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Quality of life 

Knowles, Ann Thorac Surg 2012 
Hickey Am J Cardiol 2012 

No difference in well being scores for 
patients and siblings despite a lower 
proportion of patients who perceive their 
general health as good (54% vs 66%) 



Kempny A et al. Eur Heart J 2012 

Social consequences of a lower 
exercise capacity 

ToF 
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Education 

Miatton, JTCS, 2007 

• Lower school performance 
 
 
 
 

• Lower scores on academic skills 
– Reading 
– Spelling 
– Arithmetic 

 

 
 
 
 
 

Wright, Arch Dis Child, 1994 



Intelectual and neuropsychlogical 
performances in children with ToF 
Variables ToF (n=18) Control group 

(n=18) 
P value 

Intellectual performance 
Estimated Full Scale IQ (100±15) 

 
94.6±14.1 

 
106.2±15 

 
0.0141 

Neuropsychological 
performances (100±15) 
        Attention 

 
 
112.0±13.5 

 
 
117.8.5±8.5 

 
 
0.7 

        Memory 99.4±13.1 103.0±9.5 0.232 

        Language 101.1±12.8 115.7±14.8 <0.001 

        Visuospatial skills 110.6±17.3 124.2±11.6 0.058 

        Sensiromotor Functionning 90.9±10.6 100.9±10.7 <0.001 

Miatton, JTCS, 2007 
Van Rijen, Eur Heart J » 2002 

Proportions with special education higher : 33% 
 



employment 
• Lower employment rate:  

– Unemployement:8%-11.3% (2005-2012) 

– Higher social security benefits : 12%, disablement pension: 
3% 

– Labor institution and activity centre for mentally 
handicapped: 5%,  

• Works conditions 

 

 

 

 

 

 

• Risk factors: 

– Lower academic level: 52% 

– Lower exercise capacity 

     

Van Rijen, Eur Heart J, 2003 (ToF subgroup) 

Bygstad , cardiol Yoing, 2012 
Zomer, Am J Cardiol, 2012 
Daliento, heart 2005 
Kamphuis M et al. Arch Pediatr Adolesc Med 2002 
 
 

Inadequacy of job for educational 
level: 29% are unskilled workers 
 
 



Work difficulties 
Difficulties reported: 

• Feeling restrictive in the choice 
of a job 

• Being excluded from a job 

• Being excluded from a job after a 
medical examination 

• Not being promoted 

Main causes of difficulties reported: 

• Physical disabilities 

• Tiredness  

• Emotional problems 

Kamphuis, Arch Pediatr Adolesc Med 2002 



Psychological and cognitive outcomes 

• Normal IQ in 2/3 (Raven’s progressive matrices) 

• Low percentage of patients had a deficit learning and attenton 
function 

• Deficit in tasks, that involves executive function, problem solving, 
and planning strategies (53% altered in the Tower of London test) 

 

Daliento, Heart, 2005 

http://www.ajnr.org/content/21/8/1407/F3.large.jpg
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Socioeconomic profile 

Zomer AC et al. Am J Cardiol 2012 ConCor 



Socioeconomic profile (english 
experience) 

Diller GP et al. Int J Cardiol 2011 



Insurance  
How mortality ratio is calculated? 

Vonder Muhll I et al. Eur Heart J 2003 



Mortgage application in France 

Standard 
rates 

Exclusions 
and/or 
extra 

Refusal 

Mild (n=8) 7 (87.5%) 1 (12.5%) 0 

Significant 
(n=40) 

5 (12.5%) 26 (65%)* 9 (22.5%)* 

Complex 
(n=28) 

6 (21.4%) 18 (64.3%)* 4 (14.3%)* 

*Refusal and insurance at non standard rates  
were more frequent in significant 
 and complex CHD (p<0.0001 and p=0.003) 

Ladouceur M et al. Arch Cardiovasc Dis 2011 

The only risk factor of refusal: CHD 
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Physical activity 

• Same level of activity 
undertaken by patients in 
daily life or employment 

• No difference in 
participation in physical 
activities or any leisure-
time physical activity 

• moderate level of exercise 
training improves aerobic 
capacity.  

=0.45Kcal/kg/h 

Knowles, Ann Thorac Surg 2012 
Therrien, Can J Cardiol, 2003 
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Psychological functioning 

• But female: less favourable self esteem, 
significantly more complaints on neuroticism 

• No age effect 
 

Van Rijen, Eur Heart J, 2003 



Psychological functioning 

• 83%: emotional difficulties at adolescence because of 
the presence of scarring in the thorax 

• Reoperation is associated with a lower emotional role 
and social functioning score (SF-36) 

• prevalence of depression is lower than in the general 
population:9.6% 

• Lower rates of suicidal ideation and attempted 
suicide(3%) 

Daliento, heart, 2005 
Knowles, Ann Thorac Surg 2012 
Muller, Int J Cardiol, 2012 
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Social functionning 

• Normal social support 
 

• Higher participation in leisure-time 
activities 

Brain teasers are less performed by patients with ToF  

Van Rijen, Eur Heart J, 2003 
Knowles, Ann Thorac Surg 2012 



Social relationship 
• No difference in married or living with a 

partner (53%),  

• Better adjusted family functioning (Mac 
Master Family Assessment Device) 

• Less likely to have children (39% versus 51%, p  
0.006). 

 

Van Rijen, Eur Heart J, 2003 
Knowles, Ann Thorac Surg 2012 



To have children 

Mean pregancies per patient: 2.4 
Mean life births by patient: 0.65 children per man/ 1.7to 1.8 children per 
woman 
Age at first pregnancy: 26 yo  Pedersen, cardiol Young, 2008 

Bygstad , cardiol Yoing, 2012 
 



Sexual behavior 

Reid, Int J Cardiol, 2008 

Actually I admit I 
don’t have a sore 
throat, I just wanted 
clarification on 
contraceptives 
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Risky behaviors 

• No differences 
in alcohol each 
consumption 
category 

• Fewer patients 
are cigarette 
smokers (16%) 

Knowles, Ann Thorac Surg, 2012 
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perspective 

Hickey, Eur J Cardio-thorac Surg, 2009 

Extrapolation: 
75% 



Specific issues 

1. QoL 

2. Socioeconomic status/insurability/ 
Health care 

3. Physical activities 

4. Relationship/ sexuality 

5. Family functioning, social support/ 
psychological functioning 

6. Risky behaviors 



Projection (in 2040) 
• Possible decrease in QoL 

– Dependency : 
Forecast: 1.2M dependent elderly people in France in 
2040 

 

 

 well being with aging : coping strategy 

 

 

La dépendance des personnes âgées : 
une projection à long terme. Insee 
data, 2004 

Van rijen, Cardiol Young, 2005 



Projection (in 2040) 

• Larger decrements in overall physical 
functioning are consistently associated with 
older age in ToF 

 

• Impaired executive functioning has been fund 
to be the best predictor of functional decline 
in the elderly 

 

Hickey, Am j Cardiol, 2012 
 

In Anderson, Peter; Anderson, Vicki; Jacobs, Rani. 
Executive functions and the frontal lobes: a lifespan 

perspective. 2008 



conclusion 
• Good quality of life 

– Social functioning 

– Psychological functioning 

– Health behaviors 

 

• Continual process of normalization : specific coping 
strategy 

 

• Except employment: to improve by screening 
development abnormality, educational support, 
employment support 

 

• Aging population: will health care meet their needs? 

 



THANK YOU 


