others. Ignoring such warnings, lack of sufficient
self-quarantine measures and lack of compliance with public health advice will all inevitably
increase the risk of infection5. In addition older people including those with dementia who
are infected with COVID-19 may have an atypical presentation. Only one third are likely to
have fever and about 25% will have gastrointestinal symptoms12. Dementia can also impair
language and communication skills and because of this the person may be unable to report
symptoms. This may mean that the early detection of COVID-19 may be overlooked.
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4. Public Policy on Dementia in Ireland
It is estimated that there are between 39,272 and 55,266 people living with dementia in
Ireland, of whom an estimated 19,530 live in residential care settings13. In Ireland, public
policy on dementia is guided by the National Dementia Strategy14, a policy document that
aims to heighten awareness and understanding of dementia, support a timely diagnosis and
enhance community services to ensure that people with the condition live at home in the
community for as long as possible. In this policy document, there is limited discussion of
long-term residential care options or of the need for a continuum of care. The National
Dementia Office did commission a subsequent report on the continuum of care in 2019 that
set out a range of options for people living with dementia, including the future recalibration
of care from nursing homes to community-based provision, including housing with care
options15.
Across Europe a gradual recalibration in care settings has been taking place since the late
80’s and in many countries, especially the Netherlands and the Nordic countries, long-term
care for people living with dementia has been re-organised on a social rather than medical
model of care 16. There has been limited evidence of this type of remodelling of long-term
care in Ireland15, and the reality is that most people who have dementia either live at home
with the support of family caregivers or in large scale generic nursing homes, many of which
are not customised or purpose built to minimise the disabilities and other difficulties
associated with this condition.
Like in other countries, in Ireland the main bulk of dementia care is provided by family
caregivers of whom there are an estimated 60,000. Many of these caregivers provide
around the clock services with limited support from their relatives or from
formal/government provided services 17. Many family caregivers continue to remain
integrally involved in their loved one’s care even after a relative is placed in long-term
residential care, visiting daily, supporting their relatives in decision-making, communicating
valuable information about their relatives welfare to nursing home staff and caring at a
distance17. There is no automatic entitlement to formal home care support services for
people who have dementia in Ireland. Nor does eligibility for services automatically confer
entitlement. Broadly speaking, however, formal home support services, home care
packages, in-home respite care, day care, dementia advisors and telephone help lines have
improved following the publication of the National Dementia Strategy and the
establishment of the National Dementia Office. Currently, new legislation is being prepared
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by the Irish government that will see access to home care expanded in Ireland 18. This should
improve access and equity significantly, provided resources are made available to give
expression to the new rights being initiated for people living with dementia.

5. Public Health Policy on COVID-19 in Ireland
Since the outbreak of COVID-19, in Ireland, the National Public Health Emergency Team
(NPHET) has been advising the Minister for Health and the Irish government on the
pandemic and the measures required to mitigate its impact and protect the public health of
its citizens. At the start of the pandemic, government policy focused predominantly, and
perhaps understandably, on emergency planning for the acute care sector. In response to
concerns about the potential impact of COVID-19 on nursing home residents and staff, on
the 6th March, Nursing Homes Ireland, (the representative body for private and voluntary
nursing homes in Ireland), announced visitor restrictions to nursing homes19. These
restrictions stipulated that people could only visit nursing homes in urgent circumstances
and children and groups were not allowed visit. In practice, this meant that people living in
residential care including those with dementia can no longer see their family and friends in
person. On the 12th March, the government closed all schools, colleges and childcare
facilities, and on the 24th March more stringent measures were introduced that involved a
significant societal lockdown. All shops, pubs, cafes, gyms, and public places, including some
social care services were closed down and people were advised to remain at home and only
exercise within a 2 kilometre radius of where they lived. In this lockdown strategy,
government advice was that all people over the age of 70, including those of that age living
in residential care facilities and those listed as medically vulnerable, should cocoon.
Interestingly, the list of medically vulnerable people required to cocoon does not include
people living with dementia 20. Depending on space and the physical lay-out of nursing
homes and residential care settings, cocooning for some people living with dementia may
be extremely difficult to exercise and monitor1.
During the COVID-19 pandemic, there has been little emphasis in Ireland on the unique and
complex needs of people living with dementia either in the community or in residential care.
For example, up to May 12th, there has been no reference to dementia or Alzheimer’s
Disease in the minutes from the National Public Health Emergency Team meetings nor in
their letters to the Minster for Health 21. For some this may not appear that untoward, but
given that in Ireland close to three quarters of all residents in nursing homes are likely to
have dementia13, the omission is noteworthy. The minutes from the 14th May meeting
contain two references to people living with dementia, firstly, they propose repeat testing
for people who may have difficulty communicating symptoms, such as people living with
dementia. The second reference is to wearing masks and an acknowledgement that this
practice may be difficult for some people living with dementia, but do not want this to lead
to stigmatisation21. The National Dementia Office (part of the Health Service Executive),
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have released an excellent collection of online resources for people living with dementia,
families and formal carers to support them during the COVID-19 pandemic22.

6. Impact of COVID-19 on people living with dementia living in the
community
Precise estimates of the prevalence of dementia in Ireland suggest that there are between
19,742 and 35,736 people living with the condition in the community13. The main public
services available to support these people to remain living at home include: home help,
home care packages, in-home respite care and day care. Residential respite care, where a
person living with dementia is admitted to a nursing home for a period of some weeks to
enable a family caregiver take a break from caring, is also a service often used by people
who have dementia. The provision of each of these services has been significantly impacted
by COVID-19.
For example, all residential respite care in nursing homes has been discontinued1. In Ireland,
245 day centres provide a total of 5,969 weekly places for an estimated 2,879 people living
with dementia in the community 23 all of which, under current guidelines, are closed. Many
other community based services for example cognitive rehabilitation, cognitive stimulation
and psychosocial educational interventions, associated with new range of post diagnostic
services for people living with dementia living in the community 24, have been temporarily
discontinued or the service format has changed as for example it is now available online. All
memory technology resource rooms (MTRR) that provide people living with dementia and
their carers with advice about assistive technology, safety and quality of life issues have also
temporarily closed down during the COVID-19 pandemic.
We do not know precisely how many people living with dementia receive home care
support in the community. The Health Service Executive provided over 17.13 million hours
of home care to 53,000 older people, including people living with dementia, in Ireland in
2018. This did not include home care packages. They also ran 8 pilot projects providing
intensive home care packages to people living with dementia 25. Additionally, NGO’s such as
the Alzheimer Society of Ireland (ASI) play an important role in supporting people living with
dementia and deliver in home support services. During the current crisis, home care support
in the community has likely been reduced as some home care workers have been
redeployed to residential care settings and some care recipients and family caregivers are
refusing home care support due to fear of infection1. There are 20 Alzheimer Cafés in
Ireland 26 and other services such as support groups and social clubs which are not now
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running because of COVID-19 restrictions. One Alzheimer café has moved online 27. The ASI
continues to provide online and telephone support, a service that may benefit family
caregivers more so than the individual with dementia. The ASI has expanded their helpline
to include being able to book a 1:1 session with a Dementia Nurse or Dementia Advisor, run
an online family caregiver support group and provide a list of useful resources on their
website 28.

6.1. Living alone in the community
In Ireland, there are an estimated 6,000 to 10,000 people living with dementia who live
alone in the community 29. During this pandemic, these are a group of people who are
extremely vulnerable. In addition to in-home service restrictions in some areas and being
unable to stay connected with people face to face, or attend a day centre, a lack of access to
the internet or lack of ability to use online resources independently may also heighten a
sense of loneliness and abandonment and have a profound psychological impact on these
people 30. The inability on the part of the person who lives alone to access and understand
information and education resources on COVID-19 may also increase their risk of acquiring
the infection. Work is required with people living with dementia, people working in the
area, and advocacy groups to develop supports and guidelines that can be understood by
people living with dementia 31.

6.2. Living in the community and attending hospitals
A person living with dementia has on average 2.4 co-morbidities and uses 5.1 prescriptive
drugs32. The person is also at heightened risk of accidents in the home, including falls. A
corollary of this is that hospital presentation is not uncommon for a person who has
dementia. As a result of COVID-19, many hospitals have banned accompanying persons and
visitors to reduce infection rates5, meaning that some people living with dementia may not
be allowed to bring a family caregiver with them to accident and emergency (A&E) or when
admitted to hospital. In Ireland, each hospital provides its own guidelines on visiting and
some hospitals make exceptions for people visiting a person living with dementia. An
analysis, carried out for this report, of visitor exceptions in public general hospitals, up to
the 22nd May, found that approximately one third (16 of the 44) of public hospitals have
made an exception for people accompanying or visiting a person living with dementia. A
further 9 of the 44 Irish hospitals allow visitors on a case by case basis33. This is in contrast
to the UK where there is a blanket exception made for people living with dementia, who are
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29
Pierce, M., Cahill, S., and O’Shea, E. (2014). Prevalence and projections of dementia in Ireland, 2011 report
prepared for Genio, Ltd.
30
http://www.nuigalway.ie/opinion/combatting-exclusions-and-ageism-for-older-people-during-the-COVID19-pandemic.html
31
O'Neill, D. 2020. Protecting Our Longevity Dividend During COVID-19. Ir Med J. 113(4):50. http://imj.ie/wpcontent/uploads/2020/04/Protecting-Our-Longevity-Dividend-During-COVID-19.pdf
32
Schubert, C.C., Boustani, M., Callahan, C.M., Perkins, A.J., Carney, C.P., Fox, C., Unverzagt, F., Hui, S. and
Hendrie, H.C., 2006. Comorbidity profile of dementia patients in primary care: are they sicker? Journal of the
American Geriatrics Society, 54(1), pp.104-109.
33
https://www2.hse.ie/services/hospital-service-disruptions/hospital-service-disruptions-covid19.html
Accessed 22nd May 2020
27
28

7

permitted to have one person accompany them during visits to acute care settings34. A
hospital environment is far from ideal for a person diagnosed with dementia and there is a
burgeoning body of literature pointing to the adverse outcomes people living with dementia
experience once hospitalized 35,36. A new unfamiliar environment can lead to increased
stress and responsive behaviours. The person with a moderate to severe cognitive
impairment may feel even more lonely and frightened and may not understand why they
are in an unfamiliar environment and not in close contact with family members. They may
also be less able to communicate or adhere to instructions and safety measures. All these
factors may lead to them having an increased risk of developing delirium during their
hospital stay5.

6.3. Research studies in Ireland since COVID-19 pandemic
Since the pandemic commenced in Ireland, a number of small-scale studies have been
undertaken to explore the effect the pandemic has had on community dwelling older people
including those individuals who have dementia. The ASI conducted an online study of the
impact of COVID-19, with a total of 147 respondents, including people living with dementia,
family caregivers and dementia community champions37. Many of the respondents
identified issues, such as loneliness and isolation, lack of routine and boredom, anxiety, fear
and stress. The ASI found that 31% of the people living with dementia they interviewed are
comfortable using ICT, however, they added that the particular group interviewed (16
people living with dementia) were younger than the average ASI client. In Ireland, internet
access decreases with age with only 38% of people over 80 having access to the internet
compared to 86% of those aged 50-59 38. In another survey conducted amongst older people
by the Central Statistics Office in Ireland, 30% of people over the age of 65 reported feelings
of loneliness due to COVID-19 39. These findings are in accordance with reports from ALONE,
a national organisation supporting older people to age at home, who experienced an
increase in calls to their helpline from older people living in the community, concerned with
mental health difficulties stemming from cocooning 40. Helen Rochford-Brennan, the
Chairperson of the European Working Group on Dementia and an Irish person living with
dementia living in the community, reflects on the impact of COVID-19, cocooning and social
isolation, and how it has increased anxiety and stress 41. She talks about the invisibility of
https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/03/C0030_VisitorGuidance_8-April-2020.pdf
35
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36
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Acute hospital dementia care: results from a national audit. BMC geriatrics, 16(1), p.113.
37
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people living with dementia in society and how they may have significant difficulty accessing
services during this pandemic.

7. Impact of COVID-19 on people living with dementia living in
residential care settings
As noted by Pierce et al., as of December 2018 there were 581 nursing homes registered
with the Health Information and Quality Authority (HIQA) in Ireland, providing
accommodation to 31,250 people1. More than three quarters of these nursing homes in
Ireland are private or voluntary (not for profit) and the remainder are public. Private nursing
homes are significantly more likely to be providing dementia care, but receive considerably
less state funding compared with the public sector 42. As cited earlier, a significant
proportion of residents in nursing homes in Ireland, up to about 19,530 43, equivalent to 72%
of all residents, are likely to be people who have dementia13. A small proportion of these
people live in older congregated large scale buildings where infection control and the
practice of social distancing and self-isolation will be very difficult for front line staff to
support.
How exactly the COVID-19 pandemic has affected the day to day lives of older people living
with dementia who live in nursing homes in Ireland is really impossible to know and
understand since every person’s story will be different. We know that within nursing homes
social contact, attachment, pleasurable activities, choice, control, and connectivity are so
important to people who have dementia 44. Yet, given the Irish government’s cocooning
guidelines for those over 70, (who constitute a sizeable proportion of nursing home
residents), we can only speculate that the latter will have a profound impact on quality of
life. This coupled with the cessation of group recreational activities in nursing homes, group
outings from nursing homes to familiar places and the absence of regular visits from family
members and exposure to familiar faces of close relatives will all also adversely affect wellbeing. The Alzheimer Society of Ireland have suggested some ways to support people living
with dementia in nursing homes such as: putting together a life story book, creating a
memory box, sending in pictures, sending audio recordings of messages and if possible
having video calls45. While, Nursing Homes Ireland launched the comfort words initiative
encouraging children to write to people living in residential care 46. One innovative practice
in the UK involves a ‘drive through’ visiting service to allow visitors to visit care home
residents and still maintain physical distancing47.
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Dementia is an extremely frightening condition for the individual and familiarity, a sense of
belonging, routine and consistency are so important for good quality dementia care 48 and
for the preservation of personhood 49. We know that in Irish residential care settings
significant staff shortages can occur; for example, the Irish Times newspaper reports on one
nursing home operating with less than 60% of their staff 50. It is difficult for an individual’s
personhood to be preserved when regular staff are no longer available to provide care due
to their own infection from Covid-19 51. Fostering a sense of belonging and familiarity with
newly appointed staff recruited at short notice to back-fill front line positions is not likely to
be easy. Some of these staff may have had little or no training in dementia and may be
unfamiliar with residents’ life stories. The use of masks and face visors add another layer of
complexity to the relationship between staff and the person with dementia. On-going
communication with friends and relatives inside and outside the nursing home may also be
difficult. Technology may be an important resource for maintaining contact with others, but
is it possible during an extremely busy pandemic period to teach a person living with
dementia to use Skype or Facetime to communicate with family members? Pierce et al.
emphasise the need to provide more support to nursing homes to ensure they have
sufficient staff and that the well-being of staff is adequately upheld1.
We also know that some of the behavioural and psychological symptoms of dementia,
commonly referred to as responsive behaviours, such as agitation, aggression, apathy,
depression wandering can be precipitated by boredom and the absence of multisensory
stimulation 52. As a general rule of thumb, antipsychotic medication should be the last resort
in responding to these behaviours as the use of such drugs can have very deleterious
consequences53. We do not know if this type of medication may be in more frequent use
during pandemic periods in residential care settings.

7.1. Deaths in nursing homes and residential care settings in Ireland
Deaths from COVID-19 experienced by people living with dementia in residential care
settings is a complex topic and even more complicated when cross national comparisons are
attempted. First, there is the issue of diagnosis and uncertainty about who may have
dementia or not13. Second, residential care facilities, including nursing homes and care
homes, are defined differently within countries. Third, is the issue of whether COVID-19
deaths refer to the death of the person who has already tested positive for COVID-19 or a
death of a resident linked to a suspicion of COVID-19. For example, the Health Protection
Surveillance Centre (HPSC) in Ireland reports information on deaths in three different
Aminzadeh, F., Dalziel, W. B., Molnar, F. J., and Garcia, L. J. (2010). ‘Meanings, functions, and experiences of
living at home for individuals with dementia at the critical point of relocation’, Journal of Gerontological
Nursing, 36 (6), 28-35.
49
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Evidence Synthesis of the Perspectives of People living with dementia. The Gerontologist.
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categories: confirmed, probable or possible4. Fourth, figures reported by the HPSC in Ireland
refer to deaths in residential settings. It we are unclear if people who were transferred to
hospital and subsequently passed away are included in these figures. Finally, some nursing
homes in Ireland have disputed some of the reported deaths54. So the following data needs
to be interpreted with caution.
As of May 6th, 62% of all COVID-19 deaths in Ireland occurred in a residential care setting
(857/1,375), with 53.8% (740) occurring in a nursing home6. The HPSC in Ireland provide
information on underlying medical conditions and mortality for 17,135 confirmed cases of
COVID-19 up to and including the 20th May. Table 1 taken from this report shows the
numbers of people with different underlying conditions. The report does not define chronic
neurological disease but it is likely that this category includes people living with dementia,
however, it may not include all people with dementia, especially if their dementia is
undiagnosed. After those with immunodeficiency (28.13%), those with a chronic
neurological condition were the least likely to receive hospital care 30.5% (308/1008)
compared to people with chronic kidney disease who were the most likely 49.8%. (235/471).
They were also the least likely to receive care in ICU 1.29% (13/1008) compared to people
with a BMI >=40 of which 43% (139/244) ended up in ICU.

Source: https://www.hpsc.ie/az/respiratory/coronavirus/novelcoronavirus/surveillance/underlyingconditionsreports/Unde
rlying%20conditions%20summary%2020052020.pdf
According to the report, of the 1,245 people who died from COVID-19: 39.8% (n=496) of those
had chronic heart disease; 29.2% (n=364) had chronic neurological disease; 16.5% (n=205)
had chronic respiratory disease; 13.3% (n=165) had diabetes; and 13.1% (n=163) had
cancer/malignancy 55. The figure of 29.2% in relation to chronic neurological disease aligns in
some regards with figures released by the Office for National Statistics for England and Wales.
They report that the most common pre-existing condition of a person who died from COVID-
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19 was dementia and Alzheimer disease accounting for 6,887 (20.4%) of all deaths 56. When
all pre-existing conditions are taken into account this rises to 8,577 (25.3%) of all deaths57. If
we are to apply these rates (20.4% - 29.2%) to the numbers of people who have passed away
in residential care settings in Ireland up to May 5th (857), then between 175 and 250 people
living with dementia have passed away due to COVID-19 in residential care settings. However,
this may be a low estimate. If the mortality rate matches the prevalence of dementia in
residential care settings in Ireland at 72%13, then this figure could be much higher, potentially
over twice this number.
There has been significant media coverage about the excessive number of deaths from
COVID-19 in long-term residential care in Ireland and some family members of deceased
residents have called for enquiries into their relatives’ deaths 58. The impact of COVID-19 on
those living in residential care settings has also resulted in several calls for the restricting
and/or abolition of such settings 59,60. At an Oireachtas (Parliament) Committee meeting on
the 26th May, Nursing Home Ireland referenced the following factors in contributing to the
spread of the pandemic in nursing homes: the lack of government support available to the
private and voluntary sector in the early stages of the pandemic; inadequate PPE and oxygen
supply; the transfer of hospital patients to nursing homes without Covid-19 testing and a
massive recruitment drive by the public sector (HSE) causing staff exodus from the private
sector 61. Two health service professionals, a Geriatrician and Nurse Academic, interviewed on
national radio about the crisis in nursing homes, proposed a number of reasons for the huge
impact of the pandemic on nursing homes in Ireland. The first was that the asymptomatic
spread of COVID-19 was much higher than originally believed. For example, only a third of
older people with COVID-19 developed a temperature and so were not fitting the criteria for
testing. The second was that COVID-19 is more virulent than anticipated. The nature of care
in a nursing home means that staff have consistent and regular close contact with residents,
including helping residents with activities of daily living and so it is very difficult to manage
physical distancing. The third was where there was a high level of COVID-19 in the community
then the chances of it being spread into the nursing home from staff living in the community
was much higher. Surprisingly, in many of the nursing homes most affected, single occupancy
rooms were common, which would be one way that infection spread could be reduced.

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deat
hsinvolvingcovid19englandandwales/deathsoccurringinapril2020#how-many-people-have-died-from-covid-19
accessed 5.06.20
57
https://www.alzheimers.org.uk/news/2020-05-15/ons-figures-show-dementia-main-underlying-conditioncovid-19-deaths-alzheimers
58
https://www.rte.ie/news/coronavirus/2020/0521/1139704-nursing-home-death/
59
https://www.independent.ie/opinion/comment/exposure-of-latent-ageism-in-virus-response-highlightsneed-to-reform-care-systems-for-older-people-39225507.html
60
https://www.irishtimes.com/opinion/nursing-homes-must-be-made-a-thing-of-the-past-1.4257422
61
Oireachtas Committee: Special Committee on Cobvid-19 response. Tue, 26th May 2020.
https://www.oireachtas.ie/en/oireachtas-tv/video-archive/committees/
56

12

However, one of the speakers, Prof. Sean Kennelly explained that there are other
environmental factors that need to be considered 62.

7.2. Government measures as response to COVID-19 in nursing homes
At the start of the pandemic, government policy focused predominantly on emergency
planning for the acute care sector, meaning that like in many other European countries
residential care settings were not prioritised1. With the increase of clusters of cases and
deaths in residential care facilities during the month of April, the government later launched
a plan to support nursing homes to deal with the virus. This included: screening staff twice a
day, prioritising testing for nursing home staff, providing expert advice and training from the
Health Service Executive (the Irish health service) providing additional PPE and having a
COVID-19 lead in every nursing home. This plan also provided additional funding, of up to a
total of €72 million, to support private and voluntary nursing homes to deal with COVID-19 63.
According to Tadhg Daly, CEO of Nursing Homes Ireland, up to the 25th May, €8.7 million of
this fund had been drawn down by nursing homes61.
On the 23rd May, the Minister for Health announced that the government is setting up a
COVID-19 Nursing Home Expert Panel to examine best practice measures in response to
COVID-19 64. There has been controversy certainly in social media over the composition of this
committee. While one of the committee members is a former patient advocate, there is no
nursing home resident or resident representative, no family caregiver, nor are there any
dementia experts on the committee. This absence reflects, in our view, the invisibility of
dementia generally in Irish society and the lack of priority given to people living with the
disease in nursing homes.

8. Impact of COVID-19 on family caregivers
There are an estimated 60,000 family caregivers to people who have dementia in Ireland 65,
who provide the main bulk of care services. The care delivered by them accounts for 48 per
cent of the overall cost of dementia in Ireland 66. A recent Irish study has shed light on the type
of personal and social care services family caregivers deliver to their relatives who have
dementia and the type of stress they experience17. Caring in Ireland has been shown to be
Sean Kennelly, Consultant Physician in Geriatric Medicine and Corina Naughton UCC Prof of Clinical Nursing,
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associated with poor health outcomes for the family caregiver. The prevalence of clinical
depression for family caregivers of persons with dementia is noted to be three times the Irish
national average17. In particular the behavioural and psychological symptoms of dementia
more commonly known as responsive behaviours such as agitation aggression, anxiety are
issues that contribute to caregiver burden.
The COVID-19 pandemic and the resulting lockdown are likely to have contributed to an
increase in caregiver burden and to carer ill-health. For example, reports from the ASI reveal
that family caregivers are under additional stress due to COVID-19, with the escalation of
responsive behaviours probably due to a lack of routine37. Family caregivers’ own fears about
the effects their own health decline will have on their ability to sustain the care role were
other concerns cited. A letter to HRB Open, highlights the essential and challenging role family
caregivers play in Ireland and how they have had to react quickly to this pandemic, often
without clear guidance or provision of PPE 67. Family caregivers Ireland, carried out a recent
online survey with 1,307 current family caregivers. Their findings show that the withdrawal
of services, including respite and other homecare supports, has had a significant impact on
family caregivers. A total of 43% of carers were concerned that respite and day care will not
return to their previous level after the crisis; 63% of family caregivers were concerned for the
well-being of the person they care for and 60% worried about their own mental-health and
well-being68. It is clear from the report that family caregivers are under significant pressures,
which is impacted by the closure of community services such as day care and respite care.
Some family caregivers may now have to provide care from a distance, which brings additional
challenges especially when their relative may no longer understand why a spouse or adult
child is required to keep their physical distance 69.

9. Access to care
Alzheimer Europe have outlined their concerns in relation to people living with dementia
being denied access to medical care because of their diagnosis of dementia 70. They have
called for all treatment to be based on the patient’s individual case and not on chronological
age or whether they have a particular diagnosis. The United Nations equally express concern,
identifying the importance of ensuring that difficult health care decisions are guided by
dignity and the right to health 71. The Council of Europe’s Commissioner for Human Rights has
Phillips D, Paul G, Fahy M et al. The invisible workforce during the COVID-19 pandemic: Family carers at the
frontline [version 1; peer review: awaiting peer review]. HRB Open Res 2020, 3:24
(https://doi.org/10.12688/hrbopenres.13059.1)
67

https://familycarers.ie/wp-content/uploads/2020/05/Family-Carers-Ireland-Caring-Through-COVID.pdf
O'Shea, E. 2020. Remembering people living with dementia during the COVID-19 crisis [version 1; peer
review: 4 approved]. HRB Open Res 2020, 3:15 https://doi.org/10.12688/hrbopenres.13030.1
70
https://www.alzheimer-europe.org/Policy/Our-opinion-on/Triage-decisions-during-COVID-19-pandemic
71
United Nations. 2020. Policy Brief: The Impact of COVID-19 on older persons.
https://unsdg.un.org/sites/default/files/2020-05/Policy-Brief-The-Impact-of-COVID-19-on-Older-Persons.pdf
68
69

14

expressed concern at the management of COVID-19 in residential care settings in Europe,
questioning the adequacy of the response, the preparedness of such settings and whether
people residing in such settings receive equal access to health care. Alzheimer UK have raised
ethical issues around discriminatory triage decision-making practices that include access to
specialist medical care for people living with dementia5. Some European countries have even
seen criminal investigations take place into some residential care facilities 72. In Ireland, the
government has published an ethical framework for decision-making in a pandemic in which
it emphasises that the allocation of scarce medical resources should be underpinned by the
principle of fairness, and prioritisation of care should be made based on health-related
benefits73. While this framework may place additional strain on busy practitioners and
clinicians, it is to be welcomed as an expression of solidarity in times of crisis.
There are many other access issues that impact on people who have dementia and their
family members during a pandemic period that have not been adequately explored in this
report. For example, In Ireland, COVID-19 has impacted on diagnostic services (both in general
practice and at Memory Clinics) and on post-diagnostic services. The Memory Clinic at St
James’s hospital, stopped reviewing all new patients for a six week period and during that
period developed a virtual clinic for more urgent follow up patients 74. The implications of
getting a diagnosis 75 of dementia during the pandemic, and delays in starting anti-dementia
drugs and in assessments for home adaptation, and assistive technology all add to the distress
experienced by some people. Covid-19 will also adversely impact on dementia research 76
especially in studies where face to face contact is needed to collect data.

10. Conclusion
As COVID-19 is likely to be around for the foreseeable future, policy and practice needs to
focus on how people living with dementia and their informal and formal carers can be
optimally supported. More innovative ways to keep people socially connected and engaged
are needed to ensure that the psychosocial well-being of people living with dementia and
family caregivers is maximised. The UN emphasises the importance of hearing the voice of
older people during this pandemic, and this also applies to the voice of the person living with
dementia71. Decisions around treatment and care need to reflect the wishes of the person
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living with dementia and their family caregivers. The voice of the person with dementia needs
to be stronger not weaker. So far in this pandemic, people living with dementia and family
caregivers have remained invisible.
This report has outlined the impact that the Covid-19 pandemic has had on people who have
dementia and their family caregivers. It has also detailed the Irish governments’ policy
response to the pandemic including the complete lockdown it initiated from March 24th. As
of May 29th a total of 25,062 people had tested positive for the infection and 1,650 people
had died. Although not emerging as an issue of core concern in official government records
about Covid-19, a significant proportion of these deaths were of people living with dementia
who live in nursing homes or other residential care centres. Unlike many European countries,
such as the Netherlands, Germany, Denmark, Sweden and Norway, where a range of small
scale living facilities including housing with care, assisted living, group living and sheltered
housing are available to people in need of supportive housing because of dementia, in Ireland
large-scale generic nursing homes, accommodating in some cases up to 150 residents are the
predominant model of care available to people living with dementia who can no longer live
at home. Models such as these are not conducive to quality of care during normal times and
will undoubtedly have a deleterious impact on people living with dementia during a pandemic
crisis such as Covid-19.

11. Lessons learnt so far
11.1. Short-term calls for action
•
•
•
•
•

Given the unique and complex needs of people living with dementia, measures to
ease the current restrictions on close family members’ visits to nursing homes and
care homes should now be reviewed.
According as the pandemic crisis eases, the restrictions on family members’ visits to
hospital need to be reviewed.
There is a need for staff training in relation to delivering personal care tasks to
people who have dementia especially given cocooning and physical distancing
requirements.
There is a need for more innovative practices including careful use of assistive
technologies to support the psychosocial well-being of people living with dementia
while maintaining physical distancing.
There is a need for counselling services and post-traumatic support to be made
available to front-line staff working in nursing homes.
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11.2. Longer term policy implications
•

•

•
•

The current model of long-term care in Ireland needs to be urgently reviewed with
reference to a number of already recently published policy documents on housing for
older people and the continuum of care for people living with dementia.
Like in other European countries legislation must be developed and enacted to ensure
that a proportion of all new build nursing homes are designed as small scale domestic
dwellings.
HIQA inspection procedures should include new standards to safeguard older people
in nursing homes including those with dementia in the event of a further pandemic.
The testing of the new statutory home care scheme for older people proposed to be
introduced during 2020 should not be delayed because of the current pandemic.

12. Note on data
Many of the reports cited here are updated on a daily or weekly basis, and several of the
academic publications are currently undergoing peer-review.
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