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TO THE EDITOR
In their article, Kaemmerer et al1 state that current health care for patients with a congenital heart 
defect (CHD), is insufficient. We agree with their advocacy for a needs-based interdisciplinary 
medical care structure. Care for CHD-patients should not be provided by a cardiologist only. 
Rather other health care providers such as a general practitioner, rheumatologist, gynecologist, 
neurologist, and psychologist, may need to be involved, depending on the disease severity, disease 
course and underlying problems. Kaemmerer and colleagues point out that the achievement of 
multidisciplinary health care provision will be challenging as there are not enough highly trained 
and experienced specialists.1 Consequently, in order to deliver multidisciplinary optimal care to 
those who need it, we have to relocate the scarce resources that are available. 
 To enable such relocation and to optimize tailored care, not only the view of professionals is 
important, but empirical studies on current health care utilization are needed as well. So far, many 
studies have described guidelines for optimal care for CHD-patients based on the expert opinion. 
However, due to a lack of empirical studies, there is little insight in the discrepancy between these 
guidelines and the care provided. Ultimately, knowledge about this possible discrepancy is vital for 
the identification of those aspects of care that need to be changed.
 The facilitation of optimal care for CHD-patients requires future empirical research focusing 
on at least the following three topics. First, patterns of health care utilization in countries with 
different health care systems have to be studied. To our knowledge only four studies, conducted 
in the Netherlands,2 Canada,3 Belgium,4 and the UK,5 have explored health care use of adult CHD-
patients. Three of these focused solely on the quantity of care provided by a cardiologist or general 
practitioner or the use of inpatient health care (i.e. hospitalizations, operations, and emergency 
room (ER) visits).3-5 Given the multidisciplinary character of the guidelines on the management of 
CHD-patients, not only care provided by cardiologists, but also visits to other health care providers 
(e.g. neurologist, and psychologist), and inpatient health care have to be documented. The results 
of these future studies will provide insight into the country-specific use of current health care 
resources. 
 Second, patient characteristics associated with health care use have to be identified, enabling 
the prediction and allocation of future health care utilization. Research on the prediction of health 
care use in other patient groups, has shown that in addition to clinical (e.g. disease severity), 
and enabling factors (e.g. health care system), patient characteristics such as anxiety, depression, 
personality, quality of life, and illness perceptions are also related to health care use.6-10 For 
example, an anxious patient with a mild malformation might visit an ER twice a year because of 
concerns about his/her heart condition, while there is no clinical reason for it. For such a patient 
psychological care might be more appropriate, reducing the number of visits to the ER. Insight into 
patient characteristics related to health care use will direct the development of future health care 
facilities and tailoring it to those who need it. 
 Third, patients’ perceived needs for health care have to be investigated, as these are essential 
for the provision of tailored care. Additionally, barriers experienced by patients to use health care 
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also have to be studied, as this knowledge might help design interventions to prevent patients 
from being lost to follow-up. 
 In summary, insight into current health care utilization, including the patient perspective is 
vital to direct the development of future health care facilities for CHD-patients, and to rearrange 
the scant resources to those who need it.
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