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What are PROMs.  
How does the individual benefit.  
How does the healthcare system benefit. 
Implications for rare diseases.

M Y  M E S S A G E S  T O D A Y  
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PROMs= Patient-Reported 
Outcome Measures.  

W H A T  A R E  P R O M S
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PROMs= Patient-Reported 
Outcome Measures.  

They are questionnaires that 
collect health outcomes 
directly from the people who 
experience them. 

W H A T  A R E  P R O M S



5 Copyright HRTBT Medical Solutions GmbH 2024

PROMs are part of the Value-
based healthcare framework.  

W H A T  A R E  P R O M S
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PROMs are part of the Value-
based healthcare framework.  

Value-based healthcare aims 
at restructuring the system 
towards an outcome-based and 
patient-centric one. 

W H A T  A R E  P R O M S
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Why do we need PROMs ?  

They add valuable information on 
the patient perspective. 

W H A T  A R E  P R O M S
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I N D I V I D U A L  P R O M S

In oncology there is good evidence that PRO 
monitoring helps patients.  

Benefits of using PROMs  
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In oncology there is good evidence that PRO monitoring helps patients 
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I N D I V I D U A L  P R O M S

Symptom control through 
PRO Measurement leads to 
improvement in quality of life 
and overall survival

Basch, E et al  J Clin Oncol. 2016 Jun 20; 34(18):2198
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In oncology there is good evidence that PRO monitoring helps patients 
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I N D I V I D U A L  P R O M S

Monitoring with PRO led to a 
significant reduction in 
unplanned emergency room 
visits and hospital 
admissions, even in the 
computer inexperienced 
group 

Basch, E et al  J Clin Oncol. 2016 Jun 20; 34(18):2198
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If PROMs are collected in a 
standardised way, there are 
multiple stakeholders who benefit. 
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P R O M S  A N D  T H E  H E A L T H  E C O S Y S T E M
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Practical implications and 
challenges in rare diseases.  
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Practical implications and 
challenges in rare diseases.  

Disease heterogeneity and smaller 
patient population. 
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Types of questionnaires 

• Generic, overall health  
• Condition-specific if 

applicable  

P R A C T I C A L  I M P L I C A T I O N S  

Whittal A, Meregaglia M, Nicod E. The Use of Patient-Reported Outcome Measures in Rare Diseases and Implications for Health Technology Assessment. 
Patient. 2021 Sep;14(5):485-503. doi: 10.1007/s40271-020-00493-w. Epub 2021 Jan 19. PMID: 33462774; PMCID: PMC8357707.



21 Copyright HRTBT Medical Solutions GmbH 2023

P R A C T I C A L  I M P L I C A T I O N S  

Based on the domains of health that are relevant 
to capture life.  

• Self reported (or parent reported) measures on 
physical function, anxiety, depression, fatigue, 
sleep disturbance, social participation and 
pain (interference & intensity)  

Example PROMIS 29 questionnaire 
PROMIS–29 Profile v2.0 

26 June 2016 
© 2008-2016 PROMIS Health Organization and PROMIS Cooperative Group           Page 1 of 3 

Please respond to each question or statement by marking one box per row. 
 

 Physical Function 
Without 

 any 
difficulty 

With a 
 little 

difficulty 

With  
some 

 difficulty 

With 
 much 

difficulty 
Unable 
 to do 

PFA11 

 

Are you able to do chores such as 
vacuuming or yard work? ..........................  

 
5 

 
4 

 
3 

 
2 

 
1 

       
PFA21 

 

Are you able to go up and down stairs at a 
normal pace? ..............................................  

 
5 

 
4 

 
3 

 
2 

 
1 

 

 
      

PFA23 

 

Are you able to go for a walk of at least 
15 minutes? ................................................  

 
5 

 
4 

 
3 

 
2 

 
1 

       
PFA53 

 
Are you able to run errands and shop? ......   

5 
 

4 
 

3 
 

2 
 

1 

 
Anxiety 
In the past 7 days… Never Rarely Sometimes Often Always 

EDANX01 

 
I felt fearful ................................................   

1 
 

2 
 

3 
 

4 
 

5 
       
EDANX40 

 

I found it hard to focus on anything other 
than my anxiety .........................................    

 
1 

 
2 

 
3 

 
4 

 
5 

       
EDANX41 

 
My worries overwhelmed me ....................   

1 
 

2 
 

3 
 

4 
 

5 
       
EDANX53 

 
I felt uneasy ...............................................   

1 
 

2 
 

3 
 

4 
 

5 

 
Depression 
In the past 7 days... Never Rarely Sometimes Often Always 

 

EDDEP04 

 
I felt worthless ...........................................    

1 
 

2 
 

3 
 

4 
 

5 
        

EDDEP06 

 
I felt helpless ..............................................   

1 
 

2 
 

3 
 

4 
 

5 
       
 

EDDEP29 

 
I felt depressed ...........................................   

1 
 

2 
 

3 
 

4 
 

5 

        

EDDEP41 

 
I felt hopeless .............................................   

1 
 

2 
 

3 
 

4 
 

5 

 Fatigue 
During the past 7 days… Not at all A little bit Somewhat Quite a bit Very much 

HI7 

 
I feel fatigued .............................................  

1 
 

2 
 

3 
 

4 
 

5 
       
AN3 

 

I have trouble starting things because I 
am tired ......................................................  

 
1 

 
2 

 
3 

 
4 

 
5 
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P R A C T I C A L  I M P L I C A T I O N S  

Based on the domains of health that are relevant 
to capture life.  

• Self reported (or parent reported) measures on 
physical well-being, psychological wellbeing, 
autonomy and parent relations, peers and 
social support, school environment  

Kidsscreen 
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P R A C T I C A L  I M P L I C A T I O N S  

Developed for some conditions  

• Cystic Fibrosis 

• Phenylketonuria 

• Immune thrombocytopenia purpura 

• Fabry Disease 

Condition- specific PROMs 
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Visualisation   
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P R A C T I C A L  I M P L I C A T I O N S  

• Actionable for patients and other stakeholders  

• Captures the relevant dimensions of health 
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How does this work? 

Recurring questionnaires, 
standardised content, available 
to stakeholders.

P R A C T I C A L  I M P L I C A T I O N S  



26 Copyright HRTBT Medical Solutions GmbH 2022

Key message - keep it simple.  
But do it.  
PROMs are vital.  



Value-based Reimbursement 
Patient Reported Outcomes 

Real World Evidence

HRTBT Medical Solutions GmbH 
Berlin - Germany 

www.heartbeat-med.com

http://www.heartbeat-med.com

