Living with congenital heart disease - what does ‘good’ care look like to patients and
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Background
Patients with congenital heart disease (CHD) are a unique group due to their complexity, the requirement for life-
long care and the diversity in how and by whom care is delivered. The way in which patients (and their carers)
experience the care they receive has consequences for safety, effectiveness and outcomes and has a significant
iImpact on their engagement with both the care and the professionals delivering it. To provide optimal care that
meets patients’ needs, we need to understand what characterises ‘good’ care from the patient’s perspective. Our
aim was to elicit perspectives of patients with CHD and/or their parents/carers about their experiences of health
care and what is important to them when receiving care.

Results

* Five forums were facilitated across the 3 charities

« 343 participants signed up to the forums (235 (69%) adult patients; 11 (3%) adolescent patients; 90 (26%)
parents/carers of children with CHD and 7 (2%) parents/carers of adults with CHD)

 The sample was diverse with respect to age group, geographical location and type of CHD but was
predominantly white (95%) and female (71%)

* Six linked themes related to processes of care were identified: relationships, communication, access,
coordination, episodes of care and holistic care. These impacted how care was experienced and, indirectly,
outcomes of CHD and its treatment (Figure 1)

« Context relating to stages of the patient journey were described, together with patient-related factors such as
patients’ knowledge and expertise in their own condition

 Building on the conceptual map of Entwistle et al (2012), who undertook a critical interpretive synthesis of
research literature on patients’ perspectives of health care delivery, findings have been used to characterise
what ‘good care’ looks like for CHD patients and their carers (Figure 2)

Methods
Three patient charities in the United Kingdom individually set up and moderated closed, asynchronous, online discussion
groups via their Facebook pages
Separate forums were facilitated for adult patients/carers, adolescent patients and parents/carers of children and young
people with CHD
Questions focused on experiences of inpatient and outpatient care and what ‘good’ care looked like
Forums ran for 12-24 weeks and a single transcript was generated from each forum

Transcripts were anonymised and thematically analysed
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Figure 1. Map of the themes developed from the data
Dotted lines indicate hypothesized relationships not directly
ascertainable from the online forum data
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Figure 2: Identified characteristics and
actions of health care services and staff and
resulting potential for delivery of ‘good’ care

Conclusions
« Patients with CHD and their parents/carers want individualised, person-centred care delivered within an appropriately resourced, holistic, multidisciplinary service.
* Although examples of excellent care were provided it is evident that, from the perspective of patients and parents/carers, aspects of care can be improved.
« Understanding what ‘good’ care means to patients and families is an essential component of informing the delivery of good care and ensuring patients and families remain engaged with health care and outcomes are optimised
* Further work needs to focus on the views of participants from minority ethnic groups.
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