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Introduction: Dementia is a growing concern globally and a research priority in low-and-
middle income countries (LAMIC). Sri Lanka is rated as the fastest ageing population in
South Asia and consequently, increasing the incidence of dementia. The majority of
studies on caregiving for those with dementia predominantly come from high income
countries (HIC), utilising westernised caregiving models. Very little is known about the
contextual views and experience on informal dementia care in LAMIC.

Methods: Aim of this abstract is to describe the essence of perceptions and lived
experience of a group of informal caregivers regarding dementia and the caregiving role.
A phenomenological study was conducted in a semi-urban area in Colombo district Sri
Lanka with a purposively selected group of informal caregivers for people with dementia
(PwD). Twenty-six in-depth semi-structured interviews were conducted. Data analysis was
carried out using Interpretative Phenomenological Analysis (IPA) method.

Results: The majority of caregivers had limited awareness of dementia. Caregivers
attributed diverse meanings to dementia signs and symptoms, its causes and role of
caregiving. Caregivers’ low levels of knowledge and dementia awareness as well as
contextual and religious beliefs appeared to have an association with the attributed
meanings. The illness perceptions ranged from not recognising the behavioural and
psychological symptoms of dementia (BPSD) as relating to an illness, perceiving
forgetfulness as a 'normal’ part of ageing, denial of BPSD (e.g. deliberate actions of PwD).
Most of the caregivers identified and labelled the BPSD as ‘madness’, ‘a mental illness’, or
‘an illness caused by neuronal death or injury’ while only three caregivers could name the
condition as dementia. Co-occurring factors such as lifestyle of PwD, chronic physical or
psychological illnesses, and stressful and traumatic life events such as loneliness or death
of a family member were considered as main causations for onset of dementia.
Caregivers drew on a range of religious or culturally accepted concepts to explain the
cause of dementia. such as, ‘Karma’, ‘sins and merits’, ‘God's wish’, ‘bad stars or fate’,
‘astrological misalignment of the living environment’, ‘possession of supernatural spirits’,
or ‘witchcraft'.

The themes of connectedness, engagement and ‘awakening’ predominantly represented
the positive experiences of caregiving, while the themes of control, stigma, blame and
shame and represented the negative aspects. Caregivers experienced a significant sense
of burden of care due to the influence of extended family and wider social context when
compared to actual caregiving activities.



Alternative traditional healing methods were widely practised, as first-line and sole
treatment for dementia or as a complementary treatment along with western medical
treatments. Experience of burden was often driven by either caregiving activities with PwD
or the wider socio-cultural context.

Discussion: Findings revealed that the caregivers’ personal values, beliefs, attitudes,
socio-cultural and religious views largely influenced the conceptualisation of meanings of
dementia and their caregiving role. The caregivers undergo a transformation of their
perceptions and experience along the journey of caregiving. This includes creating new
meanings to role of caregiving, as well as transformation of the self. Acceptance of
‘caregiving career’, being committed to full time caregiving and learning to cope was
demonstrated through a Buddhist way of thinking.

Conclusion: The findings highlight the importance of increasing dementia awareness in
the study context and developing facilities and health care services to support PwD and
their family caregivers through an integration of western medical care model and
traditional or complementary care models. There is an increasing need to address the
socio-culturally sensitive care pathways ways of dementia management, with particular
emphasis on providing long-term, home-based care.



