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Abstract

Introduction: This research contrasts the experiences of long-term carers of elderly parents who have had a long-
standing mental illness and first-time carers of parents who have become mentally unwell in old age. It was
hypothesized that the children of elderly parents with a long-standing mental illness have differing needs when faced
with the caring role compared to first-time carers of elderly mentally ill patients.

Method: Using a qualitative research methodology and interpretive perspective, eight carers were interviewed using a
standardized questionnaire from which salient issues were drawn and analyzed.

Results: Long-term carers faced issues including a longer duration of care-giver stress, early entry into adult
responsibilities of caring, frustrations concerning lack of recognition from mental health services and cumulative stress
affecting long-term carers’ significant relationships and health. First-time carers sought earlier access to mental health
services, specialist information about mental health issues and coping strategies for the care-giving role.

Conclusion: It was found that both sets of carers (long-term and first-time), irrespective of the duration of their caring
experiences, shared complex and competing demands on their physical and emotional resources. All carers were able to
identify ways to improve support to improve support to children caring for ageing mentally ill parents.
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1 Introduction

Past research has identified issues faced by carers concluding that they are subject to overall poorer physical and
psychological health.[1, 2, 3, 4 ,5] This is the case even where carers report positively on the experience of caring. [1, 4]
An expanding body of literature now also documents the difficulties encountered by children growing up with parents
who are mentally ill, citing poor physical and psychological outcomes for children as they move into adulthood.
[6,7,8,9] There is however a paucity of research examining the experiences of adult children who care for an elderly
parent with a psychiatric illness, in spite of the numbers of children engaged in parental care.

With better treatment and support, people with mental illness are living longer. By 2041 it is estimated that 500,000
people will be suffering dementia. As a result, significant numbers of children will be growing up with a parent who has
mental illness and adult children will be called on to provide care for parents who will develop a mental illness in later
life. It is essential that research be undertaken to examine the longitudinal impacts on children living with parents who
have a mental illness, as well as the needs of adult children who are called on to support their parents for the first time
in later life.

2 Method and results

With this in mind we made contact with 8 adult carers of elderly clients who were being case managed by our aged
persons mental health service. A questionnaire formed the basis of a semi-structured interview designed to explore the
impact and experiences of carers. It also asked about carer’s perceived needs and suggestions for models of service
delivery. Four carers were aged 40-50 years and four were over 50 caring for parents aged between 76 and 89 years.
Only 1 carer was male, 5 were married, 2 were divorced and 1 single. Three of the carers were the ‘only’ child, 1 carer
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was a daughter-in-law and 4 carers had four or more siblings. Three of the carers were in full-time employment, 3 were
not employed and 2 were employed part-time. None of the carers received any carer-related entitlements. Three of the
clients were divorced, 3 were widowed and 2 were married, 2 were diagnosed with mental illness before the age of 18,
two between ages of 40-55, one between 65-75 and three after the age of 75. Three of the carer’s were under 11 years
when their parent became unwell, two were in their 20’s, two in their 40°s and one was over 50. Only one carer reported
good knowledge of mental illness and having been given adequate information about their parent’s illness at the time of
diagnosis.

Carers all reported that caring for a parent had a direct bearing on their own mental health and all described other
significant impacts in terms of family and relationships, social connectedness, self-esteem, personal security and
employment or career aspirations. The long-term carers described physical, emotional or psychological stresses that
they related directly to their caring roles with a parent with mental illness. One carer reported feeling unable to cope and
four carers had sought counselling. Strategies like limit-setting, yoga, meditation, exercise, development of positive
social networks and spirituality were used as means of reducing the burden of caring.

Overall there were more similarities than differences between the needs and experiences of the carers. A high incidence
of “loyalty” was expressed as a motivator for caring for a parent, with six carers identifying this as a motivator followed
by determinants of “love”[5] and “choice”[5]. At the same time, six carers reported that their relationships with their
spouse and siblings had been negatively impacted by care-related responsibilities. Interpersonal distress occurred as a
result of competing pressures between care-giving and family demands. Tensions resulting from the difficult behaviour
of an unwell parent and the lack of appreciation for the caring role led to depression, guilt, anger, personal distress and
feeling of manipulation and not being appreciated. In general the long-term caring role (compared to short-term carers)
was perceived as a much more demanding role due to the length of years of caring and the constant emotional strain.
The need for timely diagnosis, information and counselling about mental illness was suggested at the time a parent
became unwell, to be followed by mentoring, community support and courses about coping in the longer term. More
than half of carers preferred programs concentrating on skills based workshops such as stress management, coping with
difficult behaviour, medication and its side-effects, issues for grandchildren and future planning directives. Some carers
did not have the emotional resources to deal with long, drawn out therapeutic endeavours but preferred pertinent
information, reinforcing the idea that information empowers and brings a sense of personal mastery over stressful
situations. [10] Six carers wanted to have direct contact with the treatment teams in the form of family meetings. Five
carers bhelieved there was a need for individual counselling from a health professional at a time of personal need. At
other times there may be a need for tailored family interventions or group therapy where participants can be heard,
validated and understood. The therapeutic gain from verbalising sentiments is well known and utilising support groups
offered by mental health services is another positive alternative.

3 Discussion

This qualitative research project relied upon extensive narrative feedback from a small group of individuals engaged in
the care of mentally ill parents. What emerges is that adult child carers, irrespective of the duration of their caring
experiences, have complex and stressful lives, and spend a good deal of their time trying to negotiate competing
demands on their emotional and physical resources. They largely do this with minimal help from wider formal support
networks. As adult carers for a parent, many of the experiences of day to day activities overlapped, but were often
contrasted by the duration and intensity of the experience of caring. Long-term carers were able to reflect on their early
experiences and in what ways these impacted on their current lives. All carers in the study reported dilemmas that
reflect the chronic, fluctuant nature of mental illness itself. All carers described stresses arising from undertaking
ongoing supervising, monitoring and decision-making roles, and from witnessing parents’ distress (due to illness, self-
injury or treatments). All carers presented as being well organised, vigilant and available to their parents. The majority
had limited formal support in the caring role and had to juggle the competing demands of their family relationships or
responsibilities.

Partners and children were often the primary support to carers, although many reported there to be ambivalence from
these sources as well. Issues like being physically or emotionally exhausted and unwell emerged consistently as did
elements of frustration about negotiating an often complex and sometimes even hostile health system.

In research by Veltman, Cameron and Steward [4], caregivers felt “let down” by the mental health system feeling that
they found it “adversarial” rather than one of “advocacy”, often reinforcing the negative view of caring and failing to
express support for the positive aspects of caring. Such sentiments were echoed by the carers in the present study. Most
keenly expressed throughout the research was the call by carers to be “believed” and “listened to”. This sentiment was
regarded not so much about their needs as carers, but was more about being treated respectfully and as competent
people asserting their concerns about their parent’s needs. Even as a small sample, their voices were loud and often
unison in expressing the difficulties and joys of being a carer of a parent with mental illness. Detecting and
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appropriately responding to carer’s vulnerabilities and strengths in a sensitive manner remains an essential priority for
mental health practitioners and mental health services
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