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Scientific summary

Background

Quality of life among children and adolescents living with serious parental mental illness can be
impaired by an increased risk of experiencing deprivation; maltreatment and neglect; behavioural,
social and educational difficulties; and mental and physical health problems. Evidence-based
interventions to improve the quality of life of children and adolescents living with serious parental
mental illness are scarce and pay little attention to improving coping skills and mental health literacy,
which are considered important elements for such interventions by the young people themselves.
We responded to a National Institute for Health Research (NIHR) Health Technology Assessment
programme call to develop a child-centred intervention to improve the health-related quality of life
of children and adolescents living with serious parental mental illness.

Objectives

We aimed to (1) coproduce (with stakeholders) an intervention acceptable to families and feasible
to deliver in the NHS and in the community with support from health and non-health professionals;
(2) determine rates of intervention uptake and adherence, and of completed follow-up measures;
(3) identify appropriate measures of health-related quality of life of children and adolescents living
with serious parental mental illness and estimate their data missingness; (4) develop a child resource
utilisation questionnaire and estimate its data missingness; and (5) capture the experiences of children
and parents who participated in the intervention and professionals who referred or supported families
to participate.

Methods

Semistructured interviews and focus groups with children and young people (n = 14), parents (n = 7),
and practitioners from social, educational and health-related sectors (n = 31) informed the production
of a manualised intervention called Young Simplifying Mental Illness plus Life Enhancement Skills
(SMILES). Three key themes guided the design of activities within the Young SMILES manual: mental
health literacy, communication and problem-solving.

Young SMILES was delivered as an eight-session weekly group programme, with four to six children
and adolescents living with serious parental mental illness per age-appropriate group (6–11 and
12–16 years). At week 4, a five-session parallel weekly programme was offered to the parents/carers.
Two practitioners from the National Society for the Prevention of Cruelty to Children (NSPCC), Barnardo’s
and the NHS co-facilitated each of the children’s and parents’ sessions, which lasted 2 hours each,
including time for breaks.

Families were recruited in two ways: first, via NHS staff identifying eligible families from their patient
caseloads or by screening patient records within adult community mental health teams, and, second,
via an opportunistic approach of identifying families who contacted children’s charities during the
study recruitment period. Children aged 6–16 years were eligible to participate if they had at least
10 hours of contact per week with a parent/carer with severe mental illness. Both ill and well
parents/carers were eligible to participate.
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Families were randomised via a web-based system to either Young SMILES or usual care. All children
and parents completed questionnaires at randomisation and at 4 and 6 months post randomisation.
Health-related quality of life was self-reported by children and proxy-reported by parents using the
Paediatric Quality of Life questionnaire and the KIDSCREEN. An additional quality-of-life measure, the
Child Health Utility 9D, was used to estimate incremental health gain in quality-adjusted life-years to
inform a future economic evaluation.

Additional outcome measures, self-reported by children and proxy-reported by parents, included the
Revised Child Anxiety and Depression Scale 25-item brief version, and the Strengths and Difficulties
Questionnaire. Children also completed a mental health literacy questionnaire, which assessed their
help-seeking and first-aid skills, their knowledge and stereotypes of mental health problems and their
self-help strategies. Parents self-reported their parenting competencies using the Arnold–O’Leary
parenting scale; they reported the degree and cause of stress in their parent–child relationship using
the Parent Stress Index – Short Form.

The Child and Adolescent Service Use Schedule was adapted for the study and piloted as a data collection
tool for child resource utilisation.We used the tool to identify the most important aspects of resource
utilisation and to assess the feasibility of collecting information on receipt of care and services in relation
to children’s needs and services from the NHS and social care, education, and voluntary and third-sector
organisations.

Semistructured interviews with parents and children who participated in the Young SMILES groups
gathered information about their motivation to sign up to the study, their experiences of participating
in the group sessions and their perceived changes in themselves and their family members following
the intervention. Further interviews with individual referrers gathered information about challenges to
recruitment and randomisation. Two focus groups with practitioners who facilitated the intervention
explored parents’ and children’s views of the format and content of the Young SMILES manual and
their suggestions for changes.

Results

We recruited 35 families, of which 20 were randomly allocated to Young SMILES and 15 to receive
their usual care. Twenty-eight families provided follow-up data at the primary end point (4 months post
baseline): 15 out of 20 (75%) in the intervention group and 13/15 (87%) in the control group. Children
and adolescents typically had high adherence to the intervention, completing seven of the eight offered
sessions, whereas parental adherence was not as good (average attendance three out of five sessions).
The majority of recruited parents were mothers, but there was a balance of sexes among participating
children and adolescents living with serious parental mental illness.

At baseline, children’s self-reported health-related quality of life and functioning were high and their
emotional and mental health needs were below the clinical threshold within each outcome measure
and across all time points. There were noticeable differences in mean scores at baseline between the
two randomised groups across all outcome measures. This was not surprising given the small size and
heterogeneity of our sample.

Visual inspection of the child-reported outcome data at both follow-up points across all outcome
measures revealed neither alarming results nor an obvious and consistent direction of scores in
relation to time or outcomes. We did not formally test for between-group comparisons as this was a
feasibility study, which was not sufficiently powered to do so.
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Parents’ proxy-reported scores consistently tended to overestimate areas of difficulty for their children
and to underestimate their health-related quality of life compared with the children’s corresponding
self-reported scores. Parent self-reported outcomes indicated that parents in our sample were,
on average, below the cut-off scores for distress and difficulties with their children and that their
parenting style was positive. Scores for ‘verbosity’ (i.e. parents’ expressed disapproval and reproach
of their child) were above the clinical cut-off point at all time points.

At all time points, there were high response rates (> 90% of all participants) to questions in the
resource utilisation questionnaire relating to accommodation, education, hospital and community care,
outpatient hospital appointments, ambulance use, accident and emergency attendance, and general
practitioner appointments. Social worker or family support worker input was a notable area of resource
use reported by families. Response rates were zero for questions about medication prescriptions and
very low for questions concerning interactions with the criminal justice system.

Reflecting on their experiences of attending Young SMILES, parents (n = 14) generally expressed
positive views – becoming more insightful about how their mental health affected their children. The
intervention instilled a sense of hope for the future through recognition of the improvements that they
had observed. Most were in favour of the group approach that facilitated the ability to communicate
and connect with other parents in similar situations. Parents’ narratives acknowledged that, post
intervention, children demonstrated specific improvements in well-being and behaviour, and in their
knowledge about parental mental illness.

Young SMILES was viewed by the children (n = 17) as an enabling environment. Their initial fears about
fitting in and being accepted by the group were alleviated by the fact that all the children in the trial
were facing similar circumstances linked to parental mental illness. The peer group environment
reduced the children’s feelings of isolation and increased their perceived ability to help themselves,
more so than in other one-to-one support mechanisms (e.g. with a social worker), or in day-to-day
interactions with peers who do not have experience of parental mental illness.

The facilitators (n = 16) regarded Young SMILES as a meaningful and distinctive intervention with great
potential to fill a critical gap in current services. The intervention drew on existing skills and underlying
philosophies, but individuals not experienced in working with children and adolescents living with
serious parental mental illness or working in groups needed more supervision to fill gaps in their
knowledge and perceived ability to deliver the intervention.

The interviews with individual referrers (n = 5) indicated that barriers to referring families to the study
did not relate to the intervention itself or to how the intervention fitted within current working service
models. Instead, referrers were uneasy with the research process having to impose inclusion/exclusion
criteria and randomisation, because once the families gathered interest in participating, they were
disappointed if they were not eligible or were allocated to usual care.

Conclusions

Providing mental health services is expensive, mostly because of the ongoing cost of training and
employing clinical staff to deliver such services. Young SMILES is a non-clinical intervention, as the
majority of children and adolescents living with serious parental mental illness do not have mental
health problems. A much broader public health approach potentially can use Young SMILES as a
targeted preventative intervention to mitigate risk factors associated with reduced quality of life in
these young people.
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Any future randomised controlled trial should be preceded by a pilot with clear progression criteria.
It also needs to focus on recruiting eligible families via screening of clinical caseloads in NHS services
and by communicating with clinicians who look after ill parents. Stratification by the child’s sex and age
is necessary to reduce imbalances at baseline. Preparatory work with referrers and practitioners prior
to recruitment can address their misgivings about randomisation.

Health-related quality of life may not be sensitive to the needs of children and adolescents living with
parental severe mental illness. Future studies should consider child-centred outcome measures that are
more likely to capture change in individual risk factors for poorer quality of life and unmet needs, rather
than in an aggregate construct of health-related quality of life overall. Mental health literacy outcomes,
such as knowledge about mental illness, help-seeking and coping strategies, need to include relevant
family context for children and adolescents living with serious parental mental illness. Parenting
sessions and outcomes need to include a more personalised needs-based approach centred on parent
experiences. Additional methods of collecting child resource utilisation data, such as medical records,
need to supplement the standard parent proxy-report questionnaire.

Trial registration

This trial is registered as ISRCTN36865046.

Funding

This project was funded by the NIHR Health Technology Assessment programme and will be published
in full in Health Technology Assessment; Vol. 24, No. 59. See the NIHR Journals Library website for
further project information.
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