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Topic/aim of your research: dementia and carers and end of life in UK lived experiences
The aim of this research is to investigate the impact of
 process and factors influencing decision making towards the end of life from the perspective of family carers of someone living with dementia.

	
	Author(s), title, and year of publication
	Aim of study
	Methods, Sample size and characteristics
	Summary of main findings
 

	1
	Nathan Davies, Tanisha De Souza, Greta Rait, Jessica Meehan1, Elizabeth L. Sampson2
Developing an applied model for making decisions towards the end of life about care for someone with dementia
Published: May 27, 2018
	This aim Explore with family carers and people living with dementia the decision-making process and factors that influence decision-making in dementia end of life care, to produce a model of decision-making in the context of dementia end-of-life care.
	Semi-structured interviews with 21 family carers and 11 people with dementia in England (2018–2019) from memory clinics, general practice and carer organisations. Interviews were analysed using thematic analysis and findings were mapped onto the Interprofessional Shared Decision-Making model, refined to produce a modified model of decision-making in dementia
	Participants described five key decisions towards the end-of-life as examples of decision making. We used these experiences to produce a modified model of decision-making in dementia end-of-life-care. The model considers the contextual factors that influence the decision-making process, including personal preferences; advance care planning and Lasting Power of Attorney; capacity and health and wellbeing of the person with dementia; support from others and clarity of roles

	2
	Narin Aker Emily West2 , Nathan Davies1,2, Kirsten J. Moore2,3, Elizabeth L. Sampson2,4, Pushpa Nair1 and Nuriye Kupeli
Challenges faced during the COVID-19 pandemic by family carers of people living with dementia towards the end of life,
May-June 2020

	The aimed explore the challenges faced by family carers of people living with dementia during the first wave of the COVID-19 pandemic in England, as reported by charity telephone support line staff, who were able to objectively discuss a range of different experiences of many different carers who call the helpline. We focussed on key concerns and areas of decision making at the end of life
	Semi-structured qualitative interviews were conducted using Microsoft Teams, a business communication platform that enables videoconferencing and also, they conducted a qualitative study using semi-structured interviews with eight telephone support line staff from two UK based charities who support carers of people living with dementia and those at the end of life. Interviews were conducted in the first wave of the pandemic in England in May–June 2020
	People living with dementia account for a large proportion of deaths due to COVID-19. Family carers are faced with making significant and emotive decisions during the pandemic, including decisions about end of life. five main themes were identified: concerns about care transitions, uncertainty in engaging support and help, pandemicmotivated care planning, maintaining the wellbeing of the person living with dementia, and trust, loss of agency and confusion
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Catherine Hynes MPH, MBChB, MRCGP, GP1 | Victoria J. Hodges MBChB, MRCGP, Doctor1 | Lynda Wyld BMedSci, MBChB, PhD, FRCS, Professor2 | Caroline Mitchell MBChB, MD, FRCGP, GP and Senior Clinical Lecturer1
Cancer treatment decisions for people living with dementia: Experiences of family carers, a qualitative interview study

	
To explore the experience of carers involved in cancer treatment decisions for people with dementia
	
This study used a qualitative approach to explore the experiences of family carers who have been involved in making cancer treatment decisions on behalf of a relative living with dementia. The interview topic guide was developed with input from the research team and feedback from the project‐specific PPI group A cross‐sectional qualitative interview study with inductive thematic analysis.
	
Few studies have explored cancer treatment decision‐making for patients with dementia and the experiences of family carers in this context. The findings illustrate that relatives were often already at the limit of their capacity to cope with the burden of caring for someone with dementia before their loved one's cancer diagnosis
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