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 Background 
The NILS-study; a project involving Norwegian and 
Spanish patients implanted with Pacemaker, who are 
randomized to either Home monitoring or standard 
follow-up with visits at the Hospital. The aim of the 
Study is to monitor the patients’ experience of quality of 
life and economic  aspects. Our task is to collect 
information of the Norwegian patients’ experience of 
quality of life by using standardized questionnaires. 
 

 



      Norway 

38 456 km2 
 
800 km 

Bodø 

Oslo 



Our Norwegian patients per 17.sep 2015:  
 

45 patients, which 21 are randomized to Home 
monitoring.  
 
24 male, 21 female 
 
Average age 75.2 years 
 
They come from all over the County of Nordland. 
 
 We are making phonecalls after 1, 6 and 12 months. 

 



Age 

0

2

4

6

8

10

12

14

16

18

20

20-30 30-40 40-50 50-60 60-70 70-80 80-90 90 +



 
Questionnaires in the NILS –study 

EQ-5D-3L   
Minnesota Living with Heart Failure Questionnaire 
Health Care Communication Questionnaire   

    HCCQ (6 months) 
The Generic Short Patient Experiences Questionnaire 

    GS-PEQ (6 months) 
 



 



MINNESOTA LIVING WITH HEART FAILURE"' QUESTIONNAIRE 

The following questions ask how much your heart condition aftected your lite during the 
past month (4 weeks). After each question, circle the O, 1, 2 , 3 , 4 or 5 to show how 
much your lite was affected. lt a question does not apply to yo u, circle the O after that 
question. 

Did your heart fallure prevent 
you from living as you wanted during Very Very 
the ~ast month {4 weeks} b:y: - No Little Much 

1. causing swelling in your ankles or legs? o 2 3 4 5 
2. making you sit ar líe down to rest during 

the day? o 2 3 4 5 
3 . making your walking about or climbing 

stairs ditticult? o 2 3 4 5 
4 . making your working around the house 

or yard difficult? o 2 3 4 5 
5 . making your going places away from 

home difficult? o 2 3 4 5 
6 . making your sleeping well at night 

difficult? o 2 3 4 5 
7 . making your relating to or doing things 

with your friends or family difficult? o 2 3 4 5 
8 . making your working to eam a living 

difficult? o 2 3 4 5 
9 . making your recreational pastimes, sports 

or hobbies difficult? o 2 3 4 5 
1 o. making your sexual activities difficult? o 2 3 4 s 
11 . making you eat less of the foods you 

like? o 1 2 3 4 5 
12. making you short of breath? o 1 2 3 4 5 
13. making you tired, fatigued, or low on 

energy? o 2 3 4 s 
14. making you stay in a hospital? o 2 3 4 s 
15. casting you money far medical care? o 2 3 4 5 
16. giving you side etfects from treatments? o 2 3 4 5 
17. making you teel you are a burden to your 

family or friends? o 2 3 4 s 
18. making you feel a loss of self-control 

in your lite? o 2 3 4 s 
19. making you worry? o 2 3 4 5 
20. making it difficult tor you to concentrate 

or remember things? o 2 3 4 5 
21 . making you feel depressed? o 2 3 4 5 



1 = ‘Not at all’,  
2 = ‘To a small extent’,  
3 = ‘To a moderate extent’, 
4 = ‘To a large extent’, and  
5 = ‘To a very large extent’. 

• Did the clinicians talk to you in a way that was 
easy to understand? 

• Do you have confidence in the clinicians 
professional skills? 

• Did you get sufficient information about your 
diagnosis/afflictions?  

• Did you perceive the treatment as adapted to 
your situation? 

• Were you involved in decisions regarding your 
treatment? 

• Did you perceive the institution’s work as well 
organized? 

• Did you have to wait before you were admitted 
for services at the institution? 

• Overall, was the help and treatment you received 
at the institution satisfactory? 

• Overall, what benefit have you had from the care 
at the institution? 

• Do you believe that you were in any way given 
incorrect 

     treatment (according to your own judgment)? 

GS-PEQ 

 



HCCQ 
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The healthcare provider looked at me in the eyes when I was 10 20 30 40 sD 1. talking 
-

2. 1 felt my needs were being respected 10 20 30 40 sD 
-

3. I was asked questions in a clear manner 10 20 30 40 sD 
-·- - s-0 4. I was asked questions in an aggressive manner 10 20 30 40 
···- ·--· -····-··--- - -- --------- ·- ··--·- -- -- -- - ·- ---

s. I received clear and precise information 10 20 30 40 sD 
- ·-

6. I have been given answers in an aggressive manner 10 20 30 40 sD 
----- -

7. I have been treated with kindness 10 20 30 40 sD 
-

8 . I have been t reated in a rude and hasty manner 10 20 30 40 sD 
----------·---··----------··---·-------------- ---- ·-· ----

9. The healthcare provider addressed me with a smile 10 20 30 40 sD 
- -- ------------

10. l. The healthcare provider was able to resolve my problem 10 20 30 40 sD 
----

11. .. The healthcare provider was able to manage the consultation 10 20 30 40 sD 
- -·-
12. '.. The healthcare provider showed to be a ble to stay calm 10 20 30 40 sD 
--·- -

13. :. The healthcare provider showed respect for my privacy 10 20 30 40 sD 



Issues 
• We experience that the patients high age are making the 

collection of data challenging due to hearing disabilities and 
cognitive status 

 
• The ”Minnesota Living with Heart Failure Questionnaire” 

easily lead to incorrect answers as the patients have difficulty 
distinguishing problems related to their Heart failure from 
problems related to general health issues.  

 
• The rating system of  the forms HCCQ and GS-PEQ, also takes 

focus off the question itself and confuses the patient. 
 



Discussion 
 

How can we ensure that the patient understand the 
questionnaire and is giving us the correct picture of the 
patients quality of  life/experience of Home monitoring  
vs  the standard follow-up with visits at the Hospital? 

 




