
The Invisible Child
Finding

Childhood Heart Disease and the Global Health Agenda

Children’s HeartLink
5075 Arcadia Avenue
Minneapolis, MN 55436-2306
952.928.4860
www.childrensheartlink.org

Fall 2015

2nd in a Series 
of 4 Briefs from 
Children’s HeartLink



1

Access to Care for Children with Heart Disease Means Treatment 
that is Available, Affordable and of the Highest Quality 

7KLV�SDSHU�IRFXVHV�RQ�DFFHVV�EDUULHUV�WR�
SHGLDWULF�FDUGLDF�FDUH��,W�LV�WKH�VHFRQG�
LQ�D�VHULHV�RI�IRXU�EULHIV�E\�&KLOGUHQ·V�
+HDUW/LQN�LQWHQGHG�WR�LQWURGXFH�WKH�QHHGV�
RI�FKLOGUHQ�ZLWK�KHDUW�GLVHDVH�WR�D�QHZ�
DXGLHQFHħSROLF\�PDNHUV��LQWHUQDWLRQDO�
RUJDQL]DWLRQV��GRQRUV�DQG�RWKHUV�ZKR�KHOS�
LPSOHPHQW�WKH�JOREDO�KHDOWK�DJHQGD��7KH�
VHULHV�LV�DYDLODEOH�IRU�GRZQORDG�DW�
WKHLQYLVLEOHFKLOG�FKLOGUHQVKHDUWOLQN�RUJ

Every year one million children 
are born with congenital heart 
disease1ĦKHDUW�GLVHDVH�GXH�WR�DQ�

DEQRUPDOLW\�LQ�WKH�VWUXFWXUH�RI�WKH�
KHDUW��$QRWKHU���������VFKRROĥDJH�
FKLOGUHQ�ZLOO�DFTXLUH�UKHXPDWLF�KHDUW�
GLVHDVH�IURP�XQWUHDWHG�6WUHSWRFRFFDO�
$�LQIHFWLRQV��6DGO\��IRU����SHUFHQW�RI�
children with heart disease, treatĥ
PHQW�LV�HLWKHU�XQDYDLODEOH��XQDɱRUGĥ
DEOH�RU�RI�VXERSWLPDO�TXDOLW\2.

:LWKRXW�DSSURSULDWH�WUHDWPHQW��HDFK�
\HDU�DERXW�KDOI�RI�WKH�EDELHV�ERUQ�
ZLWK�VLJQL¿FDQW�FRQJHQLWDO�KHDUW�
disease will die in infancy or early 
childhood. A third of them die within 
WKH�¿UVW�PRQWK�RI�OLIH3ĦDQG�DQRWKHU�
��������ROGHU�FKLOGUHQ�DQG�\RXQJ�
DGXOWV�ZLOO�VXFFXPE�WR�UKHXPDWLF�
heart disease4��2WKHUV�ZLOO�VXUYLYH�WR�
KDYH�WKHLU�V\PSWRPV�PLVGLDJQRVHG�DV�
D�PRUH�FRPPRQ�LQIHFWLRXV�GLVHDVH��
WKXV�GHOD\LQJ�OLIHĥVDYLQJ�WUHDWPHQW5.  
 
8QOHVV�D�FRQFHUWHG�HɱRUW�LV�PDGH�WR�
VXSSRUW�VXUYHLOODQFH�DQG�WUHDWPHQW��
their heart disease will remain invisĥ
LEOH�WR�WKH�JOREDO�KHDOWK�FRPPXQLW\��
SUHYDOHQFH�ZLOO�FRQWLQXH�WR�EH�XQGHUĥ
UHSUHVHQWHG��DQG�HTXLWDEOH�DFFHVV�WR�
SHGLDWULF�FDUGLDF�FDUH�ZLOO�UHPDLQ� 
XQGHUĥSULRULWL]HG�ZLWKLQ�JOREDO�KHDOWK�
V\VWHPV�VWUHQJWKHQLQJ�HɱRUWV��

7KH�6XVWDLQDEOH�'HYHORSPHQW�*RDOV�
Ī6'*Vī�SURYLGH�DQ�RSSRUWXQLW\�WR�
FKDQJH�WKH�VWDWXV�RI�KHDUW�GLVHDVH�LQ�
children from an invisible disease to 
RQH�LQWHJUDO�WR�HOLPLQDWLQJ�SUHYHQWĥ
DEOH�FKLOG�GHDWKV��7KH�6'*V�LPSORUH�
WKH�ZRUOG�WR�EXLOG�XSRQ�WKH�JRRG�
ZRUN�LQVSLUHG�E\�WKH�0LOOHQQLXP�
'HYHORSPHQW�*RDOV��DFNQRZOHGJLQJ�
that many regions have seen signifĥ
LFDQW�HFRQRPLF�DQG�HSLGHPLRORJLF�
changes since 2000. 

Several economies are transitioning 
IURP�ORZĥLQFRPH�WR�PLGGOHĥLQFRPH�
FRXQWULHV��DQG�FKLOGKRRG�GLVHDVHV�
VSUHDG�E\�SRRU�VDQLWDWLRQ��FRQWDPLĥ
QDWHG�ZDWHU�DQG�XQGHUĥQXWULWLRQ�DUH�
EHLQJ�FRQWUROOHG�LQ�PDQ\�SDUWV�RI�WKH�
ZRUOG��,Q�WKHLU�SODFH��KHDOWK�V\VWHPV�
DUH�LQFUHDVLQJO\�EXUGHQHG�ZLWK�FRPĥ
SOLFDWLRQV�DULVLQJ�IURP�QRQFRPPXQLĥ
cable and congenital diseases. 

$W�DQ�DQQXDO�UDWH�RI�DSSUR[LPDWHO\�
1:120 live births, congenital heart disĥ
HDVH�LV�SUHGLFWDEO\�FRQVLVWHQW�DFURVV�
SRSXODWLRQV��,Q�RUGHU�WR�DFKLHYH�WKH�
6'*�WDUJHW6�RI�³HQGĬLQJĭ�SUHYHQWDEOH�
deaths of newborns and children 
XQGHU���\HDUV�RI�DJH�´�VSHFL¿F� 
DFFRXQWDELOLW\�PHDVXUHV�VXFK�DV�
KHDOWK�ZRUNIRUFH�WUDLQLQJ�DQG�LQFOXĥ
VLRQ�RI�SHGLDWULF�KHDUW�GLVHDVH�
LQ�XQLYHUVDO�KHDOWK�FRYHUDJH�PXVW�EH�
DGGUHVVHG�WR�HQVXUH�WKDW�DOO�FKLOGUHQ�
KDYH�DFFHVV�WR�SHGLDWULF�FDUGLDF�
screening and treatment7.

Of the children that are diagnosed 
with heart disease, their treatment 
DQG�VXUYLYDO�LV�RIWHQ�EHWWHU�SUHGLFWHG�
by their location and family income 
than by the severity of their disĥ
ease. Higher birth rates and lower 
HFRQRPLF�GHYHORSPHQW�PHDQ�WKDW�
WKH�RYHUZKHOPLQJ�JOREDO�EXUGHQ�RI�
SHGLDWULF�KHDUW�GLVHDVH�IDOOV�RQ�WKH�
KHDOWK�V\VWHPV�OHDVW�HTXLSSHG�WR�GHDO�
with it. 

6ROXWLRQV�VWDUW�ZLWK�UHFRJQLWLRQ�RI�D�
SUREOHP��DQG�ULJKW�QRZ�FKLOGUHQ�ZLWK�
heart disease are mainly invisible as a 
JOREDO�KHDOWK�LVVXH��

Health systems will only be able 
to meet the needs of children with 
KHDUW�GLVHDVH�RQFH�WKH�EXUGHQ�RI�
GLVHDVH�LV�UHFRJQL]HG�E\�FOLQLFLDQV�� 
KRVSLWDO�DGPLQLVWUDWRUV��SROLF\�PDNĥ
HUV�DQG�WKH�GRQRU�FRPPXQLW\��DQG�
investments are made accordingly. 

 
 

Health systems will 
only be able to meet the 
needs of children with 
heart disease once the 
burden of disease is 
recognized by clinicians, 
hospital administrators, 
policy makers and the 
donor community, and 
investments are made 
accordingly. 
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Pediatric heart disease falls into two broad categories: 
congenital and acquired. While treatment plans for 
each may be similar, the epidemiology of these  
diseases has one significant difference: acquired 
means preventable. 

Rheumatic heart disease is the most common–and 
most preventable–form of acquired heart disease in 
children and young adults8. Rheumatic heart disease 
occurs in about 60 percent of untreated cases of acute 
rheumatic fever2, which itself results from untreated 
Streptococcal A infections. Antibiotic treatment of sore 
throat presenting with Strep A symptoms has been 

shown to reduce the onset of acute rheumatic fever by 
70 percent; 80 percent if given intramuscularly. 

Barriers in access and adherence to care, however, 
prevent basic antibiotic treatment. As a result, 300,000 
new cases of rheumatic heart disease occur each year, 
almost exclusively in developing countries2. One-third 
to one-half of all cardiac hospital admissions in devel-
oping countries are due to rheumatic heart disease. It 
is responsible for 10 percent of maternal deaths, and is 
the main predisposing factor for infection in the lining 
of the heart or heart valves9. Without treatment,  
20 percent of children with rheumatic heart disease 
will be dead by the age of 15 and more than 70 
percent by 25 years8. 

At least 15.6 million people are estimated to be 
currently affected by rheumatic heart disease, with a 
significant number requiring weeks-long hospitaliza-
tion and heart surgery in the next five to 20 years10. 
The economic burden due to disability and premature 
loss of life is great, but it is preventable. 

Clearly, the prevention and control of acute rheumatic 
fever/rheumatic heart disease in developing countries 
will only be accomplished as it was in developed coun-
tries —through primary health care efforts to improve 
the environmental, social and economic conditions of 
populations at risk, and timely use of antibiotics11. This 
is a strategy that can, if made a priority by countries, 
policy makers and donors, realistically be incorporated 
into most health systems.

Primary Prevention of Acquired 
Heart Disease

2
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Overcoming Barriers in Access to Care

Barriers that limit availability 
DQG�DɱRUGDELOLW\��RU�HURGH�WUXVW�
LQ�WKH�TXDOLW\�RI�WUHDWPHQW�

DɱHFW�ZKHQ�DQG�KRZ�ħRU�LI�ħSHRSOH�
seek care for their children12.  

/LPLWHG�DFFHVV�WR�FDUH�LQ�ORZĥ�DQG�
PLGGOHĥLQFRPH�FRXQWULHV�LV�ZHOO�
GRFXPHQWHG��:LWK�IHZ�H[FHSWLRQV��
children who receive care from a hosĥ
SLWDO�RU�FOLQLF�DUH�PRUH�OLNHO\�WR�FRPH�
IURP�ZHDOWKLHU�IDPLOLHV��KDYH�SDUHQWV�
ZLWK�KLJKHU�OHYHOV�RI�HGXFDWLRQ�DQG�
OLYH�LQ�XUEDQ�DUHDV13��'XH�WR�PDUJLQĥ
DOL]DWLRQ�RI�FKLOGUHQ¶V�FDUGLRYDVFXODU�
KHDOWK�RQ�WKH�JOREDO�GHYHORSPHQW�
DJHQGD��QR�UHOLDEOH�GDWD�H[LVW�VSHFL¿ĥ
cally for children with heart disease, 
EXW�LW�LV�UHDVRQDEOH�WR�SUHVXPH�WKDW�
GLVSDULWLHV�LQ�DFFHVV�DUH�WKH�VDPH�
DW�WKH�SULPDU\�OHYHO�DQG�ZRUVH�IRU�
VSHFLDOLVW�FDUH��

 
Availability of Care 
It is not easy to see a health care 
ZRUNHU�LI�WKHUH�DUH�QRQH�ZKHUH�\RX�
live. The dramatic global shortage 
of health care workers means that 
RQO\���ĥ���SHUFHQW�RI�ZRPHQ�DQG�
WKHLU�QHZERUQV�LQ�ORZĥ�DQG�PLGGOHĥ�
LQFRPH�FRXQWULHV�UHFHLYH�VNLOOHG�FDUH�
at or immediately following birth14. 
,Q�WKH�DEVHQFH�RI�XQLYHUVDO�VFUHHQĥ
LQJ�JXLGHOLQHV��WKRVH�WKDW�GR�DUH�QRW�
likely screened for congenital heart 
GLVHDVH��7KLV�RYHUVLJKW�LV�QRW�H[FOXĥ
VLYHO\�WKH�SUREOHP�RI�GHYHORSLQJ�
FRXQWULHV�ZLWK�ZHDN�KHDOWK�V\VWHPV��
7KH�RFFXUUHQFH�RI�XQGLDJQRVHG�FDVHV�
RI�FRQJHQLWDO�KHDUW�GLVHDVH�LV�UHSRUWĥ
ed to be as high as 1:3,500 births in 
KLJKĥLQFRPH�FRXQWULHV�ZLWK�XQLYHUVDO�
health care15��7KH�UDWH�RI�XQĥ�RU�PLVĥ
diagnosed congenital heart disease in 
FRXQWULHV�ZLWK�LQDGHTXDWH�DFFHVV�WR�
FDUH�FDQ�UHDVRQDEO\�EH�DVVXPHG�WR�EH�
PDJQLWXGHV�KLJKHU��

$�VLOR�DSSURDFK�WR�KHDOWK�FDUH�
delivery will not meet the needs of 
WKH�FKLOGUHQ�ZLWK�FRPSOLFDWHG�DQG�
chronic health conditions like heart 
GLVHDVH��6FDOLQJ�XS�VSHFLDOLVW�SHGLDWĥ
ULF�FDUGLDF�FDUH�UHTXLUHV�D�IXQFWLRQDO�

health system with an integrated 
UHIHUUDO�QHWZRUN�RI�FRPPXQLW\�
KHDOWK�ZRUNHUV��FRPPXQLW\�FOLQLFV��
UHJLRQDO�KRVSLWDOV�DQG�VSHFLDOL]HG�
FDUH�FHQWHUV��DV�GLVWULEXWHG�DFFRUGLQJ�
to a model like the one below: 

      Level of Care

Capacity                        Continuum                Village Health      First-Level           Second-Level       Third-Level
       of Care                  Center        Hospitala              Hospitalb       Hospitalc

          
Prenatal care and      Early  X        X
attended birth     Detection 

 
Universal screening     Early  X        X                 X       X 
and referral     Detection

National congenital      Surveillance X        X                 X       X
birth anomaly reporting 
mechanism

Antibiotic availability     Prevention X        X                 X       X
and delivery                      (RHD)

Pulse oximeter     Diagnosis X        X                 X       X

Echocardiogram,      Diagnosis         X                 X       X
electrocardiogram, 
and chest x-ray

 
Fetal echocardiogram     Diagnosis                   X       X

Cardiac catheterization    Diagnosis &                                X

      Treatment

Cardiac medications         Treatment X        X                 X       X
availability and delivery

Spinal and general     Treatment         X                 X                         X 

anesthesia

Open heart surgery     Treatment                          X

Intensive care unit      Treatment           X

Infection control     Quality  X        X                 X       X 
      Assurance

Continuing medical      Quality  X                        X                 X       X
education      Assurance

Pediatric Cardiac Care in an Ideal Health System*


DGDSWHG�IURP�(VVHQWLDO�6XUJHU\, Table 8.5 5 
a��ĥ����EHGV��RIWHQ�RQO\�RQH�JHQHUDO�SUDFWLFH�SK\VLFLDQ�RU�QRQĥSK\VLFLDQ�SUDFWLWLRQHU
b���ĥ����EHGV��FOLQLFDO�GLɱHUHQWLDWLRQ�ZLWK��ĥ���VSHFLDOWLHV
c���ĥ�����EHGV��KLJKO\�VSHFLDOL]HG�ZLWK�GLɱHUHQWLDWHG�VWDɱ�DQG�WHFKQLFDO�HTXLSPHQW��PD\�LQFOXGH�WHDFKLQJ�DFWLYLWLHV
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Reliable access to quality care  
for children with heart disease 
starts with a primary health care 
team, including community health 
workers and midwives.

�$OO�SURYLGHUV�VKRXOG�EH�ZHOO�WUDLQHG�
LQ�UHFRJQL]LQJ�WKH�V\PSWRPV�RI�KHDUW�
disease and able to make a referral 
IRU�IROORZĥXS�DVVHVVPHQW��7R�DFKLHYH�
WKLV��XQLYHUVDO�VFUHHQLQJ�DQG�UHIHUUDO�
JXLGHOLQHV�PXVW�EH�GHYHORSHG�DQG�
DGDSWHG�WR�ORZĥUHVRXUFH�VHWWLQJV��
/LNHZLVH��VXUYHLOODQFH�V\VWHPV�VKRXOG�
FDSWXUH�VFUHHQLQJ�GDWD�VR�WKDW�WKH�
WUXH�VFRSH�RI�WKH�SUREOHP�FDQ�EH�
XQGHUVWRRG�DQG�FRQVLGHUHG�LQ�KHDOWK�
SULRULW\�GHFLVLRQ�PDNLQJ��

2QFH�D�FDUGLRYDVFXODU�SUREOHP�LV�
VXVSHFWHG��FKLOGUHQ�VKRXOG�EH�VHHQ�
E\�D�WUDLQHG�SHGLDWULF�FDUGLRORJLVW�
WR�FRQ¿UP�GLDJQRVLV�DQG�GHYHORS�D�
WUHDWPHQW�SODQ��+HUHLQ�OLHV�DQRWKHU�
REVWDFOH��$YDLODELOLW\�RI�SHGLDWULF�FDUĥ
GLRORJLVWV�DQG�VXUJLFDO�FHQWHUV�ZLWK�
WKH�FDSDFLW\�WR�WUHDW�FKLOGUHQ�ZLWK�
KHDUW�GLVHDVH�LV�DOPRVW�QRQH[LVWHQW�LQ�
GHYHORSLQJ�FRXQWULHV�� 
 
Only 7 percent of the population 
in developing countries has  
access to congenital heart  
disease surgery16, leaving back-
logs of millions of children  
awaiting life-saving surgery5. 

,QYHVWPHQW�LQ�SHGLDWULF�FDUGLDF�FDUH 
LV�D�ORQJĥWHUP�LQYHVWPHQW��V\QRQĥ
\PRXV�ZLWK�VXSSRUWLQJ�VWURQJHU�
health systems at large. A cardiac 
FDUH�FHQWHU�FDQQRW�RSHUDWH�LQ�LVRODĥ
WLRQ��7KH�LQIUDVWUXFWXUH�QHFHVVDU\�WR�
VXSSRUW�FKLOGUHQ�ZLWK�KHDUW�GLVHDVHĦ
LQWHJUDWHG�UHIHUUDO�V\VWHPV��VXSSO\�
FKDLQ�ORJLVWLFV��WHFKQLFDO�H[SHUWLVH�LQ�
anesthesiology and infection control, 
WHDPĥEDVHG�FDVH�PDQDJHPHQWĦDGGV�
resilience to the entire health system. 
0DQ\�RUJDQL]DWLRQV�DQG�JRYHUQĥ
PHQWV�DUH�VXSSRUWLQJ�KHDOWK�V\VWHPV�
VWUHQJWKHQLQJ�DV�D�FRUH�YDOXH�IRU�GHĥ
OLYHULQJ�LPSURYHG�RXWFRPHV��,QFOXGĥ
ing the needs of children with heart 
GLVHDVH�ZLWKLQ�WKHVH�SULRULWLHV�ZLOO�
SURGXFH�YLWDO�RXWFRPHV�IRU�IDPLOLHV��
FRPPXQLWLHV�DQG�KHDOWK�V\VWHPV�

Proportion of Population Without Access to Safe, Affordable Surgery and Anesthesia12

ī$FFHVV�WR�SHGLDWULF�FDUGLDF�VXUJHU\�LV�PRUH�VFDUFHĬ

0%                   100%
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Affordability of Care
&RQJHQLWDO�KHDUW�GLVHDVH�LV�DQ�H[SHQĥ
VLYH�GLVHDVHĦIRU�IDPLOLHV��IRU�KHDOWK�
V\VWHPV�DQG�IRU�FRPPXQLWLHV��0RVW�
IDPLOLHV�GR�QRW�VDYH�IRU�KHDUW�VXUJHU\�
IRU�WKHLU�FKLOGUHQ��QR�SDUHQW�SODQV�
for their child to have heart disease. 
&KLOGUHQ�ZKR�VXUYLYH�XQWUHDWHG�KHDUW�
disease live with a disability that  
SUHYHQWV�WKHP�IURP�SOD\LQJ�DQG�
OHDUQLQJ�DORQJVLGH�WKHLU�SHHUV��$V�
DGXOWV�WKH\�DUH�RIWHQ�OLPLWHG�LQ�WKHLU�
DELOLW\�WR�ZRUN�DQG�FRQWULEXWH�WR�WKH�
HFRQRPLF�JURZWK�RI�WKH�FRPPXQLW\��
LQVWHDG�UHO\LQJ�RQ�VRFLDO�VHFXULW\�QHWV�
ZKHUH�WKH\�DUH�LQ�SODFH��RU�OLYLQJ�LQ�
SRYHUW\�ZKHUH�WKH\�DUH�QRW�

Each year, congenital heart disease 
LV�UHVSRQVLEOH�IRU�DQ�HVWLPDWHG����
PLOOLRQ�'$/<V�ĪGLVDELOLW\ĥDGMXVWHG�
OLIH�\HDUVī5��0RUH�WKDQ�KDOI�RI�WKHVH�
'$/<V�DQG����SHUFHQW�RI�GHDWKV�DUH�
SUHYHQWDEOH�ZLWK�WLPHO\�VXUJLFDO�FRUĥ
UHFWLRQ��<HW�WKH�ODFN�RI�LQIUDVWUXFWXUH�
WKDW�ZRXOG�VXSSRUW�DFFHVV�WR�FDUH�KDV�
NHSW�WKH�EXUGHQ�RI�FRQJHQLWDO�KHDUW�
disease high over recent decades. In 
FRPSDULVRQ��FKLOGKRRG�GLVHDVHV�ZLWK�
VLPLODU�EXUGHQ�ĪH�J���FKLOGKRRG�FOXVWHU�
GLVHDVHVī�KDYH�VHHQ�D����SHUFHQW�
UHGXFWLRQ�LQ�'$/<V�VLQFH�WKH�WXUQ�RI�
WKH�PLOOHQQLXP17. 

³%\�������QR�RQH�VKRXOG�IDOO�LQWR�SRYĥ
HUW\�EHFDXVH�RI�RXWĥRIĥSRFNHW�KHDOWK�
FDUH�H[SHQVHV�´18�:H�PXVW�QRW�FKHHU�
World Bank statements like this and 
WKHQ�H[HPSW�FRQGLWLRQV�WKDW�UHTXLUH�
VXEVSHFLDOW\�VXUJLFDO�FDUH��+HDOWK�
FDUH�H[SHQVHV�DUH�FRQVLGHUHG�FDWDĥ
VWURSKLF�ZKHQ�WKH\�UHSUHVHQW�PRUH�
WKDQ����SHUFHQW�RI�D�KRXVHKROG¶V�
income after basic needs are met, and 
DUH�D�PDMRU�UHDVRQ�ZK\�SHRSOH�GHOD\�
seeking care. The direct cost of care 
LV�IXUWKHU�H[DFHUEDWHG�E\�WKH�FRVW�RI�
travel to distant facilities and lost 
wages from time away from work to 

care for sick children. The cost of 
caring for a child with heart disease 
FDQ�EH�LUUHYRFDEO\�LPSRYHULVKLQJ�IRU�
IDPLOLHV�OLYLQJ�ZLWKRXW�WKH�¿QDQFLDO�
SURWHFWLRQ�RI�XQLYHUVDO�KHDOWK�FRYĥ
HUDJH�RU�RWKHU�KHDOWK�LQVXUDQFH�DQG�
¿QDQFLQJ�VFKHPHV�

,W�LV�XQUHDOLVWLF�IRU�D�IDPLO\�HDUQLQJ�
only a few dollars a day to bear the 
EXUGHQ�RI�¿QDQFLQJ�WKH�FRVW�RI�FRPĥ
SOH[�PHGLFDO�WUHDWPHQW��1HLWKHU�LV�LW�
DFFHSWDEOH�IRU�WKHP�WR�ZDWFK�WKHLU�
FKLOG�GLH��&UHDWLYH�¿QDQFLQJ�VROXWLRQV�
DQG�SROLWLFDO�FRPPLWPHQWV�KDYH�EHHQ�
PDGH��GHVSLWH�GHWUDFWRUV��WR�PHHW�WKH�
WUHPHQGRXV�QHHG�RI�RQFH�QHJOHFWHG�
FKLOGKRRG�GLVHDVHV��VXFK�DV�SHGLDWULF�
+,9�$,'6��&KLOGUHQ�ZKR�GHFDGHV�
DJR�ZRXOG�KDYH�KDG�OLWWOH�FKDQFH�RI�
VXUYLYDO�DUH�QRZ�OLYLQJ�WR�DGXOWKRRG��

Caring for children with heart 
GLVHDVH�LV�H[SHQVLYH��EXW�LWV�FRVW�LV�
QRW�XQSDUDOOHOHG�QRU�VKRXOG�LW�EH�D�

GLVTXDOL¿HU�IRU�LQYHVWLQJ�LQ�WUHDWĥ
PHQW�FDSDFLW\��,Q�FRXQWULHV�ZKHUH�
KHDOWK�V\VWHPV�SULRULWLHV�LQFOXGH�WKH�
needs of children with heart disease, 
VXUJLFDO�FRVWV�KDYH�EHHQ�UHSRUWHG�WR�
DYHUDJH�86�Ĳ������ĥ�Ĳ�����19. This 
LV�ZLWKLQ�WKH�FRVW�UDQJH�RI�SURYLGLQJ�
ORQJĥWHUP�DQWLĥUHWURYLUDO�WUHDWPHQW�
WR�FKLOGUHQ�ERUQ�+,9�SRVLWLYH��Ī86�
Ĳ������SHU�SDWLHQW�RYHU������\HDUVī20. 
:LWKRXW�WUHDWPHQW��QHLWKHU�FKLOG�LV�
OLNHO\�WR�VXUYLYH�LQWR�DGXOWKRRG��

It is not a matter of choosing 
which disease a child should  
KPL�MYVT��I\[�YH[OLY�VM�ÄUKPUN� 
innovative funding and sustain-
able solutions to provide  
high-quality treatment for all 
children in need.

Congenital heart 
anomalies  

58%

Cleft lip and 
palate 
13% 

Cataract
11%

Neural tube
defects

15%

Obstetric fistula
3%

Burden of Disease That Could Be Averted by Scaling Up Selected 
Subspecialty Surgical Care in Low- and Middle-Income Countries5
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$L�9\�LV�D�W\SLFDO�VL[ĥ\HDUĥROG�JLUO�OLYLQJ�LQ�UXUDO� 
9LHWQDP��6KH�KDV�ORQJ��SLJWDLO�EUDLGV��+HU�IDYRULWH�
WR\�LV�D�VSHFLDO�GROO��6KH�ORYHV�VFKRRO��

7ZR�\HDUV�DJR��KRZHYHU��GUHDPV�IRU�VXFFHVV�LQ�
school seemed far away. She was diagnosed with 
FRQJHQLWDO�KHDUW�GLVHDVH�ZKHQ�D�VSHFLDO�VFUHHQLQJ�
FDPSDLJQ��RUJDQL]HG�E\�FDUGLRORJLVWV�IURP�WKH�
UHJLRQDO�KRVSLWDO��FDPH�WR�KHU�YLOODJH��7KH�LPPHĥ
GLDWH�FRQFHUQ�IRU�KHU�SDUHQWVħZKR�VXSSRUW�WKHLU�
VPDOO�IDPLO\�RQ�OHVV�WKDQ�86�Ĳ��SHU�GD\ħZDV�KRZ�
WR�PDQDJH�WKH�FDUH�WKHLU�GDXJKWHU�VXGGHQO\�DQG�
GHVSHUDWHO\�QHHGHG��

$L�9\¶V�SDUHQWV�ERUURZHG�PRQH\�IURP�IDPLO\�DQG�
IULHQGV�WR�KHOS�FRYHU�WKH�FRVWV�RI�VXUJHU\�DQG�WUDYHO�
WR�.LHQ�*LDQJ�*HQHUDO�+RVSLWDO��D�QHZ�&KLOGUHQ¶V�
+HDUW/LQN�SDUWQHU�KRVSLWDO��7KH\�PDGH�WKH�WZRĥ
KRXU�MRXUQH\�IURP�WKHLU�KRPH�WR�5DFK�*LD�&LW\�E\�
PRWRUELNH��7KH\�FRXOGQ¶W�DɱRUG�WKH�ORVW�ZDJHV�WKDW�
ZRXOG�RFFXU�ZLWK�DQ�H[WHQGHG�VWD\�ZKLOH�WKHLU�RQO\�
FKLOG�ZDV�UHFRYHULQJ�LQ�KRVSLWDO��VR�$L�9\¶V�JUDQGĥ
PRWKHU�YROXQWHHUHG�WR�KHOS�ZLWK�KHU�FDUH�

%HIRUH�OHDYLQJ�IRU�WKH�KRVSLWDO��$L�9\�WROG�D�\RXQJ�
IULHQG��³,�DP�JRLQJ�WR�JR�JHW�P\�KHDUW�¿[HG��DQG�
ZKHQ�,�FRPH�EDFN�KRPH�,�JHW�WR�JR�WR�VFKRRO�´�
,QGHHG�VKH�GLG��DQG�LV�QRZ�D�WKULYLQJ�SULPDU\�VFKRRO�
VWXGHQW��

$L�9\¶V�FDVH�LV�UHPDUNDEOH��ERWK�IRU�KHU�RXWVWDQGLQJ�
FDUH�DQG�WKH�IDFW�WKDW�VKH�ZDV�IRUWXQDWH�WR�UHFHLYH�
WUHDWPHQW�DW�DOO��6KH�LV�DQ�H[FHSWLRQ�DPRQJVW�KHU�SHHU�
JURXS�RI�FKLOGUHQ�ZLWK�KHDUW�GLVHDVH��0RVW�FKLOGUHQ�
in Vietnam are not screened for heart disease, nor are 
WKH\�LQ�WKH�UHVW�RI�WKH�GHYHORSLQJ�ZRUOG��$QG�OLNH�PRVW�
FRXQWULHV��IHZ�FDUGLDF�FHQWHUV�H[LVW�LQ�9LHWQDP�WR�
serve the millions in need. 

————————————
.LHQ�*LDQJ�*HQHUDO�+RVSLWDO�EHFDPH�D�&KLOGUHQ·V�+HDUW/LQN�
SDUWQHU�LQ�������ZLWK�WKH�JRDOV�RI�VWUHQJWKHQLQJ�VXUJLFDO�FDSDFLW\�
DQG�VHUYLQJ�DV�D�UHJLRQDO�UHIHUUDO�DQG�WUDLQLQJ�FHQWHU�IRU�SHGLDWULF�
FDUGLRORJ\�DQG�SULPDU\�FDUH��,Q�D�UHJLRQ�WKDW�LV�KRPH�WR����PLOOLRQ�
SHRSOH��LW�LV�WKH�RQO\�KRVSLWDO�VRXWK�RI�+R�&KL�0LQK�&LW\�WKDW�FDQ�
SURYLGH�SHGLDWULF�FDUGLDF�VXUJHU\��&KLOGUHQ·V�+HDUW/LQN·V�RWKHU�
SDUWQHU�VLWH�LQ�9LHWQDP��1KL�'RQJ�,�LQ�+R�&KL�0LQK�&LW\�LV�WKH�
UHJLRQDO�WUDLQLQJ�SDUWQHU�IRU�.LHQ�*LDQJ��$V�WKH�FDUGLDF�SURJUDP�DW�
.LHQ�*LDQJ�*HQHUDO�+RVSLWDO�DGYDQFHV��WKHLU�ORFDO�WHDP�ZLOO�SURYLGH�
KLJKĦTXDOLW\�FDUGLDF�FDUH�IRU�PRUH�FKLOGUHQ�OLNH�$L�9\�

“I get to go to school” — Ai Vy’s Story
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Quality of Care
Access to care is irrelevant if the  
TXDOLW\�RI�WKH�FDUH�UHFHLYHG�LV�SRRU�� 
4XDOLW\�EHJLQV�ZLWK�ZHOOĥWUDLQHG�
SHUVRQQHO��DW�DOO�OHYHOV��ZKR�DUH�
FRPPLWWHG�WR�WHDPĥEDVHG�SUDFWLFH��,W�
UHTXLUHV�WKH�DYDLODELOLW\�RI� 
QHFHVVDU\�DQG�VDIH�HTXLSPHQW�DQG�
GLVSRVDEOHV��DGKHUHQFH�WR�LQIHFWLRQ�
FRQWURO�DQG�VDIH�VXUJLFDO�SURFHGXUHV��
and the ability to monitor clinical 
RXWFRPHV�IRU�RQJRLQJ�TXDOLW\� 
LPSURYHPHQW��

$IWHU�WUDLQLQJ��HTXLSPHQW�DQG�SURWRĥ
FROV�DUH�PHW��TXDOLW\�RI�FDUH�LV�KLJKO\�
GHSHQGHQW�RQ�VNLOO��3DWLHQW�YROXPH�
DOORZV�WKH�VXUJLFDO�WHDP�WR�KRQH�WKHLU�
VNLOOV�DQG�JDLQ�WKH�FRQ¿GHQFH�QHHGHG�
IRU�VXFFHVV�LQ�LQFUHDVLQJO\�FRPSOH[�
cases. What is often seen, however, 
is the arrival of international medical 
YROXQWHHU�WHDPV�WR�SURYLGH�VKRUWĥWHUP�
FDUH�IRU�ORFDO�SDWLHQWV��:KLOH�WKLV�
VHUYHV�DQ�DFXWH�QHHG��LW�LV�LPSRUWDQW�
WKDW�VXFK�FKDULWDEOH�DFWV�DUH�DFFRPĥ
SDQLHG�E\�ORFDO�HPSRZHUPHQW�DQG�
training. Otherwise the arrival and 
GHSDUWXUH�RI�H[SHUWV�IURP�ZHDOWK\�
FRXQWULHV��KRZHYHU�ZHOOĥLQWHQGHG��FDQ�
VHUYH�WR�HURGH�WUXVW�DQG�LQYHVWPHQW�LQ�
ORFDO�FDSDFLW\12. 

$�PRUH�VXVWDLQDEOH�VROXWLRQ�LV�GHPRQĥ
VWUDWHG�E\�7KH�,QWHUQDWLRQDO�4XDOLW\�
,PSURYHPHQW�&ROODERUDWLYH21, which 
was initiated to decrease mortality 
DQG�PDMRU�FRPSOLFDWLRQV�DIWHU�FRQJHQĥ
LWDO�KHDUW�VXUJHU\�LQ�WKH�GHYHORSLQJ�
ZRUOG��3DUWLFLSDQW�KRVSLWDOV�DFKLHYHG�
VLJQL¿FDQW�LPSURYHPHQWV�LQ�PRUWDOLW\�
DQG�LQIHFWLRQ�UDWHV�E\�IRFXVLQJ�RQ�
OHDUQLQJ�H[SHULHQFHV�LQ�WKUHH�DUHDV��
VDIHU�SHULRSHUDWLYH�SUDFWLFH��UHGXFWLRQ�
RI�VXUJLFDO�VLWH�LQIHFWLRQ�DQG�EDFWHULDO�
VHSVLV��DQG�WHDPĥEDVHG�SUDFWLFH�DQG�
QXUVH�HPSRZHUPHQW22. This shows 
WKDW�LQYHVWPHQW�LQ�ORFDO�FDSDFLW\�
FDQ�OHDG�WR�KLJKĥTXDOLW\��VXVWDLQDEOH�
UHVXOWV�
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����5DWH�RI�������OLYH�ELUWKV�FDOFXODWHG�SHU������ZRUOG�ELUWKV��$YDLOĥ
DEOH�IURP�KWWS���GDWD�XQRUJ��$FFHVVHG�)HEUXDU\����������� 
����&DUDSHWLV��-��5���6WHHU��$��&���0XOKROODQG��(��.���:HEHU��0��
Ī����ī��7KH�JOREDO�EXUGHQ�RI�JURXS�$�VWUHSWRFRFFDO�GLVHDVHV��
/DQFHW�,QIHFW�'LV�������Ħ����
����7FKHUYHQNRY��&��,���-DFREV��-��3���%HUQLHU��3��/���6WHOOLQ��*���
.XURVDZD��+���HW�DO��Ī����ī��7KH�LPSURYHPHQW�RI�FDUH�IRU�SDHGLĥ
atric and congenital cardiac disease across the world: a challenge 
IRU�WKH�:RUOG�6RFLHW\�IRU�3HGLDWULF�DQG�&RQJHQLWDO�+HDUW�6XUJHU\��
&DUGLRO�<RXQJ����Ī6�ī����ĥ���
����5+'�$XVWUDOLD��0HQ]LHV�6FKRRO�RI�+HDOWK�5HVHDUFK��'DUZLQ��
������KWWS���UKGDXVWUDOLD�RUJ�DX�DERXWĥDUIĥUKG�HSLGHPLRORJ\��
$FFHVVHG�-XQH����������
����'HEDV��+��7���HW�DO��Ī����ī��'LVHDVH�&RQWURO�3ULRULWLHV��7KLUG�
(GLWLRQ��9ROXPH����(VVHQWLDO�6XUJHU\��:DVKLQJWRQ��'&��:RUOG�
Bank.
����8QLWHG�1DWLRQV��7UDQVIRUPLQJ�RXU�ZRUOG��WKH������$JHQGD�IRU�
6XVWDLQDEOH�'HYHORSPHQW��KWWSV���VXVWDLQDEOHGHYHORSPHQW�XQ�RUJ�
SRVW�����WUDQVIRUPLQJRXUZRUOG���$FFHVVHG�$XJXVW��������������
����1&'�&KLOG��$PHULFDQ�$FDGHP\�RI�3HGLDWULFV��&DOO�IRU�
$FWLRQ�RQ�1&'V��&KLOG�6XUYLYDO��DQG�&KLOG�+HDOWK�$FWLRQDEOH�
RSSRUWXQLWLHV�IRU�FKLOG�DQG�DGROHVFHQW�VWDNHKROGHUV�WR�LPSDFW�WKH�
SRVWĥ�����DJHQGD��,OOLQRLV��86$��������
����5REHUWVRQ��.��$���9ROPLQN��-��$���	�0D\RVL��%��0��Ī����ī��
$QWLELRWLFV�IRU�WKH�SULPDU\�SUHYHQWLRQ�RI�DFXWH�UKHXPDWLF�IHYHU��D�
PHWDĥDQDO\VLV��%0&�&DUGLRYDVFXODU�'LVRUGHUV� 5, 11. 
����+HZLWVRQ��-���	�=LOOD��3��Ī����ī��&KLOGUHQ¶V�KHDUW�GLVHDVH�LQ�
VXEĥ6DKDUDQ�$IULFD��&KDOOHQJLQJ�WKH�EXUGHQ�RI�GLVHDVH��6$+HDUW, 
����ĥ���
�����:RUOG�+HDOWK�2UJDQL]DWLRQ�:RUOG�+HDUW�)HGHUDWLRQ��0HQGLV�
6��3XVND�3��1RUUYLQJ�%��HGV��*OREDO�$WODV�RQ�&DUGLRYDVFXODU�
'LVHDVH�3UHYHQWLRQ�DQG�&RQWURO��*HQHYD�������
�����:RUOG�+HDUW�)HGHUDWLRQ��5KHXPDWLF�+HDUW�'LVHDVH�Ī5+'ī��
1HJOHFWHG�1&'�RI�3RYHUW\��*HQHYD��������
�����0HDUD��-��*��HW�DO��Ī����ī��*OREDO�6XUJHU\�������HYLGHQFH�DQG�
VROXWLRQV�IRU�DFKLHYLQJ�KHDOWK��ZHOIDUH��DQG�HFRQRPLF�GHYHORSĥ
ment. 7KH�/DQFHW������Ī����ī�����ĥ����
�����:RUOG�+HDOWK�2UJDQL]DWLRQ��+HDOWK�(TXLW\�0RQLWRU��*HQHYD��
������KWWS���ZZZ�ZKR�LQW�JKR�KHDOWKBHTXLW\�HQ���$FFHVVHG� 
0D\����������
�����:RUOG�+HDOWK�2UJDQL]DWLRQ��:RUOG�+HDOWK�6WDWLVWLFV��*HQHYD��
2015.
�����+RNDQVRQ�-��6��Ī����ī��3XOVH�R[LPHWU\�VFUHHQLQJ�IRU�XQUHFĥ
RJQL]HG�FRQJHQLWDO�KHDUW�GLVHDVH�LQ�QHRQDWHV��1HRQDWRORJ\�7RGD\� 
�Ī��ī��ĥ��
�����3H]]HOOD�$��7��Ī����ī��,QWHUQDWLRQDO�FDUGLDF�VXUJHU\��$�JOREDO�
SHUVSHFWLYH��6HPLQ�7KRUDF�&DUGLRYDVF�6XUJ����Ī�ī����ĥ����
�����:RUOG�+HDOWK�2UJDQL]DWLRQ��*OREDO�+HDOWK�(VWLPDWHV�6XPPDĥ
U\�7DEOHV��*HQHYD�������
�����.LP�-��<��6SHHFK�E\�:RUOG�%DQN�*URXS�3UHVLGHQW�-LP�<RQJ�
.LP�RQ�XQLYHUVDO�KHDOWK�FRYHUDJH�LQ�HPHUJLQJ�HFRQRPLHV��KWWS���
ZZZ�ZRUOGEDQN�RUJ�HQ�QHZV�VSHHFK�������������VSHHFKĥZRUOGĥ
EDQNĥJURXSĥSUHVLGHQWĥMLPĥ\RQJĥNLPĥKHDOWKĥHPHUJLQJĥHFRQRPLHV��
$FFHVVHG�-XQH����������
�����+RɱPDQ��-��,��Ī����ī��7KH�JOREDO�EXUGHQ�RI�FRQJHQLWDO�KHDUW�
disease. &DUGLRYDVFXODU�-RXUQDO�RI�$IULFD����Ī�ī�����Ħ����
�����$QGUHDV�.X]QLN��$���HW�DO��Ī����ī��(YDOXDWLQJ�WKH�FRVWĥHɱHFWLYHĥ
QHVV�RI�FRPELQDWLRQ�DQWLUHWURYLUDO�WKHUDS\�IRU�WKH�SUHYHQWLRQ�RI�
PRWKHUĥWRĥFKLOG�WUDQVPLVVLRQ�RI�+,9�LQ�8JDQGD��
%XOO�:RUOG�+HDOWK�2UJ��������ĥ����
�����KWWS���ZZZ�FKLOGUHQVKHDUWOLQN�RUJ�LTLF
�����-HQNLQV�.-�HW�DO��Ī����ī��5HGXFLQJ�PRUWDOLW\�DQG�LQIHFWLRQV�
DIWHU�FRQJHQLWDO�KHDUW�VXUJHU\�LQ�WKH�GHYHORSLQJ�ZRUOG��3HGLDWULFV, 
���Ī�ī�H����ĥ���
�����<DQJ��4���HW�DO��Ī����ī��5DFLDO�GLɱHUHQFHV�LQ�LQIDQW�PRUWDOLW\�
DWWULEXWDEOH�WR�ELUWK�GHIHFWV�LQ�WKH�8QLWHG�6WDWHV������Ħ������%LUWK�
'HIHFWV�5HVHDUFK�3DUW�$��&OLQLFDO�DQG�0ROHFXODU�7HUDWRORJ\���������Ħ�����

Conclusion

C RQJHQLWDO�DQRPDOLHV�DUH�WKH�¿IWK�OHDGLQJ�
FDXVH�RI�FKLOG�PRUWDOLW\ 14, with heart  
GLVHDVH�UHVSRQVLEOH�IRU�WKH�PDMRULW\�RI� 

FDVHV�RI�LQIDQW�LOOQHVV�DQG�GHDWK�GXH�WR�ELUWK� 
defect23��7KH�WUXH�LQFLGHQFH�RI�LQIDQW�GHDWKV�GXH�
to congenital heart disease is likely to be higher, 
EXW�ZLOO�QRW�EH�NQRZQ�XQWLO�XQLYHUVDO�VFUHHQLQJ�
DQG�VXUYHLOODQFH�SURWRFROV�DUH�GHYHORSHG�DQG�
JOREDO�VXUYHLOODQFH�LV�DGRSWHG��

,I�WKH�JOREDO�KHDOWK�FRPPXQLW\�LV�VHULRXV�DERXW�
DFKLHYLQJ�WKH�6XVWDLQDEOH�'HYHORSPHQW�*RDO� 
WDUJHW�RI�³HQGĬLQJĭ�SUHYHQWDEOH�GHDWKV�RI� 
QHZERUQV�DQG�FKLOGUHQ�XQGHU���\HDUV�RI�DJH´6, 
LW�PXVW�VWRS�WUHDWLQJ�DGYDQFHG�FDUGLDF�FDUH�DQG�
VXUJHU\�DV�D�OX[XU\�WUHDWPHQW�DɱRUGHG�WR�WKH�
few. Treating children with heart disease can be 
FRVWĥHɱHFWLYH�ZKHQ�LQWHJUDWHG�LQWR�KHDOWK�V\VWHPV�
VWUHQJWKHQLQJ�HɱRUWV�DQG�LQFOXGHG�ZLWKLQ�VRFLDO�
SURWHFWLRQ�SODWIRUPV�

Children with congenital heart disease are already 
ERUQ�ZLWK�EDUULHUV�WR�KHDOWKĦWKH\�VKRXOG�QRW�DOVR�
face barriers to care. 

If the global health community 
is serious about achieving the 
Sustainable Development Goal 
target of “end[ing] preventable 
deaths of newborns and  
children under 5 years of age,” 
it must stop treating advanced 
cardiac care and surgery as  
a luxury treatment afforded  
to the few.
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Series Synopsis

&KLOGUHQ¶V�+HDUW/LQN�LV�LVVXLQJ�D�VHULHV�RI�GLVFXVVLRQ�EULHIV�RYHU�D��ĥ\HDU�
SHULRG�WR�HQJDJH�DXGLHQFHV�DQG�EULQJ�DWWHQWLRQ�WR�FRQJHQLWDO�DQG�UKHXPDWĥ
LF�KHDUW�GLVHDVH�ZLWKLQ�WKH�FRQWH[W�RI�WKH�JOREDO�KHDOWK�DJHQGD�

2XU�ÄYZ[�IYPLM��LVVXHG�LQ�$SULO�������SUHVHQWHG�WKH�ODWHVW�DYDLODEOH�GDWD�RQ�
the incidence of congenital heart disease and highlighted how 
IUHTXHQWO\�WKH�QHHGV�RI�FKLOGUHQ�ZLWK�KHDUW�GLVHDVH�DUH�RYHUORRNHG��

7KLV��RXU�second brief��VSHDNV�WR�KRZ�RPLWWLQJ�WKH�QHHGV�RI�FKLOGUHQ�ZLWK�
KHDUW�GLVHDVH�IURP�GLVFXVVLRQV�DERXW�WKH�JOREDO�KHDOWK�DJHQGD��SULPDU\�
KHDOWK�FDUH�DQG�HVVHQWLDO�VXUJHU\�PDLQWDLQV�WKH�EDUULHUV�WKDW�FKLOGUHQ�ZLWK�
heart disease face when seeking care.

2XU�third brief ZLOO�GLVFXVV�WKH�QHHG�IRU�VXVWDLQHG�LQYHVWPHQW�LQ�KHDOWK�
V\VWHPV��H[HPSOL¿HG�E\�&KLOGUHQ¶V�+HDUW/LQN¶V�VXFFHVV�RI�SDUWQHULQJ�ZLWK�
ORFDO�KRVSLWDOV�WR�PHHW�WKHLU�SRSXODWLRQ¶V�SHGLDWULF�FDUGLDF�QHHGV�ZLWKLQ�
WKHLU�RZQ�KHDOWK�V\VWHP��ZLWK�ORFDO�FRQWURO�DQG�ORFDO�UHVRXUFHV�

)LQDOO\��LQ�RXU�fourth brief ZH�ZLOO�SUHVHQW�D�FDOO�WR�DFWLRQ�ZLWKLQ�WKH�JOREDO�
SHGLDWULF�FDUH�DJHQGD�WKDW�PHOGV�ZLWK�WKH�EURDGHU�JOREDO�KHDWK�DJHQGD��:H�
ZLOO�GLVFXVV�XQLTXH�RSSRUWXQLWLHV�IRU�HQJDJHPHQW�E\�JRYHUQPHQWV��KHDOWK�
V\VWHPV��LQWHUQDWLRQDO�RUJDQL]DWLRQV��GRQRUV�DQG�FLYLO�VRFLHW\�
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