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Congenital Heart Disease (CHD)

e 3-10/1000 live births

e ~ 90% survive till adulthood

e Adults outnumbered children x 3

* Issues - Morbidity & HRQOL
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AHA Scientific Statement

Cardiovascular Health: The Importance of
Measuring Patient-Reported Health Status

A Scientific Statement From the American Heart Association

Table 1. Top Things to Know

= |mproving cardiovascular health is a central goal of cardiovascutar care and a specific aim of the American Heart Association's strategic goals: however, measures
of cardiovascular health beyond mortality and morbidity cutcomes have not been well specified.

= Patient-reported health status, which includes symptom burden, functional status, and HAROL, is an imporiant measure of health.

« Validated patient health status surveys, including disease-specific instruments for patients with cardiovascular dissase, allow for the quanfification of this critical,
patient-centered outcome.

« (Cardiovascular patient heaith status surveys have been used successfully in clinical frials and other research studies to quantify freatment benefits with regard to
symptoms, functional status, and HROAL, however, they remain underutilized.

= |n addition to cardiovascular disease—specific factors contribufing fo worse patient health status (eg, amount of angina in coronary artery disease), other Key
cofactors must be recognized (eg, comorbid depression). There are afso special considerations in the measurement of health status in cohoris such as the elderly.

= Patient-reported health status is an independent predictor of subsequent mortality, cardiovascular events, hospitalization, and costs of care. This has potential
implications for risk adjustment and targeting of healthcare resources.

= Patient health status data have the potential to inform clinical decision making. In particufar, such information can be important for shared decision making.

= (Cardiovascufar patient heafth status assessments can facilitate disease surveillance and quantfy populations” health for entities such as accountable care
urganlzahnns hLEt have nat yet bean mn:urpmﬂteci mta pupulahun healm.fdlsease suwe*lranue efforts The integration of health status into these activities may

= Additional research is needed to better understand the determinants of patient health status, the effects of intenventions on cardiovascular heatth, and the most
effective strategies to incorporate cardiovascular patient health status measurement in ciinical practice and disease surveillance.

HAOL indicates health-related quality of life.



Health Related Quality of Life

Quality of Life 20 and 30 Years After Surgery in Patients
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Pakistan- CHD Overview
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Study Setting
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Study Objectives

Primary Objective:
To determine HRQOL in CHD adults following surgery.

Secondary Objectives:
To understand the patient experiences of CHD after surgery



Revised Wilson and Cleary Model
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Methods

Mixed

v

Quantitative Data
To compare HRQOL and its
associated predictors

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 intervie

60 adult CHD patients

16 adult CHD

A 4

Qualitative Data
To explore HRQOL
experiences

patients

Integration of Quantitative &

Qualitative Data




Data Collection
Quantitative Data

e Socio Demographic Data e Semi-structured, self-developed
interview guide on everyday
* Clinical & Surgical Data experiences of living with CHD

 PedsQL Core version 4.0
* PedsQL 4.0 Cognitive Questionnaire

e PedsQLl 3.0 Cardiac Module

Analysis: Analysis:

Descriptive Analysis Directed Content Analysis
(using Wilson Cleary model of HRQOL)



Participants Characteristics
- |n hage

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)



Particiﬁants Characteristics

CHD Severity

Mild

Moderate

Complex

Number of Surgeries

1

>2

Cardiac Prognostic severity

RACHS 1

RACHS 2

RACHS 3

Age at diagnosis (years) mean (SD)

Age at 1st surgery (years) mean (SD)

F up period since last surgery (years) mean (SD)
Cardiopulmonary Bypass time (mins) mean (SD)
NYHA

I

Il & above

n____ %age
16 29.6
35 64.8
3 5.6
49 81
11 19
16 27.1
28 47.5
15 25.4
14.34 £ 16.98
24.50+12.66
4.00+1.82
126 £71.94
49 82
11 18



General HRQOL in ACHD surgical patients
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Cardiac HRQOL in ACHD surgical patients
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Participants’ Perceptions

“I try my level best to complete tasks on time but ... my friends complete

their work [house choresJ In 3-4 hours... but my entire day is spent in completing house
chores so

(39 years female, TOF repair)

“...when | used to sit in a public transport like bus, go to market or some crowded place...

: Ui} and | was very scared... | was sweating... | could not go
anywhere alone

(30 years male, Coarctation of aorta)

“If it would have happened before marriage, | would have been more concerned and so

would my family. | was still | have, like “What will my
husband or my in laws think about it?” but thank God, my husband is okay with it.”

(28 years female, TOF correction)



Society’s Perspective

“I need to get well and | do not want to go for more surgery... | am the eldest son, my
father is looking after the entire business... | have an unmarried sister as well... | need to
remain fit in future to

(32 years male, AVR, VSD)

“My cousin told me that this disease is due to , but | don’t feel that way. | think God can
give disease to anyone.”

(25 yrs male, TOF)

“.... People think negatively about medicine, that | am ... | did not feel comfortable
taking medicine in front of them so | skipped my medicine...”

(18 yrs female, AVR, VSD repair)



Participants’ Concerns

s
ey

Re-operation Extended Marriage Concepion
Family



Participants Concerns

“The most important thing is health. If your health is good, you can take care of your kids
and family... | cannot take care of myself, so how | can care for my kids and family? This
makes me worried” (24 yrs male, AVR, TOF)

“I had to undergo a thorough check-up for my job. | was bit scared... as | didn’t want to be
refused on the basis of my cardiac surgery... They inquired what medicine | was on... they
were basically worried about contagious diseases ...” (22 yrs female, ASD, VSD)

“When | get marriage proposals, they liked my appearance, my personality, my family’s
prestige in the society... But when... my father would tell them about my surgery... they
would reject me because of my heart surgery and secondly they fear | will not be able to
conceive and I’'m not medically fit. But they would come up with silly excuses...”

(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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