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Objectives 

ÅWhat are patient reported outcomes? 

ÅHow are patient reported outcomes used outside of nephrology? 

ÅHow might patient reported outcomes used in nephrology and PD? 



What are PROMs 



What are Patient Reported Outcome 
Measures (PROMS)? 
ÅInstrument completed 

by a patient to provide 
information on aspects 
of their health status 
that are relevant to 
their quality of life, 
including symptoms, 
functionality and 
physical, mental and 
social health 

Canadian Institute for Health Information 



What are Patient Reported Outcome 
Measures (PROMS)? 
ÅQuestions patient 

asked to gauge their 
own views on their 
own health 

Devlin and Appleby. Getting the most out of PROMS. The Kings Fund. 2010 



Key Aspects of PROMs 

ÅCompleted by the patient 

ÅwŜǇǊŜǎŜƴǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǾƛŜǿ ƻŦ their health 
Åbƻǘ ǘƘŜƛǊ ƘŜŀƭǘƘ ŎŀǊŜ ǇǊƻǾƛŘŜǊΩǎ 

Åbƻǘ ǘƘŜƛǊ ŦŀƳƛƭȅ ƳŜƳōŜǊΩǎ 

ÅMay be paper, interview, electronic 

ÅThousands of varieties 
ÅVariable function 

ÅVariable quality 



Key Aspects of PROMs 

Generic 

ÅMeasures overall health through 
general domains 

ÅTypically able to compare to 
general population 

Specific 

ÅMeasures health related to a 
particular disease or body part 

ÅTypically perception of symptom 
severity or impact on life 

 



Generic PROMs 

ÅShort Form ς 36, 12 

ÅEQ-5D 

ÅHealth Utility Index 

ÅLimitations 
ÅCan miss important aspects of health 

ÅOften require complex scoring 

ÅCan be difficult to identify actionable issues 
 

Anchor Based Utilities 



Condition Specific PROMs 

ÅKidney Disease 
ÅKDQoL ς 36 

ÅSpecific Symptoms  
ÅInternational Restless Leg Syndrome Study Group rating scale 



KDQoL - 36 

Å36 questions 

Å12 from SF-12 

Å4 on burden of kidney disease 
ÅLife interference, time dealing with disease, frustration, burden on family 

Å12 on symptoms 
ÅIncludes access (PD or HD) 

Å8 on effects 
ÅBothered by fluid/dietary restriction, ability to do house work, ability to 

travel, dependency on medical system, stress, sex life, appearance  



How are PROMs Used in Routine 
Care? 



Screen for conditions  
(e.g. depression) 



How might PROMs be used 

By Patients 

ÅHelp deciding amongst 
treatment options 

By Health Systems 

ÅIdentifying care gaps 

ÅIdentifying performance issues 



Potential 
Benefits of 

PROMs 



Considerations for Incorporating PROMs 

1. What are the goals of use of PROMs? 
2. What questionnaire best suits your needs? 
3. Which patients will be assessed? 
4. How often will patients complete the PROM? 
5. How will the PROM be administered and scored? 
6. How will the results be presented and are interpretation aids needed? 
7. When and where will the results of the PROM be reviewed? 
8. Who will receive the scores? 
9. How will issues identified by the PROMs be responded to? 
10. How will the value of using the PROM be identified? 

 

LƴǘŜǊƴŀǘƛƻƴŀƭ {ƻŎƛŜǘȅ ƻŦ vǳŀƭƛǘȅ ƻŦ [ƛŦŜ wŜǎŜŀǊŎƘΦ ¦ǎŜǊΩǎ DǳƛŘŜ ǘƻ LƳǇƭŜƳŜƴǘƛƴƎ twhǎ ƛƴ /ƭƛƴƛŎŀƭ tǊŀŎǘƛŎŜΦ нлмрΦ 



PROMs in Non-Kidney Care 



PROMs in Cancer Care 

ÅIncreased probability of discussion symptoms (p=0.03) 

ÅReduced symptom burden (p=0.02) 

Å5ƛŘƴΩǘ ŎƘŀƴƎŜ ǇƘȅǎƛŎƛŀƴ ōŜƘŀǾƛƻǳǊ όǾŜǊōŀƭ ǊŜǎǇƻƴǎŜ ǇŀǘǘŜǊƴǎύ 

ÅNo significant increase in appointment time 
 

Velicova et al. J Clin Onc. 2004.  
Berry et al. J Clin Onc. 2011. 
Berry et al. J Clin Onc. 2014. 



PROMs in Cancer Care 

ÅEnglish speaking patients with metastatic breast, GU, gynecologic, or 
lung cancer starting treatment with chemotherapy 

ÅSymptom Tracking and Reporting (STAR) system 
ÅAppetite loss, constipation, cough, diarrhea, dyspnea, dysuria, fatigue, hot 

flashes, nausea, pain, neuropathy and vomiting. 
Å5 point scale (0 = not present; 4 = disabling) 
ÅUsed at clinic visits and at home 

ÅbǳǊǎƛƴƎ ŜƳŀƛƭ ŀƭŜǊǘŜŘ ǘƻ н Ǉƻƛƴǘ ǊƛǎŜ ƻǊ ǎŎƻǊŜ җо όƴƻ ŜƳŜǊƎŜƴŎȅ 
responses) 

ÅReport generated for each clinic visit 

ÅNo specific guidance to clinicians 
Basch et al. J Clin Onc. 2016. 
Basch et al. JAMA. 2017. 



PROMs in Cancer 
Care: Effect on 
Quality of Life 

Å766 participants randomized 

ÅPrimary outcome change in overall 
HRQoL 

ÅNo difference in nursing calls 
between groups (about 13 calls per 
patient) 

 



PROMs in Cancer 
Care: Effect on 
Survival 

ÅHazard Ratio 0.83 (95% CI 0.70 to 
0.99; p=0.04) 

ÅReduction in emergency room use 
and hospitalizations 



PROMs in Nephrology 



European 
Consensus 
Statement 

Breckenridge. NDT. 2015. 

Purpose: To support improvement in care 

How do we use this information to improve care? 



International 
Consortium for 
Health Outcomes 
Measurement 
(ICHOM) 

ά²Ŝ ǳǊƎŜ ŀƭƭ ǇǊƻǾƛŘŜǊǎ 
around the world to 
start measuring these 
outcomes to better 
understand how to 
improve the lives of 
ǘƘŜƛǊ ǇŀǘƛŜƴǘǎΦέ 



 
Transforming Participation in CKD 

ÅGoal to improve self-management 

ÅAdministered 

ÅGeneric PROM (EQ-5D) 

ÅSymptom assessment (POS-S Renal) 

ÅMeasure of patient activation (PAM) 

ÅCross section of 10 renal units (1,053 patients) 



Transforming Participation in CKD 

ÅMost common symptoms 
ÅWeakness/lack of energy (58%) 

ÅPoor mobility (49%) 

ÅPain (39%) 

ÅSleeping difficulty (38%) 

ÅShortness of breath (36%) 

ÅEQ-5D 
Å27% moderate to overwhelming anxiety/depression 

 



Transforming 
Participating 

in CKD 



ÅPilot program in Ontario 

Å9 hemodialysis units 
ÅAcademic/community 

ÅHubs/satellites 

ÅDiffering models of care 

ÅModified Edmonton Symptom Assessment System:Renal 
ÅAdministered by bedside nurses 

ÅEvery 4 ς 6 weeks 

 




