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Experience of older care
partners with cancer at
home at the end of life

Role of current & future
service provision

[f-management
eer support strategies
for end-of-life care
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Catre of older adults research
theme

Key objectives:
 To identify older adults’ priorities in end of life care

e To examine older adults’ and informal carers’
preferences for involvement in care decision-making

e To understand older adults’ preferences for place of care
and develop interventions to improve opportunities to
be cared for in a place of their choice at the end of life

 To explore how older adults may be involved in the
design of interventions related to preferred places of
care and death
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Background

Cancer & ageing:

e Cancerrisk increases with age

e Ageing of population a

determinant of future need

Until four weeks before death,
people who do/don’t die at home
spend on average 1.5 days per
week or less in inpatient care

Policy (or preference)
encourages management of
patients in community settings
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Limited evidence about complex
needs of older people affected by
cancer

Importance of lay knowledge in
managing health care need

Little information about the
nature of older people’s ‘caring
partnerships’ towards the end of
life

Little evidence to show what
self-initiated strategies are (or
could be) used, e.g.

e peer education, web-based
support
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Aims

Describe the experience
and support needs of
older family members
caring for an older
partner or relative with
advanced cancer at home

Evaluate the role of
current service provision
in supporting family
members providing end-
of-life care
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Assess the feasibility of
working with family
caregivers to develop
self-management and/or
peer support strategies
for end-of-life care
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Methods

Design

e 2-year longitudinal study with
qualitative interviews,
observation, structured
measure of service use

Participants

* 30 ‘care partnerships’ (>65
years)

e patients nominate caregiver

e community palliative care
services

e GP practices

CiiE%ase Care at the end of life

Data collection

e Interviews. Semi-structured,
both ‘care partners, min. 2 in
first 28 days, min. 3 in total

- e.g. met & unmet need,
caregiving expertise, self-
management strategies

e Observation. One participant
nominated care-related
activity

e Structured measure. Self-
report data on service use
before and between
interviews.

Data analysis
e constant comparative method

e explanatory model of care
partnerships

: experience and support needs of older family caregivers
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Outcomes

Understanding of
* need
* expertise

e scope of (and for) self-
management

e support for older care

partnerships at the end
of life

Recommendations for
service development

GGGGG

Framework for future
intervention studies to
support involvement of
older caregivers in active
management of a
relative’s condition and
needs
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Older adults research theme: programmes
of work

New interventions Experience
to support older and support

adults, their family needs of
& professional older family
carers caregivers
POliCY analysis, LlVlIlg alone

systematic at home at

review, the end of

longitudinal life
survey

\ Care homes

and end of
life care
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