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Abstract

What steps may clinicians looking after adult congenital heart patients take to improve the care
they provide? An adult with complex congenital heart disease (CHD) who required a Fontan
circulation has developed a discussion paper with the help of his attending clinicians. Drawing
on his personal experience and that of others that he has represented, the paper highlights the
problems in communication between such patients and their physician, followed by suggestions
as to how to improve patient engagement, empowerment, and enablement. Attention to those
suggestions may well benefit all in the care provided for this growing population.

Health care providers caring for adult congenital heart disease (CHD) patients need to improve
the clinical experience, in order to uplift the patient’s quality of life outcomes, potentially
achievable with small changes in their clinical approach.1 As someone (JM) who has remained
well into my late forties with CHD that has required multiple operations, electrophysiology
studies, a pacemaker, etc., and having advocated for,2,a,b surveyed,3 and immersed myself in the
patient community for the last 25 years, I have here distilled some clear gaps, that if addressed
may not only improve a patient’s quality of life but also improve a health care provider
effectiveness and job satisfaction.4 These involve shifting the clinical approach towards
interpersonal engagement, patient empowerment, and enablement.

The adult CHD community has voiced their concerns around the uncertainty of life
expectancy which requires clearer communications around outcomes, though recognising that
this may not always be possible.1,3 Much of the practical solutions suggested herein will be
obvious, align to practising critical allyship5 and, if applied, will help alleviate the anxiety and
depression felt amongst teens and adults with CHD. Failing tomind these systemic gaps by well-
intentioned practitioners will continue to facilitate several negative impacts experienced
through patients’ mental health.

Methods

While mainly written in the first person, this paper evolved over the last 3 years with repeated
discussions with my attending clinicians reviewing the challenges faced by adult CHD patients
to determine what else practitioners may do to be more helpful. A participatory research
methodology has been used incorporating direct collaboration between the affected adult with
CHD and his health care providers—working together to understand the problems faced by
both to bring about better outcomes.6

Results

Suggestions for health care practitioners

Start with your patient’s level of understanding
Like a good job interview, a clinical assessment should be a two-way conversation. Likewise,
to bemost effective, the clinician should first seek to uncover the patients’ understanding of their
own condition, key concerns affecting their lifestyle, an assessment of the patients’ grasp of
health literacy and how much information they are able to take in. By tailoring language, pace
and developing a shared understanding of goals and outcomes, the clinician can start to address
patient needs beyond just their clinical condition.

a2014 Inaugural Chairperson for Australian & New Zealand Fontan Community.
b2013 Board member of HeartKids Victoria Tasmania Pty Ltd.
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Ask better questions, and ask them upfront for both the
patient and health care provider
Are your patients satisfied with the answers to their many
questions and leave with an improved understanding? Sadly many
are not.1 When we do not receive answers or feel we cannot ask
questions, the result can be a sense of disempowerment and a
feeling of hopelessness.4 When practitioners ask “Do you have any
questions?,” though well meaning, it is often delivered in an
automated fashion, maybe because of time pressures and skill
constraints. That question often signals a wrap up of the session
leading to closure rather than disclosure. A better question to learn
from a patient’s experience would be “What do you want to know
more about?,” or “What do you think you need at this time?.”
These questions may add significant empowerment and more
meaningful engagement if asked at the start of the consultation, as
it suggests that the patient’s needs take precedence over the
clinician’s agenda. Whilst the patient’s level of advocacy will vary
between individuals, the need is the same, and if enabled by the
clinician, provides a real choice even if not taken up.

Unintended consequences of presenting data
Some practitioners may fall into the trap of touting research
statistics or referring to recent studies without clear explanation.
Patients do not typically follow journals or understand postgradu-
ate academic language, nor would they be likely to have the
ability to appreciate statistics and interpret research findings’
relevant to their situation. Showing charts with a declining
trajectory concerning life expectancy or health outcomes can cause
incredible trauma and extinguish hope. No matter what words
accompany the presentation, patients (and carers) will likely plot
themselves on the trajectory and assume their life journey will

follow a similar pattern leading to a highly paralysing perspective
(see Fig. 1). People inmy community have experienced anxiety and
depression and/or committed suicide after being confronted by
these data sets. Here again, clinicians need to draw out and gently
build on the patient’s level of understanding about their condition,
medical literacy, and current treatment expectations.

Best practice
Communication coordination. Empowerment can be enabled by
clinicians by giving patients a variety of perspectives and providing
open communication when making referrals. Patients need know
why they are being referred to other specialists and what specific
information is being sought from them. Commonly, there is a gap
regarding referrals and the level of communication and trans-
parency. In the workplace regardless of the setting, colleagues are
typically provided a warm introduction when being referred to or
moved to another team. Yet this courtesy is rarely practised for
patients, whereas a three-way consult, video chat, or open letter as a
warm introduction would be empowering, inclusive and helpful.

Supporting an informed choice. One trait which I value highly
with mymedical team, but rarely hear echoed from fellow patients,
is the willingness to explain, discuss, and explore the options
before us, and the encouragement to take up second and third
opinions.1 Patients have every right to knowwhat their options are.
Being party to the decision-making gives them a feeling of
empowerment. Yet it is important to provide clear recommenda-
tions wherever possible to help the patient make an informed
decision. On the other hand, placing the full onus on the patients
themselves to make a decision may well be overwhelming and
counterproductive.7

Figure 1. Chart shock - attempts to be transparent with recent data may create significant anxiety for patients.
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Treatment plans and impact transparency. Practitioners can often
order a battery of investigations without patient consultation or
explanation which may lead to a cascade of interventions that the
patient may not choose to undertake if what was being planned was
clearly outlined. Health care providers need to consider the patient’s
perspective and experience, present the treatment plan and explore
how that relates to the patient’s condition, identify the primary and
secondary medical concerns, followed by open discussion before
proceeding. That discussion need include the potential harm of such
investigations, such as the exposure to radiation, the need for
sedation and/or anaesthesia etc.1 At the same time, it would be
important to spell out the information that the investigation,
especially if invasive, may provide as well as its overall accuracy.

Community connection. Social media offers increasing access
to others who have similar conditions. The clinician should
acknowledge the opportunity to reduce the sense of isolation and
ask patients if they have connected with others or considered
this option.1,8 There are many community-based organisations
available to guide introductions for patients to support networks.
Practitioners may do well to prompt the awareness for patients or
better still, suggesting connecting with them to close the patient
community and research feedback loop.

Participatory research
Medical education teaches technical skills, less so the application
and consideration of the patient experience. In order to close the
gap between what clinicians are taught and what is experienced
by patients, it is necessary to shed light on the patient experience
as early as possible in the learning journey. Medical training
should include participatory research where students are working
directly with patients over a period of time to build an
understanding of the challenges experienced.4,9 Patients should
be working with researchers to help drive the research agenda and
identify important research questions.

Discussion

This paper is an example of participatory research that was written
over teleconference interviews (2019- 2022) with a doctor in training
(AN), starting with the question, “What do CHD patient’s need?”
inspired by my cardiologist (SM). By working together towards a
common goal to improve patient experience and outcomes, we have
unpacked the gaps and solutions summarised in this paper. I also
have worked in partnership with researchers on participatory stories,
exploring the question, “How can I have hope?” to build a video
library of CHDpatient interviews to share their lived experiences and
perspectives on life with CHD.10 These projects have provided rich

insights and behavioural changes for all involved, including the
breaking down of barriers, deeper empathy, and sharpening the focus
on human centred healthcare and patient outcomes.

Conclusion

Clinicians, especially those involved in adult CHD patients, are
urged to prioritise a patient-orientated care agenda over the clinical
care agenda. Start by applying the practical steps outlined herein to
work on communication and empowerment strategies to foster a
partnership approach and replace the existing power displacement
in the relationship between patients and their practitioners.
Further study as evidenced by a recent paper from Canada may
further validate the importance of the issues canvassed above.11

Financial support. None.

Competing interests. None.

References

1. Wijayarathne P, Ng A, Menahem S. How do adults with congenital heart
disease evaluate their clinical care? World J Pediatr Congen Heart Surg
2023; 14: 55–62.

2. Australian and NZ Fontan Advocacy Committee. Available at https://www.
heartkids.org.au/page/198/australian-and-nz-fontan-advocacy committee.
Accessed Jul 18, 2021.

3. du Plessis K, Peters R, King I, et al. How long will I continue to be normal?,
adults with a fontan circulation’s greatest concerns. Int J Cardiol 2018;
1: 54–59. DOI: 10.1016/j.ijcard.2018.01.098.

4. Ha JF, Longnecker N. Doctor-patient communication: a review. Ochsner J
2010; 10: 38–43.

5. Nixon SA. The coinmodel of privilege and critical allyship: implications for
health. BMC Public Health 2019; 19: 1637–. DOI: 10.1186/s12889-019-
7884-9.

6. Cornwall A, Jewkes R. What is participatory research? Soc Sci Med 1995;
41: 1667–1676.

7. Salmon P, Hall GM. Patient empowerment or the emperor’s new clothes.
J Royal Soc Med 2004; 97: 53–56.

8. Moons P, Luyckx K, Kovacs A. Patient-reported outcomes in adults with
congenital heart disease: what have we learned from APPROACH-iS? Int J
Cardiol Congen Heart Disease 2021; 2: 100074.

9. Maatouk-Burmann B, Ringel N, Spang J, et al. Improving patient-centered
communication: results of a randomized control trial. Patient EducCounsel
J 2016; 99: 117–124.

10. A Full Life – Promotional Video https://fb.watch/hdwFdPYw5S/?
mibextid=v7YzmG Accessed Apr 24, 2022

11. Keir M, Tarr C, McFadden C, et al. Determining research priorities with
teen and adult congenital heart disease patients: a mixed-methods study.
Pediatr Congen Heart Disease 2023; 2: 74–81.

Cardiology in the Young 499

https://doi.org/10.1017/S1047951123002524 Published online by Cambridge University Press

https://www.heartkids.org.au/page/198/australian-and-nz-fontan-advocacy
https://www.heartkids.org.au/page/198/australian-and-nz-fontan-advocacy
https://doi.org/10.1016/j.ijcard.2018.01.098
https://doi.org/10.1186/s12889-019-7884-9
https://doi.org/10.1186/s12889-019-7884-9
https://doi.org/10.1017/S1047951123002524

	Towards improving the lived experience of adult congenital heart patients: suggestions for health care practitioners
	Methods
	Results
	Suggestions for health care practitioners
	Start with your patient's level of understanding
	Ask better questions, and ask them upfront for both the patient and health care provider
	Unintended consequences of presenting data
	Best practice
	Communication coordination
	Supporting an informed choice
	Treatment plans and impact transparency
	Community connection

	Participatory research


	Discussion
	Conclusion
	References



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /PageByPage
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /sRGB
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 524288
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Preserve
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages false
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 600
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages false
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 600
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages true
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages false
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 600
  /MonoImageDepth 4
  /MonoImageDownsampleThreshold 1.00000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects true
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /False

  /Description <<
    /ENU ()
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        0
        0
        0
        0
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (U.S. Web Coated \(SWOP\) v2)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /UseName
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [600 600]
  /PageSize [612.000 792.000]
>> setpagedevice


