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Congenital Heart Disease (CHD)

• 8-10/1000 live births

• ~ 90% survive till adulthood

• Adults outnumbered children x 3

• Issues - Morbidity & HRQOL  

Khairy et al., 2009





Health Related Quality of Life 

DATA FROM LOWER MIDDLE 

INCOME COUNTRY ???????



ACHD Magnitude of the problem
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Pakistan- CHD Overview

Approximation

Population 189 million

CHD Incidence 50,000/year

CHD Health care services 6 Hospitals

CHD Surgeries 3000/year

Pediatric Cardiac Surgeon 8

Pediatric Cardiologist 25

http://ppcsociety.org/



Study Setting

PAKISTAN



Study Objectives

Primary Objective:

To determine HRQOL in CHD adults following surgery.

Secondary Objectives:

To understand the patient experiences of CHD after surgery
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Methods Mixed 

Methods Study

CHD Surgical Patients N=1400

Eligible n=250

Eligibility criteria:
Age > 18 years

> 1 year post surgery

No Chromosomal abnormality

Able to understand English/Urdu

Willing for face to face interview

60 adult CHD patients

 

Quantitative Data
To compare HRQOL and its 

associated predictors

Qualitative Data
To explore HRQOL 

experiences 

16 adult CHD 

patients 

Integration of Quantitative & 

Qualitative Data

Figure 2 - Study Flow Diagram – Health related Quality of Life in Congenital Heart Disease surgery patients in Pakistan- a 

Mixed Methods Study



Data Collection 
Quantitative Data

• Socio Demographic Data

• Clinical & Surgical Data

• PedsQL Core version 4.0 

• PedsQL 4.0 Cognitive Questionnaire

• PedsQL 3.0 Cardiac Module 

Analysis:

Descriptive Analysis

Qualitative Data

• Semi-structured, self-developed

interview guide on everyday  

experiences of living with CHD

Analysis:

Directed Content Analysis 
(using Wilson Cleary model of HRQOL)



Participants Characteristics
n %age

Gender

Male 30 50.8

Female 29 49.2

Age at Assessment (years) mean (SD) 29.66 ± 10.70

Occupation

Employed/Business 20 33

House Wife 19 32

Student 21 35

Family Income (Pakistani Rupees)

Below poverty line LMIC 29 48

Above poverty line LMIC 31 52

Family Structure

Nuclear 20 40

Extended 40 60

Martial Status

Single 31 52.5

Married 28 47.45

Distance of cardiac facility from home (km) - Mean 77.82 ± 234.32 (1-1700)



n %age

CHD Severity

Mild 16 29.6

Moderate 35 64.8

Complex 3 5.6

Number of Surgeries

1 49 81

> 2 11 19

Cardiac Prognostic severity

RACHS 1 16 27.1

RACHS 2 28 47.5

RACHS 3 15 25.4

Age at diagnosis (years) mean (SD) 14.34 ± 16.98

Age at 1st surgery (years) mean (SD) 24.50 ± 12.66

F up period since last surgery (years) mean (SD) 4.00 ± 1.82

Cardiopulmonary Bypass time (mins) mean (SD) 126 ± 71.94

NYHA

I 49 82

II & above 11 18

On Cardiac Medications 31 52

Participants Characteristics



General HRQOL in ACHD surgical patients
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͞I tƌǇ ŵǇ leǀel ďest to Đoŵplete tasks oŶ tiŵe ďut I am always late… ŵǇ fƌieŶds Đoŵplete 
their work [house chores] in 3-4 houƌs… ďut ŵǇ eŶtiƌe daǇ is speŶt iŶ ĐoŵpletiŶg house 
chores so I͛ŵ Ŷeǀeƌ fƌee ͞ 

(39 years female, TOF repair)

͞… ǁheŶ I used to sit iŶ a puďliĐ tƌaŶspoƌt like ďus, go to ŵaƌket oƌ soŵe Đƌoǁded plaĐe… 
ŵǇ heaƌt ǁould ďeat fasteƌ… aŶd I ǁas ǀeƌǇ sĐaƌed... I ǁas sǁeatiŶg… I Đould Ŷot go 
aŶǇǁheƌe aloŶe͟ 

(30 years male, Coarctation of aorta)

͞If it ǁould haǀe happeŶed ďefoƌe ŵaƌƌiage, I ǁould haǀe ďeeŶ ŵoƌe ĐoŶĐeƌŶed aŶd so 
would my family. I was still concerned about operation scars I haǀe, like ͚What ǁill ŵǇ 
husďaŶd oƌ ŵǇ iŶ laǁs thiŶk aďout it?͟ ďut thaŶk God, ŵǇ husďaŶd is okaǇ ǁith it.͟  

(28 years female, TOF correction)

Participants’ Perceptions



Society’s Perspective
͞I Ŷeed to get ǁell aŶd I do Ŷot ǁaŶt to go foƌ ŵoƌe suƌgeƌǇ… I aŵ the eldest soŶ, ŵǇ 
fatheƌ is lookiŶg afteƌ the eŶtiƌe ďusiŶess…   I haǀe aŶ uŶŵaƌƌied sisteƌ as ǁell… I Ŷeed to 
remain fit in future to fulfil all ŵǇ ƌespoŶsiďilities as a soŶ aŶd eldeƌ ďƌotheƌ.͟  

(32 years male, AVR, VSD)

͞MǇ ĐousiŶ told ŵe that this disease is due to your sins, ďut I doŶ͛t feel that ǁaǇ. I thiŶk God ĐaŶ 
giǀe disease to aŶǇoŶe.͟  

(25 yrs male, TOF)

͞…. People thiŶk ŶegatiǀelǇ aďout ŵediĐiŶe, that I aŵ not normal… I did Ŷot feel Đoŵfoƌtaďle 
takiŶg ŵediĐiŶe iŶ fƌoŶt of theŵ so I skipped ŵǇ ŵediĐiŶe…͟ 

(18 yrs female, AVR, VSD repair)



Participants’ Concerns

Re-operation Extended 

Family

Marriage Conception

Health Education Finance



Participants Concerns

͞The ŵost iŵpoƌtaŶt thiŶg is health. If Ǉouƌ health is good, Ǉou ĐaŶ take care of your kids 
and family… I cannot take care of myself, so how I can care for my kids and family? This 
ŵakes ŵe ǁoƌƌied͟                                                                                           (24 yrs male, AVR, TOF)

͞I had to uŶdeƌgo a thorough check-up for my job. I ǁas ďit sĐaƌed… as I didŶ͛t ǁaŶt to ďe 
ƌefused oŶ the ďasis of ŵǇ ĐaƌdiaĐ suƌgeƌǇ… TheǇ iŶƋuiƌed ǁhat ŵediĐiŶe I ǁas oŶ… theǇ 
were basically worried about contagious diseases …͟                              (22 yrs female, ASD, VSD)

͞WheŶ I get ŵaƌƌiage pƌoposals, theǇ liked ŵǇ appeaƌaŶĐe, ŵǇ peƌsoŶalitǇ, ŵǇ faŵilǇ s͛ 
pƌestige iŶ the soĐietǇ… But ǁheŶ… ŵǇ fatheƌ ǁould tell theŵ aďout ŵǇ suƌgeƌǇ… theǇ 
would reject me because of my heart surgery and secondly they fear I will not be able to 
ĐoŶĐeiǀe aŶd I͛ŵ Ŷot ŵediĐallǇ fit. But theǇ ǁould Đoŵe up ǁith sillǇ eǆĐuses…͟ 

(26 years female with AVR, VSD)



Conclusion 

HRQOL was lower in CHD adult surgical patients in both general and 
cardiac specific HRQOL in a LMIC, Pakistan

ACHD patients need support particularly in emotional, physical 
functioning, symptoms and anxiety related to ACHD treatment



Implications

HRQOL should be part of regular clinical screening in CHD

Solutions need to address the HRQOL and lifelong concerns of 
patients 

Longitudinal multi-central studies on HRQOL in CHD need to be 
conducted in Pakistan/LMIC
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