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Pre-COVID development of training program

▪ 2014 – completed a study across Northern Ireland with 24 care homes

“Promoting informed decision making and effective communication through advance 
care planning for people with dementia and their family carers”

Original study:

▪ A nurse who was independent of the care homes, completed training in ACP

▪ Family members in the care homes were educated on comfort care at the end of 
life for individuals with dementia (Comfort Care Booklet)

▪ A family meeting was held (Family Care Conference) with the nurse, then with 
follow-up telephone call

▪ Documentation of ACP decisions



Nurse Training – original study (2014)

▪ Focused on communication skills, knowledge & 
understanding of ACP discussions

▪ ‘Respecting Choices Facilitator Curriculum’ - online 
program - six critical thinking modules designed for 
healthcare professionals who want to enhance their 
ACP facilitation skills (Gundersen Health System) 

▪ e-ELCA (End of Life Care for All) – Training for Health 
& Social Care Staff – communication modules

▪ ‘Sage and Thyme ACP – Considering Wishes at the 
End of Life’

▪ Augmented with orientation on ACP and dementia 
in Northern Ireland by local expertise. 



▪ Original study - one nurse 
independent to the Care Homes 
that held all family care 
conferences & completed ACPs 

▪ Now – a member of each care 
home staff, in each participating 
country, would  complete 
training to support other staff 
to hold comfort care discussions 
with families of those with 
advanced dementia

▪ UK (England & NI), Republic of 
Ireland, Italy, The Netherlands, 
Czech Republic & Canada

Transnational follow-up study (2020):
Scaling up the Family Carer Decision Support Intervention: A transnational 

effectiveness-implementation evaluation  
(funded by JPND & Alz Soc)



4-day Training Plan
Originally planned Face-to-Face Training materials

▪ Content was developed with  involvement of our research 
nurse  - guiding us through her previous training, her 
experience in her role facilitating end of life conversations; 
training which she felt would have been of benefit

Key Components 

▪ Comfort Care Booklet (CCB)

▪ Family Care Conference (FCC)

▪ Train the Trainer



▪ Based on the Canadian 2005 version by Marcel Arcand & Chantal Caron: 
“Comfort Care at the End of Life for Persons with Alzheimer’s Disease or Other Degenerative 

Diseases of the Brain”

▪ Initially adapted for use in the original care home study (2014), and further adapted by 
Palliative Care experts feedback and service users to the current 2020 version.

Comfort Care Booklet – Content (UK Version)

 Section 1. The Natural Evolution of Dementia

 Section 2. Decisions About the End of Life

 Section 3. Relief of Symptoms

 Section 4. The Final Moments

 Section 5. After the Death



Comfort Care Booklet (CCB) 
▪ History of CCB and how it  was developed

▪ Provided research on effectiveness of the CCB as important 
to demonstrate evidence based practice

▪ How it could be used to facilitate comfort care discussions



Family Care Conference (FCC)

▪ History of FCCs and how they were developed
▪ Based on Peter Hudson et al (2008) Family meetings in palliative care: 

Multidisciplinary clinical practice guidelines

▪ The structure of a FCC: Convening, Conducting, & 
Document

▪ Provided some information on effectiveness of FCC as 
important to demonstrate evidence based practice

▪ Role play scenarios: 
▪ gave context to how to facilitate & deliver a family conference and 

the reality of how family carers may react 

▪ an insight into some positive and poor examples of delivery

▪ Siblings disagreeing

▪ Rushed meeting

▪ FCC taking place in a coffee shop

▪ Positive and negative environments for conducting a FCC



Train-the-Trainer

▪ Adapted from “Train-the-Trainer Toolkit – The 
Knowledge Network” (NHS Education for Scotland, 
2012)

▪ Build on the nurses’ current skill-set and provide 
them with a flexible approach to learning and 
understanding of how others learn

▪ This was intertwined with content on how to deliver 
Family Care Conferences, how to use the CCB and 
how to support their nursing staff

▪ Recognising different learning styles



24th February 2020 meeting



The unknown – what impact would COVID have? 

▪ What is COVID and how long will this last? 

▪ Initial concerns Italian colleagues would not be able 
to travel – entering a national lockdown 

– how could they still avail of the training?

▪ Discussed implications for training and cautiously 
agreed to put training online



Rationale for virtual approach 

Options discussed Issues encountered 

1. Live stream training over Zoom
1. How do we manage time zone 

differences if other countries also 
choose this option? 

2. Record the training and send to 
countries after the event 

2. Those watching the recorded training 
would miss out on interactive 
elements 

3. Part deliver training face-to-face and 
part deliver online 

3. How do we ensure all facilitators 
receive the same training for a 
standardised approach to the 
intervention?

4. Deliver training entirely online for 
everyone

4. Maybe this could work? 



How do we put it online?

• How to replicate a four day training event into an 
online version? 

• Can our nursing colleagues learn this information over 
virtual methods? 

▪ We debated using MS Teams and their interactive 
elements

▪ QUB team were already familiar with the Canvas 
platform as a virtual learning environment for distance 
learning courses  

▪ We wanted to make best use of our pre-prepared 
materials for the face-to-face training 



Rationale for Canvas
▪ Cost – Canvas is free to use 

▪ Asynchronous approach allowed facilitators to access 
training in their own time 

▪ Canvas has a “teacher” view which allowed QUB team to 
monitor if facilitators understood the content covered

▪ Quizzes provided an interactive aspect to understanding 
the content covered 

▪ Discussion boards promoted the interaction of facilitators 
across countries 

▪ “Canvas Champions” from each country could oversee 
training of their facilitators and add any country specific 
information if necessary

▪ Each member then recorded themselves presenting the 
material and uploaded to Canvas 

▪ To give more of a personal feel to the videos, we chose for 
the speaker to be visible also to encourage interaction 



Feedback – on the Canvas Resource

▪ Roleplay videos 

▪ Change some of the scenarios

▪ A desire to meet and speak with others 
undergoing training 

▪ Content was useful

▪ Not keen on the layout 

▪ Difficult to remain engaged in content

▪ Little ‘boring’ to work through

▪ ……develop a website instead



▪ Standalone educational resource

▪ Developed with Morrow Communications

▪ 4 bite-sized, self-paced units, blend of written & video content

▪ Distilled content from the Canvas resource

▪ Short quiz for each Unit

www.comfortcareguide.com



Unit 1 Content:

• Evidence base & 
development of Booklet

• Information contained

• How to use it

• Benefits of using it

• FAQs family carers ask in 
response to reading it

• Videos:
• Advice & tips
• Family carer’s 

perspective



The link to 
download the PDF
of the Comfort Care 
Booklet is hosted in 
both Unit 1 and the 
Resources section

Access to the Comfort Care Booklet



Unit 2 Content:

• Step-by-step guide to 
facilitating a family care 
conference (FCC)

• Roleplay scenario 
showing good practice

• Advice & tips on holding 
FCCs with family



Unit 3 Content:

• REMAP framework 
(difficult conversations 
about palliative care)

• Best interest decision-
making

• Roleplay scenarios when 
FCCs didn’t go well



Unit 4 Content:

• Gibb’s Reflective Cycle

• Tips on reflection

• How to support colleagues
who wish to learn about the 
Comfort Care Booklet & 
Family Care Conferences

• Advice on supporting 
positive working
relationships



Video Content

3 days in-person filming, July 2022:

▪ Day 1: Talking heads & voiceover audio (MBC)

▪ Day 2: Talking heads & B-roll (MBC & care home)

▪ Day 3: 4x Roleplay scenarios (MBC) – copyright issues with originals
▪ 5 actors:

▪ 1x nurse facilitator from England
▪ 1x recruited from outside School (sibling no. 1)
▪ 2x colleagues from School (sibling no. 2 & interrupting staff 

member)
▪ 1x colleague from MBC staff (interrupting cleaner)

▪ Locations: tearoom and conference room in MBC; care home in 
Belfast

▪ Talking heads recorded over Zoom
▪ 2x facilitators from the 2020 study (Italy & R.O.I)
▪ 1x family carer



Comfort Care Guide -
evaluation

mySupport study



mySupport – transnational study

• Implementation of the Family Carer Decision Support intervention 



How was this work evaluated?  

Telephone interviews 

Questionnaires 

Family carers = 134 
Nursing home managers = 34
Nursing home staff = 105
External facilitators = 11
Community health providers = 12 

Decisional conflict scale = 88
Family perceptions of care scale = 88



What has been the impact?

▪ Less decisional conflict

▪ More positive perceptions of care

▪ Helped develop trust and supportive relationships

▪ Provided reassurance and relieved concerns 

▪ Desire for others to benefit from the intervention

* Accessible training supports staff capability in having EOL discussions with family carers



Has the new e-
resource been 
evaluated?
• Evaluated May 2023 by care 

home nurses in Northern 
Ireland  

• Nurses completed the e-
resource and participated in a 
focus group discussion. 

• Focus groups explored 
impressions / relevance of the 
resource, implications for 
clinical practice and suggested 
changes. 



What did they say?  

“I like the booklet, because it’s like a 

conversation starter. Because 

sometimes it’s not easy to start the 

conversation.”

“Really a big help for us, even for the carers. We can 

share to them that this is how, the right way, the right 

thing to do for the residents.”

“Culture I believe is really different because 

where I come from, death is not something 

that’s acceptable. I’d say it’s more acceptable 

here in this part of the world. But back in my 

country, you live with your elder ones until they 

are dying [..] So if you want to speak to them 

about end of life, they don’t accept it.”

“It would be really great if it came in more 

than just dementia. It could have more 

chronic conditions; COPD, cancers, all 

sorts.”

“I actually really genuinely enjoyed working 

through it. It was something really interesting. And 

the next day I did go to my manager and say, have 

you heard of this guide?”

“I think it’s very good material for us new nurses […] 

These are the steps. You know? Because although we 

have E-learning, it’s not as detailed.”

“We would actually use this and this would be really, 

really beneficial.”



What are the implementation 
options? 

Information website: Stand-alone website provided to 
staff as an educational resource.  

Blended learning tool: Reviewed by staff followed by 
facilitated discussion about real life application in the 
care home context.  

Facilitated discussion: Presented to staff during an 
internal training session.  



So… what next?

1. Share the e-resource as widely as possible. 

2. Continue to seek feedback from those using the e-
resource to modify the layout / content if necessary.  

3. Adapt the comfort care booklet and e-resource for 
other conditions.  



What would our advice be to others?

▪ Be flexible: adapting is an essential part of 
research development. 

▪ Look for opportunities:  every challenge 
provides an opportunity to evolve and 
maximise real life impact.  

▪ User involvement: include those who the 
resource is intended for in its development and 
evolution.  

▪ Seek colleague support: many colleagues have 
hidden skills!



Discussion  

1. What do you think of the resource?

2. How can the comfort care e-resource support the work of professionals 

providing end-of-life care?

3. How do we promote the resource and its use?

4. Any questions?  

www.comfortcareguide.com

http://www.comfortcareguide.com/


Thank you for listening!

Dr Adrienne McCann 

Morrow Communications

And thank you to our colleagues -

Our fabulous role play actors



Please feel free to contact us:

Dr Gillian Carter
Senior Lecturer
School of Nursing & Midwifery
g.carter@qub.ac.uk

Dr Julie Doherty
Lecturer 
School of Nursing & Midwifery
julie.doherty@qub.ac.uk

about:blank
about:blank


Resources will be available at
https://professionalpalliativehub.com 

/ events/past-events/

Thank you for your time
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