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Are you an adult with a congenital heart defect?

 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Yes 124 96.1 %

No 3 2.3 %

No Response(s) 2 1.5 %

Totals 129 100%

Are you being followed by a cardiologist specially trained to treat adults with congenital heart defects?

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Yes 114 88.3 %

No 7 5.4 %

Other 2 1.5 %

No Response(s) 6 4.6 %

Totals 129 100%
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If you answered no to the above question, why not?

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
There isn't one where I live 2 25.0 %

I have decided not to see
that cardiologist for personal
reasons

0 0.0 %

I didn't know I was supposed
to see someone other than a
regular cardiologist

2 25.0 %

I am waiting for an
appointment

2 25.0 %

Other 1 12.5 %

Totals 8 100%

Do you feel you are getting the best possible medical care for your heart condition?

 
1 = Dissatisfied, 2 = Somewhat dissatisfied, 3 = Average, 4 = Satisfied, 5 = Very satisfied

1 2 3 4 5
Number of

Response(s)
Rating
Score*

107 4.4

*The Rating Score is the weighted average calculated by dividing the sum of all weighted ratings by the number of total responses.

If your answer to the above question was "Dissatisfied" or "Somewhat dissatisfied" please give the reason.

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
I don't have confidence in my
cardiologist

1 7.1 %

My cardiologist doesn't take
the time to address my
concerns

2 14.2 %

I have to travel too long a
distance to see my adult
CHD specialist

8 57.1 %

Other 3 21.4 %

Totals 14 100%

Page 2



If you have challenges because of your heart defect, what are they?

 

 

 

 

 

 

 

 
1 = Least Likely, 2 = Somewhat, 3 = Likely, 4 = Most Likely

Answer 1 2 3 4
Number of

Response(s)
Rating
Score*

General health 87 2.0

Health related to my heart
condition

91 2.5

Employment 87 1.9

Emotional challenges (e.g.
anxiety, depression)

91 2.4

Mobility issues (hard to walk,
need a wheelchair, etc)

86 1.4

Other (please explain in
comments)

41 2.0

*The Rating Score is the weighted average calculated by dividing the sum of all weighted ratings by the number of total responses.
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Are you receiving the support you need to help you live well with your heart condition?

 

 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
From family/friends 86 83.4 %

From cardiologist, nurse
practitioner, etc.

80 77.6 %

From employer 30 29.1 %

Other 9 8.7 %

Totals 103 100%

If you would like support, what type of support would you like?

 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Someone to talk to about my
problems

39 58.2 %

Someone to help me better
manage my healthcare

26 38.8 %

Someone to help me with
disability information

12 17.9 %

Assistance in getting around
(shopping, appointments,
etc)

5 7.4 %

Other 16 23.8 %

Totals 67 100%
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How has your congenital heart condition impacted what you have chosen to study or do?

 
1 = Least Likely, 2 = Somewhat likely, 3 = Very likely, 4 = Most Likely

Answer 1 2 3 4
Number of

Response(s)
Rating
Score*

Level of education 100 1.8

Choice of occupation 103 2.4

Ability to travel 102 1.8

Ability to have a family 100 2.1

*The Rating Score is the weighted average calculated by dividing the sum of all weighted ratings by the number of total responses.

What sort of regular activities do you do for exercise?

 

 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Walk 84 78.5 %

Swim 21 19.6 %

Run 15 14.0 %

Gym/weights 29 27.1 %

Yoga/pilates 22 20.5 %

Nothing on a regular basis 22 20.5 %

Other 30 28.0 %

Totals 107 100%

What kind of intellectual and social activities do you regularly engage in, if any?

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Movies/plays/shows 80 76.9 %

Reading/book club 70 67.3 %

Meals with family/friends 89 85.5 %

Walking group or gym group 22 21.1 %

Other 17 16.3 %

Totals 104 100%
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Did anyone teach you how to manage your healthcare? 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Yes - my doctor 47 43.9 %

Yes - my parents 35 32.7 %

No, but I'm ok 49 45.7 %

No, and I'm struggling 7 6.5 %

Other 5 4.6 %

Totals 107 100%

Do you take your heart condition into account when you make plans for the future? How?

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Yes - please explain below 69 66.9 %

No 35 33.9 %

Totals 103 100%

Do you feel that your healthcare team plays an important role in your life, besides just routine care?

 

 

 

 

Answer 0% 100%
Number of

Response(s)
Response

Ratio
Yes 61 57.0 %

No 26 24.2 %

Not sure 19 17.7 %

Other 3 2.8 %

Totals 107 100%
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Please list the top 3 things you'd lke to change about your healthcare

 

75 Response(s)
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