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• Center for Medicare and Medicaid Innovation (CMMI)

• Center for Medicare and Medicaid Services (CMS) 

• The Gordon and Betty Moore Foundation 

• Stupski Foundation 

• The content of this presentation does not necessarily 
reflect the views or policies of the Department of 
Health and Human Services, nor does the mention of 
trade names, commercial products or organizations 
imply endorsement by the US Government.



Conclusions 

• Embrace the voice of those who live on… 
However imperfect, their suffering should not 
be ignored.

• Process measures are problematic. 

• Caution in use of claims-based measures.

• Be wary of unintended consequences.

• We want outcome measures, but…
• Lacking evidence base 
• Episode of care (short stays) 

• Urgent need to arrive at ethical, 
operationalization of “value” for P4P. 



Outline 

• US Perspective – Hospice is not a place, but an 
“insurance benefit”, fraud, and “accountability” 

• Importance of the seriously ill person and those 
who care for that person’s views of the quality of 
care

• Process measures are problematic 

• Concerns with “billing” data quality measures

• Time to focus on quality, NOT COST 







The Roles of Measurement  

• Clinical Assessment - measures to guide patient 
management 

• Research - assess phenomenon of interest

• Quality Improvement - information to reform or 
shape how care is provided

• Accountability - allows the comparison of health 
care providers

Note: in the US, accountability is a political process. 



Difference in Measurement Tools
Clinical 
Assessment

Research Improvement Accountability

Audience Clinical staff Science 
Community

QI team and 
clinical staff

Purchasers and 
consumers

Focus Status of 
patient

Knowledge Understand care 
process

Purchasers and 
consumers

Evidence base Face validity Building off 
and new 
knowledge

Building off and 
developing new 
knowledge

Domain ought to be 
under control of health 
care provider

Importance of 
psychometric 
properties

To the 
individual 
provider

Extremely 
important

Important within 
setting

Extremely  important-
valid and responsive 
across settings of care



Value and Alternative Payment 
Model (APM)

• A Center for Medicare and Medicare Services 
(CMS) alternative to the traditional fee-for-
service (FFS) payment model which is based on 
volume incentives rather than value.

• Incentivizes providers to develop their own 
strategies to delivery high-quality care and hit 
spending targets



Length of Stay 





“We have never lost 
sight of the values 
that were so 
important to David: 
commitment to 
openness, openness to 
challenge, and the 
absolute priority of 
patients’ own views 
on what they need.”

- Dame Cicely Saunders 







Perils of 
Process 
Measures 

The Hospice Item Set, 
the initial measure of 
hospice quality 
measures in the US, 
relied on process 
measures that became 
“topped out” with little 
variation in 
performance. 



Critical 
Thinking 

Liverpool Care Pathway – become a “tick 
box” exercises which did not take into 
account the individual patient 
circumstances into account 

- Baroness Julia Neuberger 

“Tick boxes are not a substitute for 
thoughtful care…”

- Dame Barbara Monroe



Type of Measures

Task Comments 

“If X, then Y”
(opiate, then bowel regimen)

Concern with ceiling effect 
from EMR order sets

Claims-based measure
(e.g., referral to hospice in the last 
3 days of life vs. rate of hospice 
live discharges) 

Interpretation and 
thresholds 

Patient/family-reported outcomes 
(e.g., bereavement)

Hindsight bias 
Misperceptions



Views of Bereaved Family Members 

“How people 
die remains 
in the 
memory of 
those who 
live on…”
-Dame Cicely Saunders



Why Bereaved Family Members? 
• In the US, so many persons are referred “too late” that for 

the purpose of accountability it would be difficult to rely on 
patient, only measure. 

• Dying persons and family are the unit of care. As the 
persons dies the family are more involved in care and bear 
witness. They survive. 

• A distressing misperception, such as Cheyne-stokes 
respiration for shortness of breath, causes suffering. We 
should not ignore it. It is a quality concern. 

• Time frames are clear. 

• Captures events in the last week of life where symptoms 
escalate and in the US, problematic or burdensome 
transitions occur.  



Focus 
Group 

Participant

• A focus group participant’s 
response to the question,  
what was important to 
measuring the quality of 
hospice care? 

“you know what to expect, 
how you can help, and what 
you can expect.”



“I only want 
what is 
in your 
heart and 
in your 
mind”

-David Tasma



• Key is medical care that is Competent, Coordinated 
Compassionate, and Centered:

• Competent – understands disease trajectory, treatment 
options, and works with the patient to arrive at medical 
care the meets the patient goals and expectations (within 
the constraints that society imposes)

• Coordinated - ensures care is seamless with transitions 
across health care providers, settings of care, and disease 
trajectory

• Compassionate – treat with respect, provide holistic care  

• Centered - focus on the needs of the seriously ill person 
and those who care for them 

Patient-Focused, Family-Centered 
Medical Care



Clinical Translation: 
A High Quality Hospice… 

• Keeps the primary caregiver informed and listens to 
their concerns

• Provides timely help when needed

• Provides the desired help for treatment of 
symptoms, emotional, and spiritual support

• Treats the patient with respect

• Attends to the needs of the caregiver for 
information and training to safely care for the 
patient at home



Advantages 
of 

Mortality 
Follow-

back 
Approach

• Denominator is clearly defined regardless of 
patient being defined as terminally ill or 
receiving formal services

• Time frames are clear – allowing comparison 
of settings of care 

• Examines the entire episode of care 

• Allows examination of the “big picture”, 
especially the transitions in health care in the 
weeks of life

• Majority of dying persons are unable to be 
interviewed in the last days of life. Allows for 
data to be collected on the care of the sickest 
persons, often with important unmet needs  

• Concerns about respondent burden in 
prospective surveys for dying persons and 
their family



Use of MFB Survey 

• 2004 article that 
showed that bereaved 
family members’ 
perceived higher 
quality of hospice care 
at home compared to 
persons dying at other 
sites of death 



0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

60.0%

70.0%

80.0%

Excellent

Home w/Home Care Nursing Services Home w/Hospice Services

Nursing Home Hospital

Overall Assessment of Quality of Care



Change in 
Bereaved 
Family 
Member 
Perceptions  

Bereaved family 
member report

2000 2011-2013

N/Weighted N 622/794,341 586/2,257,759

Unmet need for 
pain 
management

15.5 25.2

Unmet need for 
emotional 
support

48.9 49.8

Unmet need for 
help with 
dyspnea

23.6 21.4

Decision that 
patient would 
not want

10.0 11.0

Care-Excellent 56.7 47.0



More ICU, More 
Repeat 

Hospitalizations, 
More Late 

Hospice Referrals 



Do These Patterns of Care Matter? 
Bereaved Family Member 

Perceptions
Did not experience 

late transition 
(Weighted n= 3.5 

Million) 

Late transitions 
(18%) 

(Weighted n = 
760,690) 

Rated Care as Excellent 49.3
43.7 

(0.74, 0.5-1.1) 

Unmet needs for emotional
distress 

45.3 56.6 
(1.6, 1.0-2.6) 

Unmet needs for spiritual support 
55.0 69.3

(1.6, 1.1-2.4)

Family not always kept informed 
about patient’s condition 

19.0 
33.3

(1.9, 1.3-2.7) 

Care not consistent with patient 
preferences

12.2
16.1

(1.3, 0.8-2.1)



Claims-Based Measures: 
A Word of Caution 

• “Quality measures” based on administrative 
data are proliferating:
• Chemotherapy in the last 2 weeks of life 
• Hospice live discharges 
• ER visit in the last month of life 
• Terminal hospitalization in the last month of 

life 

• “Burdensome Transitions” – See Teno, JAMA 
2018



Concerns 
with 
Claims-
Based 
Measures

What is the right 
rate? 

Too often they focus 
on less care, which  
provides the wrong 
message 



Goal Concordant 
Care 

“The door of hope must 
be shut slowly and 
gently…”

- Dame Cicely Saunders 



Sketch of “Total Pain: 
-Dame C. Saunders, 
from archive at King’s 
College 



Concerns 

Evidence base for management 
of dyspnea in hospice patients is 
“low quality” – systematic review 
by RAND and Cochrane review

For many of key interventions, 
note that the evidence base is 
problematic 

Don’t want a QM to result in 
treatment that is not consistent 
with patient preferences 



Quality 
Measurement 
for Dyspnea

Varying etiologies (obstructive lung disease, 
tumor pressing on trachea, metabolic 
abnormalities, anemia)

Conservation of energy and ADL assistance are 
first line non-pharmacological treatment in 
typical patient admitted to US Hospice program 

Opiates and the use of benzodiazepines are not 
without risk 

Evidence is low quality per Cochrane review and 
starting doses are based on expert opinion

Concern is sedation (refractory dyspnea may 
need)





Operationalization of Value 
in P4P Payment Models

• Value = Quality + Costs

• Key is how to combine these constructs that can be 
opposing; e.g., achieving pain control may require 
expensive medication. 
• Lacking measures of quality, thus costs that is easy to 

measure drives the definition of value 
• How do you weight low prevalence but important events 

in measuring the quality of care? This is especially 
problematic with this based on entire population. 

• Combining and various strategies for weighting of 
quality and cost measure to come up financial incentive 
needs careful thought. 



Importance of the IPOS
• Brief, easily administered 

with visit with published 
psychometric properties

• Deals with the information 
about quality that may need 
to come from family or staff 
in this population.

• Responsiveness to change 

• What we urgently need is 
evidence base – could come 
from non-experimental 
repository using propensity 
matching. 

39
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• If provider level rates (i.e. the proportion of decedents at a hospice with no skilled 
visits at the end of life) are calculated, a large degree of variation is found
• 393 hospices (not shown on the histogram) have a proportion equal to 0
• 75 hospices have a proportion equal to 1
• The 75th percentile proportion is 0.22 while the 25th percentile proportion is 0.31
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Conclusions 

Embrace the voice of 
those who live on … 
However imperfect, 

their suffering should 
not be ignored.

Process measures are 
problematic. 

Caution in the use of 
claims-based measures

Be wary of unintended 
consequences

We want outcome 
measures, but…

• Lacking evidence base 

• Episode of care (short stays) 

Urgent need to arrive at 
ethical, 

operationalization of 
“value” for P4P. 



Thank you! 
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