
time and take a break.”  Having a social worker or other 
team member involved from the beginning who can help 
the parents deal with their emotions will help them absorb 
information on the diagnosis and treatments.   

Demeanor.   Parents sometimes don’t recall hearing or 
understanding much of the diagnosis-specific information 
after the initial diagnosis is given, but they do recall the 
manner in which the information is presented. In fact, fami-
lies often place more emphasis on how they were informed 
than the specific details about the condition.[1] The same 
information presented in different ways can also lead par-
ents to very different conclusions and greatly impact deci-
sion-making. Roger Mee, M.D., Department Chair of Pedi-
atric and Congenital Heart Surgery at the Cleveland Clinic 
illustrates this point in the book, Walk on Water. The mes-
sage conveyed by saying, “There’s a fifty percent chance 
we can get your child through,” with an upbeat tone and a 
smile differs greatly from saying, “There’s a fifty percent 
chance your child will die,” with a furrowed brow and    
frown.[2]  Physicians should be aware of the subtle mes-
sages they may be conveying by their choice of words, 
tone and demeanor.  

Timeframes.  Some parents leave the initial appointment at 
diagnosis unclear on what the next step will be.  Giving 
parents written timeframes for any future appointments, 
follow-ups or tests can be helpful.  

Accessibility of Physicians.  (Medical Specialties Form).  
Having access to physicians as questions arise is impor-
tant to parents.  Allowing parents to e-mail physicians over 
non-urgent matters allows them to ask questions without 
“bothering” physicians during their busy work schedules.  
Many parents are confused by the different medical spe-
cialties; therefore, providing written descriptions and con-
tact information for each can help parents ask appropriate 
questions of the correct medical professional.     

Control.  Lack of control is often mentioned as one of the 
most prominent feelings parents encounter when receiving 
their child’s diagnosis.  Deciding how much information to 
take in at one time, whether or not (or when) to pursue ad-
ditional testing, and researching treatment options helps 
some parents feel more in control.   

Repetition.  The emotional turmoil, new terminology, and 
lack of knowledge on the subject may lead to many parents 
repeatedly asking the same questions.  Some note that 
due to parental grief, fear and anxiety, retention of informa-
tion about their child’s condition can be as little as 20%.[3] 
Parents should be encouraged to ask questions, even re-
peatedly, to help them absorb the information.   

By Debbie Hilton Kamm  

Introduction 

When presented with their child’s diagnosis of complex 
Congenital Heart Disease (CHD), parents are understanda-
bly emotional and often overwhelmed due to lack of knowl-
edge of the heart condition, unfamiliarity with the terminol-
ogy and medical environment, and grief over the loss of 
their “healthy” child.  They may be intimidated to ask ques-
tions, or very often, do not even know what questions to 
ask.  Yet, parents must quickly learn about the diagnosis 
and make many tough decisions including whether or not 
to terminate if the diagnosis occurs during pregnancy.  
Physicians can help parents in this situation by acknowl-
edging their emotions, clearly communicating diagnosis-
specific information, and being aware of the manner in 
which information is presented and interpreted by the par-
ents.   

This article is based upon hundreds of interactions with 
parents through: California Heart Connection, a nonprofit 
support network (www.caheartconnection.org); The HLHS 
Information Page, a web site created to help parents re-
c e i v i n g  t h e  p r en a t a l  d i a g n o s i s  o f  H LH S 
(www.HLHSinfo.org); and online support forums for those 
with children with CHD.  It is also based upon personal 
experience receiving a prenatal diagnosis of Hypoplastic 
Left Heart Syndrome (HLHS) for our now 5-year-old son.  
Handouts and forms referenced throughout the article have 
been created to help improve communication with parents 
at diagnosis and can be downloaded for free from the Cali-
f o r n i a  H e a r t  C o n n e c t i o n  w e b  s i t e  a t 
www.caheartconnection.org.   

Receiving the Diagnosis 

Setting and Emotions.  Parents appreciate having privacy 
and being with a spouse or loved one for support as they 
get the news.[1] Physicians can acknowledge the emotions 
by simple statements such as, “I know this isn’t what you 
are expecting.” Or, “Let me know if you’d like to stop at any 
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Prenatal Diagnosis 

Amniocentesis.  Parents receiving a prenatal diagnosis of 
CHD are sometimes urged to make an immediate appoint-
ment for an amniocentesis.  Some parents recall the am-
niocentesis being performed before they had time to con-
sider the possible risks and benefits of the procedure.  
Others have been told that the results could somehow 
change the course of treatment, only to find out later that 
was not true for their child’s condition.  Parents should be 
given time to digest the information given at the time of 
diagnosis, and weigh the risks and benefits of amniocente-
sis for their particular situation.  Allowing this time can 
make parents feel more in control of the process, and can 
help them to make more informed decisions.    

Continuing the pregnancy.  Many parents report great 
shock and sadness at the mention of termination at diagno-
sis, interpreting that to mean the condition is fatal or that it 
is the recommended course of action.  Many parents will 
want to weigh all of the factors involved such as the seri-
ousness and accuracy of the diagnosis, potential treat-
ments and prognosis prior to deciding whether or not to 
continue the pregnancy.  However, time to make these de-
cisions is often very limited.  Some parents may also con-
sider putting the child up for adoption, while others may be 
more willing, or able, to handle a child with medical needs. 
[4]  

For many parents the decision often boils down to a simple 
question:  “What can I live with?” Some could not live with 
the idea of putting a child through surgery, or with the un-
knowns of having a child with CHD.  Others can only live 
with themselves knowing they did everything possible for 
their child.  Receiving the diagnosis of a child’s CHD is a 
life-altering experience for parents, no matter what course 
of action they choose, or what the final outcome may be.  

Diagnosis-specific Information 

Prepared handouts.  Many parents state that printed mate-
rials were critical in helping them to understand the diagno-
sis and treatments.  Those who don’t receive any printed 
handouts often leave the office confused, and may not ac-
curately remember what they have been told.  Clearly la-
beled printed diagrams of the normal heart and of the spe-
cific defect are beneficial in helping parents understand the 
condition.  Hand-drawn diagrams are often confusing, but 
may be necessary if the anatomy is unique.  Having clear 
visual aids helps parents follow the physician’s explanation 
of the defect, and allows them to review the information 
once at home.  

Levels of Information.  Physicians may wish to offer infor-
mation in levels, starting with basic information on the nor-
mal heart to set the stage for parents and act as a review 
for those who have not recently studied the heart.  Basic 
information on the specific heart defect can then be pre-
sented, followed by more detailed descriptions of the anat-
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omy, and how it affects the child.  Some parents may wish 
to review the detailed information immediately with the 
physician; some may prefer to review the printed informa-
tion later.  Physicians can ask parents directly how much 
information they want during the initial diagnosis, and if 
they would like to stop at any point. 

Internet Resources. (Internet Resources Handout).  Many 
parents access the Internet for more information, espe-
cially if not given written materials at the time of diagnosis.  
Physicians can help guide parents to reputable Internet 
resources which provide accurate information; however, 
even very reputable websites can have outdated or mis-
leading information on a specific diagnosis.  Therefore, 
physicians should review web sites and other information 
prior to referring parents to them to avoid any confusion or 
misunderstandings of the diagnosis.    

Information for Decision-Making 

Current Information.   Parents sometimes state frustration 
that the initial information they received at diagnosis was 
outdated.  For example, parents of children with complex 
CHD sometimes report that they were given a very nega-
tive prognosis at diagnosis, only to discover later that over-
all success rates or those at major heart centers are better 
than were originally quoted.  In one instance, a woman 
grieved the loss of her baby shortly after birth, after being 
told no treatments existed for babies with Hypoplastic Left 
Heart Syndrome (HLHS).  She subsequently viewed a tele-
vision show that profiled HLHS survivors from infancy 
through their late teens and was shocked and distraught to 
learn that surgeries were available when her child was 
born.  The fact that she was not given the option of surgi-
cal intervention resulted in extreme anguish, and added to 
her grief for the loss of her child.  

Treatment Considerations.  (Hospital Contact Form and 
What to Ask the Surgeon/Hospital Handout).  To aid in de-
cision-making, parents need clear information on the re-
sults of surgeries performed locally and how they compare 
with results in other centers.[5]  Some recommend the use 
of quantitative tools to compare the quality of care based 
upon the complexity of the surgical procedures, such as 
the Aristotle Method.[6]  This quantitative information can 
then be weighed along with the needs of the family’s situa-
tion, insurance limitations, financial constraints and other 
variables.  Providing a list of questions for parents to ask 
when considering different hospitals also allows them to 
weigh the individual variables based upon their own needs.  
Some parents, for example, may choose a hospital based 
upon location or services provided and not solely upon sur-
gical experience or outcomes. 

Insurance.  (Insurance Terms Handout and What to Ask 
the Insurance Company Handout)  Insurance considera-
tions are one of the major concerns and source of confu-
sion for families.  Helping parents understand insurance-

http://www.CongenitalCardiologyToday.com
http://www.CongenitalCardiologyToday.com


Reprinted with permission.  www.CongenitalCardiologyToday.com 

 

DECEMBER 2005                                                                            CONGENITAL CARDIOLOGY TODAY            

solely the negative aspects of the con-
dition.[1]  One family reported that af-
ter answering questions about the 
complications, risks, and possible 
negative outcomes, the physician said, 
“Now let me tell you about the best-
case scenario.”  He then proceeded to 
talk about the children who had sur-
vived, and were living normal, active 
lives, which gave the family more hope 
and a more balanced view of the pos-
sibilities for their child.  

Personal or Professional Preferences.  
Physicians’ preferred treatment for a 
particular CHD may vary significantly 
based upon their views and experi-
ences.  One study showed that physi-
cians placed greater emphasis on 
long-term survival with good heart 
function in their preferences for treat-
ment.  However, parents may use dif-
ferent criteria when considering treat-
ment options.  They may put more em-
phasis solely on short-term or medium-
term survival, for example, with the 
hope that treatments or cures will be-
come available in the future.  The 
same study found that physicians who 
did not have direct experience with 
adults with a specific heart defect were 
more pessimistic about the outcomes 
for children diagnosed with that par-
ticular type of CHD.[8]  Therefore, it is 
vital that parents understand physi-
cians’ preferences, and the reasons 
for them to provide context and reduce 
confusion upon hearing conflicting 
views from other physicians.  Parents 
can then evaluate their own views and 
beliefs and make the decisions that 
are most appropriate for their situation.   

“What Would You Do?”  Seeking ad-
vice, many parents ask this question of 
physicians.  However, a hypothetical 
response may not be relevant; a physi-
cian’s response may be very different 
if his child was actually diagnosed with 
CHD.  Many parents assume that the 
physician’s opinion is based upon 
medical fact, and view the answer as a 
professional recommendation.  They 
may be offended or alienated if the 
physician’s stated course of action 
varies from that which the parents are 
considering. Therefore, a more appro-

Presenting Balanced Views 

“Rare” Condition.  Many parents as-
sume that “rare” means one in a mil-
lion, or that it occurs so infrequently 
that there are no survivors of the con-
dition.  Giving quantifiable information 
on the incidence of the condition helps 
parents gain perspective on how many 
others have experienced it, giving 

them reassurance and a possible pool 
of resources. 

Best Case Scenarios.  The diagnosis 
understandably focuses on what is 
wrong with the child, possible risks of 
treatments, and possible limitations 
the child may have.  However, parents 
appreciate physicians who focus on 
their child as a whole, rather than 

related terms, and providing appropri-
ate questions to ask of the insurance 
company can be extremely beneficial 
in reducing their anxiety level and 
helping them with their decision-
making.  

Support.  Connecting with other par-
ents who have children with CHD can 
provide much needed support and in-
formation.  Physicians may create their 
own patient contact list, or refer fami-
lies to an established support network.  
Physicians are encouraged to contact 
support organizations to determine if 
the information and support provided 
is appropriate for their patients.   

The following support organizations 
offer information, parent-matching and 
online support groups in addition to the 
other listed services: 

• California Heart Connection – 
www.caheartconnection.org – 
events, downloadable handouts 
and forms. 

• Little Hearts, Inc – 
www.littlehearts.org – newsletter, 
stories, large annual picnic. 

• TCHIN – www.tchin.org – portrait 
gallery, list of local support 
groups. 

Accuracy of the Diagnosis.  Parents 
often report that they assumed (and 
were not told otherwise) that diagnos-
tic tests are 100% accurate.  In the 
case of a prenatal diagnosis where 
termination may be considered, it is 
imperative that parents understand the 
potential error rate of the tests.  In the 
case of HLHS, for example, Richard 
Jonas, MD, Chief of Cardiovascular 
Surgery and Co-Director of the Chil-
dren's National Medical Center Heart 
Institute states:  “It is important to re-
member, however, that although pre-
natal echo is sensitive to the diagnosis 
of HLHS, it is not highly specific and 
can over diagnose the problem. We 
have seen a number of cases where 
babies required only coarctation or 
aortic valve intervention, and on occa-
sion, no intervention at all despite a 
prenatal diagnosis of HLHS.”[7] 

“This article will be a great 
help to physicians and   
parents. When explaining 
the diagnosis of fetal heart 
disease, it is important to 
communicate accurately 
and honestly, both verbally 
and otherwise.  I do not   
believe that it is ever       
appropriate for me, as     
the fetal cardiologist, to         
recommend termination of 
pregnancy, or to attempt to 
answer the question, ‘What 
would you do if you were 
me?’  It is also important 
for parents to be connected 
to support organizations 
upon receiving a diagnosis, 
and I am happy to refer   
patients to California Heart 
Connection.” 
~Mark Sklansky, MD 
Director, Fetal Cardiology 
Children’s Hospital         
Los Angeles  
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priate and reasonable response to this 
question is:  “Since I’m not in your 
situation, I honestly can’t answer that.  
But, let me put you in contact with 
other parents who have made these 
tough decisions.”  Allowing parents to 
connect with others who have actually 
been faced with the diagnosis and 
have chosen different courses can 
help them gain a realistic view of the 
condition and what it entails.  Each fam-
ily can then make treatment decisions 
based upon their own financial situation, 
health insurance issues, emotional 
state, morals and values, and beliefs 
about the diagnosis and treatments. 

Conclusion 

When receiving a diagnosis of com-
plex CHD, parents must deal with a 
myriad of emotions while learning 
about the diagnosis and the treatment 
options.  It is important for physicians 
to acknowledge the parent’s emotions, 
and understand that the manner in 
which information is presented and 
interpreted by parents can greatly in-
fluence their decision-making.  Physi-
cians can help parents better under-
stand the diagnosis by presenting 
clearly written information and guiding 
them to reputable and accurate 
sources of information and support.  
The use of the handouts and forms 
referenced above can help improve 
communication and ease the anxiety 
of parents receiving their child’s diag-
nosis of CHD. 

The following handouts and forms can 
be downloaded for free from the Cali-
fornia Heart Connection web site at 
www.caheartconnection.org: 

• Internet Resources Handout – 
selected online resources for 
heart diagrams and information on 
specific diagnoses of CHD 

• Hospital Contact Form – a form 
for listing hospitals which treat the 
specific diagnosis.   

• What to Ask the Surgeon and 
Hospital Handout – a list of ques-
tions to help compare hospitals. 

• Insurance Terms  

• What to Ask the Insurance Com-
pany Handout – a list of questions 
to determine specific benefits, 
restrictions, out-of-pocket costs, 
etc.  

• Medical Specialties Form – a list 
and description of different medi-
cal specialties with space to pro-
vide contact information for each. 

• Resource Guide – an important ref-
erence tool to help parents find re-
sources and ask appropriate ques-
tions regarding how to care for their 
child.  Includes information on sup-
port networks, medical resources, 
helpful products, Early Intervention 
services, insurance/financial infor-
mation, and more. 
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