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Work to date

• Systematic review exploring financial impact of caring for 
family members receiving palliative and end of life care

• Limited evidence base

• Financial costs are substantial

• Results in multi-dimensional caregiver burden
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Gardiner C, Brereton L, Frey R, Wilkinson-Meyers L, Gott M. "Exploring the financial impact of caring for family members 
receiving palliative and end of life care: A systematic review of the literature". Palliative Medicine 2014; 28(5): 375 – 390



Areas of cost

• Work related costs

• Carer time costs

• Out of pocket costs
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Impact of costs

• Major life changes

• Worry, conflict, 
relationship, carer strain

• Work related stress
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What mediates 
financial burden?

• Disease stage

• Intensity of caregiving

• Ethnicity

• Socio-economic status

• Carer age
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Methods work

• Most previous research has used structured 
questionnaires

• No single tool available for measuring costs

• Most research based on recall and/or objective 
measures of cost

• Prospective, retrospective, longitudinal

Gardiner C, Brereton L, Frey R, Wilkinson-Meyers L, Gott M. Approaches to capturing the financial cost of family caregiving within a 
palliative care context: a systematic review. Health & Social Care in the Community 2015 doi: 10.1111/hsc.12253.



Methods work

• No overwhelming consensus on preferred methods, 
although on-line favoured by majority.

• Some sensitivities around discussing finances

• When does financial burden begin?

Gardiner C, Allen R, Moeke-Maxwell T, Robinson J, Gott M. Methodological considerations for researching the financial costs of family 
caregiving within a palliative care context. BMJ Supportive & Palliative Care 2016;6:445–451
Gardiner C, Brereton L, Frey R, Wilkinson-Meyers L, Gott M. Approaches to capturing the financial cost of family caregiving within a 
palliative care context: a systematic review. Health & Social Care in the Community 2015 doi: 10.1111/hsc.12253.



Methods work
• Development of the COFAC 

questionnaire

• Work related costs; carer 
time costs; out of pocket 
costs; own health

• Versions for patients and 
carers

Gardiner C, McDermott C, Hulme C. Costs of Family Caregiving in Palliative Care (COFAC) questionnaire: development and piloting of a 
new survey tool BMJ Supportive & Palliative Care 2017 doi:10.1136/bmjspcare-2016-001202
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Costs related to a 
palliative care approach

• Four broad domains: 
• hospital care,

• community or home-based care

• hospice care

• informal care

• Three economic viewpoints: 
• Government

• Insurers/third-party/not-for-profit

• Patient and family and/or society
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Costs of palliative 
care in the UK

• Costs ranged from £4237 -
£38 377 for last year of life

• Ten studies, only two  
included informal costs

• Both of these found informal 
care to represent a 
significant % of the total 
cost

Gardiner C, Ryan T, Gott M. What is the cost of palliative care in the UK? A systematic review. BMJ Supportive & 
Palliative Care 2018. 8(3):250-257
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Gardiner C, Taylor B, Robinson J, Gott M. Comparison of financial support for family caregivers of people at the end 
of life across six countries: a descriptive study. Palliative Medicine (in press)

Availability of financial 
support











Work I haven’t done…

• Prospective study of costs of caring in 
the UK

• Carers tracked over 6 months, monthly 
assessments of costs using COFAC

• Qualitative arm to explore impact of 
costs
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What perspectives do I bring?
• Breadth of prior knowledge in area

• Interest derived from research into 
‘inequalities’

• Qualitative/mixed methods espertise
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What do I hope to achieve 
from the workshops?

• Ideas for bids

• Collaborative relationships

• Opportunity to develop internationals 
networks
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