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Introduction 

This summary provides an overview of recent evidence concerning: 

Difficult conversations happening during COVID-19. 

About the evidence presented below 

The summary below considers the developing evidence on having difficult 
conversations during the COVID-19 pandemic. It gives specific consideration 
to ​conversations around end-of-life care​ and to ​talking to children about 
COVID-19​. This summary reflects mostly on evidence published in the past 
months which are specifically addressing the unique health and social care 
needs of this time. 

It is reassuring to see that evidence and guidelines are being published and 
updated to reflect how services are responding to the crisis. Nonetheless, as 
the situation is developing, there is little for scope for a wider reflection and 
comparisons between sources of evidence. 

Accessing resources 

We have provided links to the materials referenced in the summary. Some 
materials are paywalled, which means they are published in academic 
journals and are only available with a subscription. Some of these are 
available through the ​The Knowledge Network​ with an NHS Scotland 
OpenAthens username. The Knowledge Network  offers accounts to everyone 
who helps provide health and social care in Scotland in conjunction with the 
NHS and Scottish Local Authorities, including many in the third and 
independent sectors. ​You can register here​. Where resources are identified as 
‘available through document delivery’, these have been provided to the 
original enquirer and may be requested through NHS Scotland’s ​fetch item 
service​ (subject to eligibility). 
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Where possible we identify where evidence is published open access, which 
means the author has chosen to publish their work in a way that makes it 
freely available to the public. Some are identified as author repository copies, 
manuscripts, or other copies, which means the author has made a version of 
the otherwise paywalled publication available to the public. Other referenced 
sources are pdfs and websites that are available publicly 

Difficult conversations around 

end-of-life care during COVID-19 

The current COVID-19 crisis has presented many exceptional challenges to 
health and social care provision. Recently, health and social care settings like 
GPs and care homes have come under national scrutiny (​Scottish Parliament, 
2020​) for how they approach difficult conversations about end-of-life care, 
death and dying. Health and social care guidelines highlight that these 
discussions are important to ensure the best quality of care for individuals 
and to minimise physical, emotional and psychological harm to individuals 
and their families (Effective Communication for Healthcare,​ 2020​; Clarke 
2020​). These conversations, challenging in themselves in normal 
circumstances, are compounded by the sense of urgency we are experiencing 
during this crisis.  

At times, the manner in which difficult conversations are taking place (​BBC, 
2020)​ has led to a sense of widespread confusion and concern among 
individuals and their families. Much of this concern surrounds conversation 
around CPR and Do Not Resuscitate procedures, which are seen by some as 
an attempt to “ration” care (Clarke​ 2020​). The Care Quality Commission and 
other medical bodies are also concerned about the blanket application of Do 
Not Resuscitate notices (Booth​ 2020​; Care Quality Commission,​ 2020​). 

Clarke (​2020​) argues that if practitioners are broaching discussion around 
CPR or DNRs with individuals, they are doing so not to “ration” care but 
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rather to ensure individuals are not “unknowingly subjected to a futile and 
inappropriate treatment”.  

Curtis et al (​2020​) argue that now is the time to implement advance care 
planning to ensure individuals do not receive care they would not want if 
they become too severely ill to make their own decisions. Patients with 
chronic life-limiting illness should be offered the option if they would not 
want to receive cardiopulmonary resuscitation (CPR) or mechanical 
ventilation (Curtis et al​ 2020​).  

Nonetheless, Curtis et al (​2020​) acknowledge that these decisions are also 
considered from “the potential need for rationing health care in the context 
of scarce resources and crisis capacity”. A ‘rationing’ perspective has moral 
and ethical ramifications that can negatively affect individuals who are faced 
with these decisions. This has led individuals to feel ‘worthless’ and 
distressed (​BBC, 2020)​. To avoid these shortfalls, Ferguson et al (​2020​) urge 
staff and clinicians to have advance care planning discussions in order to 
provide person-centred, medically appropriate care.  

Advance Care planning 

Conversations surrounding end of life care are often a small element of 
advance care planning. Advance or anticipatory care planning is a 
multi-dimensional approach to planning the care of individuals, often in 
palliative care:  

“Anticipatory Care Planning (ACP) is a person-centred, proactive, 
‘thinking ahead’ approach, with health and care professionals working 
with individuals, carers and their families to make informed choices 
about their care and support. [...]  ACP enables individuals with chronic 
and complex conditions to understand their current health and 
wellbeing, whilst anticipating and proactively managing their health and 
care needs. Optimal outcomes and improving quality of life through ACP 
are helped by early intervention when people have complex needs or 
changing circumstances”  (Edinburgh HSCP (​2019​, p5). 
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The Scottish Partnership for Palliative Care (​2020​) have built a pool of 
resources on Anticipatory and palliative Care Planning. In light of the ongoing 
COVID-19 crisis they have augmented this collection with further resources 
on difficult conversation, staff stress resilience and care homes. As seen in 
the resources themselves, these three additions are interlinked. They 
highlight that many difficult conversations around end of life care are 
happening in care homes and are often a source of distress among staff 
themselves.  

The Scottish Partnership for Palliative Care has also produced an updated 
COVID-19 ACP (​2020​) which is a template to be used by staff to manage 
challenging conversation. This template also references Edinburgh HSCP’s 
REDMAP tool (​2020​) which provides detailed steps to frontline staff on ACP 
and end of life conversations. The template highlights the need to ask 
individuals about those things important to them when it comes to their 
care. Crucially, these tools and resources were developed over several years 
and include the perspectives of different stakeholders like families, care 
users, care homes and medical staff. This gives these guidelines a strong 
evidence base. 

Person-centred conversations 

Many guidelines like Ferguson et al’s (​2020​) Edinburgh HSCP (​2020​) Redmap 
Tool and Curtis et al’s (​2020​) highlight that when approaching end of life 
conversations, it is important to prioritise goal concordant or value focused 
and person-centred care.  

Waikato District Health Board (​2020​) has also published its guidelines for 
palliative care and they argue that it is important to identify realistic goals of 
care, and support families to contribute to decision-making, whilst also 
helping them deal with their own distress. 

Fergus et al (​2020​) suggest that long-term care facilities like care homes or 
medical wards should provide as much psychosocial care and support as 
feasible in this challenging time. Use of social media and video phone call 

5 

https://www.palliativecarescotland.org.uk/content/covid-scottish-eolc-guidance
https://ihub.scot/acp-covid-19
https://www.ec4h.org.uk/wp-content/uploads/2020/04/RED-MAP-Guide-for-Professionals-V5.0-080420.pdf
https://www.sciencedirect.com/science/article/pii/S0885392420301779
https://www.ec4h.org.uk/wp-content/uploads/2020/04/RED-MAP-Guide-for-Professionals-V5.0-080420.pdf
https://jamanetwork.com/journals/jama/article-abstract/2763952
https://www.hospicewaikato.org.nz/file/te-ara-whakapiri-care-plan-inpatient-and-residential-care/open
https://www.sciencedirect.com/science/article/pii/S0885392420301779


 

options may also be useful for some patients/residents in order to facilitate 
interaction with family and friends. They also stress the importance of 
providing grief counselling for families and also staff (Fergus et al​ 2020​). 
Consideration should be given to modifying visitor restrictions to allow 
family and friends to comfort their loved ones who are at the end of life. 

Predominantly evidence so far like Ferguson et al (​2020​), Fausto et al (2020), 
Curtis et al (​2020​) and Waikato District Health Board (​2020​) refers mostly to 
guidelines and recommendations of practice – what practitioners should do 
in certain circumstances. Moreover, much of this evidence is focused on 
clinical settings – this is understandable to some extent. However, as seen 
recently, these conversations are also taking place in care homes or in the 
community and there is less guidance for these settings. Many of these 
resources do not consider how staff can manage these difficult conversations 
in a more practical way that reflects the realities and emotions involved 
around end of life and palliative care. Apart from the formality of these 
conversations, the manner in which they are carried has immense 
implications for the wellbeing of individuals. Below details some of the 
evidence that covers these important aspects of difficult conversations. 

Some of the resources produced by The Scottish Partnership for Palliative 
Care (​2020​) give a realist and compassionate reflection on how front line staff 
can manage these difficult conversations. One of these is a short, accessible 
video (Mitchell​ 2020​).  

She acknowledges that currently, these conversations are developing with a 
sense of urgency as seen in care homes across the country which compounds 
both the stress experienced by staff and the distress experienced by those 
with care needs.  

Mitchell (​2020​) highlights how the current level of isolation for individuals in a 
care setting can be a new and distressing challenge for front line staff 
themselves: “I think we struggle with the concept of caring for the dying, and 
providing a good death for someone is equally as important”. She stresses 
the importance of: 
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● Openness 

● Compassion 

● Dignity (Mitchell​ 2020​) 

Mitchell is honest about the challenges frontline staff themselves might 
experience in approaching this topic and provides practical guidelines for 
how to do this, emphasising the need to listen to individuals receiving care.  

She reflects on the language that is appropriate and useful in these 
circumstances and encourages frontline staff to debrief with their peers 
(Mitchell​ 2020​). 

Health Education England (​n.a​) also has an online learning tool aimed at 
developing the communication skills of staff working in end of life care. This 
module encourages reflection and recommends similar principles as Mitchel 
(​2020​). 

The guidelines discussed above highlight several key issues and challenges 
when it comes to difficult conversations: 

● They all highlight the importance of person-centred care and of 
including the families in these difficult conversations 

● Supporting families with bereavement and counselling is also 
highlighted as a key goal 

● Mitchell (​2020​) also stresses the importance of openness and 
compassion 

● She also highlights the importance for staff themselves to debrief and 
process these conversations (Mitchell​ 2020​). 

More evidence is needed to understand the practical challenges of these 
conversations and to uncover ways to manage them. 
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Talking to children about COVID -19 
Many frontline staff will have to support children during this crisis – both in 
their professional role but also in their personal life.  

Below is a short summary on the current evidence and recommendations for 
talking to children and adolescents about COVID-19. 

It is increasingly clear that children are currently being exposed to large 
amounts of information and high stress and anxiety in their parents or carers. 
During this time, children can also often suddenly lose essential resilience 
resources, like the support of parents, friends, neighbours and the social 
infrastructure that is normally in place to ensure their safety (UNICEF,​ 2020​). 
They might be experiencing radical changes in their daily lives and social 
infrastructure. This poses challenges as emergencies and traumatic events 
like COVID-19 can lead to mental health issues in children and adolescents 
(​Danese et al 2019​). 

Dalton et al (​2020​) argue that consideration of the child’s developmental 
stage is essential and conversations must also take into account children's 
comprehension of illness and causality. This is necessary to ensure that 
children are not blaming themselves. 

Listening to what children believe is important as well as providing them with 
an explanation that is meaningful to them. Research shows that parents 
often do not reflect on their own emotions and focus instead on 
technicalities and practicalities of a situation (Dalton​ 2020​). Adults need to be 
authentic about some of the uncertainty and psychological challenges of the 
pandemic. By being honest, this offers children a coherent narrative for what 
they are observing, and also grants permission for children to safely talk 
about their own feelings. 

Mercy Corps (​2020​) has also recently produced a ten-step guideline for 
talking to children about COVID-19. They recommend: 
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● Being aware of common reactions like becoming more quiet or 
withdrawn 

● Dealing with fears and worries – realising that common childhood fears 
may intensify after a crisis 

● Creating a sense of safety 

● Limiting exposure to news 

● Listen to children’s worries 

● Encouraging writing or drawing about their experience 

● Playing 

● Modelling healthy coping skills – adults should process what they’re 
going through privately so they have the resources to support children. 

● Monitor behaviour over time 

● Inspire a positive response like volunteering and supporting the local 
community. 

Moore and Rauch (​2015​) have also produced resources for talking to children 
following crises and disasters. Their advice echoes those above, but they also 
advise thinking together with the child about a plan to cope with and actively 
manage anxiety. This could include a strategy to manage physical symptoms, 
a helpful self-help statement and a plan for facing fears.  

Children should not be encouraged to avoid situations that trigger anxiety. 
Even though avoiding certain situations or “triggers” to anxiety may help 
children feel calmer in the short run, in the long run, avoidance actually 
increases anxiety.  

They suggest finding ways to communicate fears that do not involve talking, 
as well as identifying any specific worries that children can put into words 
(Moore and Rauch​ 2015​).  
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Importantly, they highlight that even when it is not possible to assure 
children that things are 100% safe, adults should give concrete examples of 
how caregivers, teachers, police, doctors, and others are working together to 
make things safe for them and their community (Moore and Rauch​ 2015​). 
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https://www.hospicewaikato.org.nz/file/te-ara-whakapiri-care-plan-inpatient-and-residential-care/open
https://www.hospicewaikato.org.nz/file/te-ara-whakapiri-care-plan-inpatient-and-residential-care/open
https://www.hospicewaikato.org.nz/file/te-ara-whakapiri-care-plan-inpatient-and-residential-care/open


 

 

If you found this resource useful and would like to use the Evidence Search 
and Summary Service (ESSS), please get in touch to discuss your needs: 

www.iriss.org.uk/esss 
esss@iriss.org.uk 
0141 559 5057 
@irissESSS​ on Twitter 

For all ESSS Outlines see: ​www.iriss.org.uk/resources/esss-outlines  
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