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Lacking in CHD Patients
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N E W O R L E A N S —  Patients with con-
genital heart disease often fail to get the car-
diology follow-up they need, on the basis
of the records of 643 patients from Cana-
da who were followed through age 22.

Although “most congenital heart dis-
ease [CHD] lesions require life-long cardi-
ology follow-up,” this follow-up was not
seen for 61% of all the CHD patients in this
representative group once they were 18-22
years old, and cardiology follow-up did not
occur at age 18-22 for 34% of the patients
with “severe” CHD lesions, Dr. Andrew S.
Mackie said at the annual meeting of the
American College of Cardiology.

Cardiology follow-up was often lacking
even though these patients remained under
ongoing medical care. The analysis showed
that 87% of all of the CHD patients fol-
lowed were seen by a primary care physi-
cian at least once when they were 18-22
years old. A better job must be done to ed-
ucate primary care physicians that patients
with CDH require ongoing follow-up by a
cardiologist, said Dr. Mackie, a cardiologist
at Montreal Children’s Hospital.

“These patients must be seen by a car-
diologist,” agreed Dr. Joseph K. Perloff, a

CHD specialist and emeritus professor of
medicine and pediatrics at the University
of California, Los Angeles.

The study used data from the Canadian
health insurance system to identify and
track 643 people who were born in the
province of Quebec in 1983, were diag-
nosed with a CHD before age 6, and were
still alive in 2005. All were seen by a cardi-
ologist at least once when they were age 0-
5, when they were first diagnosed. The
analysis then used Canadian medical
records to identify their visits to cardiolo-
gists and primary care physicians during
three stages: age 6-12, 13-17, and 18-22.

Virtually all of the patients were seen by
a primary care physician—a pediatrician,
family practice physician, or internist—at
least once during each of these life stage.
But substantially fewer had at least one fol-
low-up examination by a cardiologist, even
at age 6-12. Among the 122 patients (19%)
with severe CHD—endocardial cushion
defect, tetralogy of Fallot, a univentricu-
lar heart, transposition of the great arter-
ies, truncus arteriosus, and hypoplastic
left heart syndrome—a higher proportion
were followed by a cardiologist, but even
in this subgroup expert follow-up was
lacking for a significant number of pa-
tients, Dr. Mackie said. ■ 

Congenital Heart Disease
Patients Are Living Longer
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N E W O R L E A N S —  Over the past 2
decades, patients with congenital heart
disease have increasingly lived to an older
age, according to data collected on about
70,000 CHD patients living in Quebec.

The rising age of death has been most
dramatic among children younger than 10,
probably because of improved surgical
management of severe congenital heart
defects, Dr. Paul Khairy said at the annu-
al meeting of the American College of
Cardiology. During 1988-1989, the medi-
an age of death was 8 years among pa-
tients with severe CHD in Quebec (except
those younger than 1 year). By 2004-2005,
the median age of death in this group had
soared to 42 years, said Dr. Khairy, a car-
diologist and epidemiologist at the Mon-
treal Heart Institute.

Because of these changes in mortality,
“the burden of CHD has shifted to older
patients,” he said.

His analysis used data collected on the
more than 70,000 Quebec residents with
a diagnosed CHD who were at least 1 year
old and alive for some period in 1988-2005.

The analysis then focused on the 45,651
people with CHD alive during 1988-1989,
and the 62,052 alive with CHD during
2004-2005. The overall mortality of these
patients was 4.6/1,000 patients in 1988-
1989, and 10.3/1,000 patients in 2004-2005.

A breakdown of death rates by age
showed a pronounced bimodal distribu-
tion in 1988-1989, with one peak occurring
among children aged 10 and younger and
the second peak occurring at age 61-76.
During this year, about 13% of deaths
among all people with CHD occurred
among children aged 1-5, and about 8% of
the deaths were in children aged 6-10. In
contrast, the early childhood peak had
largely disappeared by 2004-2005. During
that year, about 3% of the deaths were in
children aged 1-5, and about 1% were in
those aged 6-10. The mortality pattern by
age in patients with CHD during 2004-
2005 was similar to the pattern for the
overall Quebec population, with the peak
age of death occurring at about 71-90
years, Dr. Khairy said.

Another analysis focused on the patients
with severe forms of CHD, defined as an
endocardial cushion defect, tetralogy of
Fallot, a univentricular heart, transposi-
tion of the great arteries, truncus arterio-
sus, and hypoplastic left heart syndrome.
In this subgroup, the mortality rate was
about 43% among children aged 1-4 in
1988-1989; the rate dropped to about 10%
by 2004-2005. Among children aged 5-9,
mortality was about 18% in 1988-1989,
falling to about 7% in 2004-2005.

The overall median age of death in all pa-
tients with CHD was 61 years in 1988-1989
and 68 years in 2004-2005, a statistically sig-
nificant increase, Dr. Khairy said. ■
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