Data that matter — what outcomes matter to patients with congenital heart disease and
their carers and which should be routinely measured?
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Background CHAMP'ON Congenital Heart Audit: Mgasuring Progress In 55::::35:35:5‘
Congenital heart disease (CHD) requires lifelong clinical input and significant healthcare utilisation. In 2015, NHS England called for better reporting of quality in CHD Outcomes Nationally CHAMPION
services, beyond the current focus on 30-day survival following paediatric cardiac surgery. As part of a wider study, the aim of which was to develop tools for routine
Objective 3

measurement of outcomes in CHD that are considered meaningful and appropriate by all stakeholders (Figure 1), we wanted to elicit perspectives of patients with CHD
and/or their parents/carers about which outcomes of CHD and/or cardiac surgery matter and what should be measured and reported (Figure 1, objective 3).

Capture views of patients and parents/carers about
which procedure-based outcomes for adults and
— Which longer-term outcomes by diagnosis would be
most meaningful and how these might inform their
choice of provider or their understanding of the
likely course of their conditions

Methods

* Three CHD patient charities in the United Kingdom individually set up and moderated closed, asynchronous, online discussion groups via their Facebook pages. _Objecive | Obective2

* There were separate forums for adult patients/carers, adolescent patients and parents/carers of children and young people with CHD. outcome

* Questions focused on participants’ perceptions of outcomes of importance related to CHD, including which outcomes they wanted information about and how and what
outcomes should be reported.

* 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: Objectives of the overall study (CHAMPION) — this poster relates to Objective 3.

Results
There were 5 forums in total; 343 participants signed up, two-thirds of whom were adult
patients (n=235; 69%); the sample was predominantly white (95%) and female (71%)
* Four themes reflecting different types of outcomes were identified (Figure 2):

Figure 2: Outcomes about which patients/ carers want information Conclusions

« Participants identified a range of outcomes about which
they wanted more information but within the context of
an individualised approach to how much, when and
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Some outcomes could be measured now, others potentially in the future

There was interest in other factors such as physician knowledge, delays in GP referrals — but
these data never likely to be measured or accessible

|dentifying, measuring and communicating key outcomes clearly matters to patients (Figure 3)
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“How about [publishing] 1yr, & yrs, 10 yrs, 25 yrs, and maybe even 50 yrs [survival outcomes]? ... certainly complication and
readmission rates. Long term quality of life is harder to measure, but if this is already done then definitely it would be good to
publish... how many ACHD ops (total and the one I'd be up for) are done by the centre/surgeon each year - OHS and other
intervention, whether they meet the ACHD standards and if not what they are doing to ensure they do. Also complaints figures (e.qg.
numbers made, resolved, patient satisfied with resolution...), "Friends & family" score (whether someone would recommend the
service). Basically if it's measured & collected | think there should be a presumption in favour of publication, with a good reason being
required for not doing. Publication of the information would give me confidence in the service and my decisions because I'd be able to
see for myself what was happening, rather than just being told "oh yes, of course everyone is very good here" - which is generally true

but occasionally not and greater transparency should pick these problems up sooner.”

Figure 3: Participant quote about outcomes about which they want more information/should be measured
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Little Hearts Matter

Supporting every step of the half a heart journey

patients/carers are unable to make informed decisions
was emphasised and needs to be considered when
giving information to patients/carers.

* Further work needs to focus on the views of
participants from minority ethnic groups.
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