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The National Center serves as a professional home for individuals and 
organizations who serve people with complex health and social needs, uniting 
and amplifying their efforts to improve care nationwide. 

National Center for Complex Health 
and Social Needs

Goals of the National Center:
• Convene field leaders to define and build 

field of complex care
• Grow and connect the complex care 

community
• Support practitioners with tools and 

resources 



- This event will be recorded

- The recording and slides will be emailed to you after 

- Please keep yourself on mute (by phone or on the Zoom platform)

- All questions and resources should be submitted through the chat feature

Housekeeping
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Project overview

Susan Mende, BSN, MPH
Senior Program Officer, Robert Wood Johnson Foundation 



- The Blueprint for Complex Care charts a path to strengthen the field of 
complex care

- The Blueprint recommends further development and greater standardization 
of quality measures in order to: 

- Advance research and knowledge development
- Promote quality improvement
- Demonstrate value to payers and partners

- The National Center has established a Field Coordinating Committee to 
oversee projects to implement the Blueprint

- This report establishes a common understanding of the challenges and 
necessary next steps to advance complex care measurement

Quality measurement in complex care
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Measuring complexity: Report overview 
and recommendations

Heidi Bossley, MSN, MBA and Keziah Imbeah, MSc



Background

• Efforts lead by the National Center for Complex Care sought to establish a 

new “field” of complex care 

• Culminated in the Blueprint for Complex Care

• “Complex care seeks to improve the health and wellbeing of a relatively 

small, heterogenous group of individuals who repeatedly cycle through 

multiple healthcare, social service, and other systems but do not derive 

lasting benefit from those interactions.” (Definition of Complex Care from the Blueprint) 

• Identified the need for a series of workstreams including one centered on 

quality measurement



Project Aim

To conduct a landscape analysis and scan of existing quality measurement efforts 

pertaining to the field of complex care and make recommendations for consideration 

by a future quality measures expert working group

We sought to

• Document the current state of quality 

measurement in this space;

• Identify key challenges associated with 

measurement in this field; and 

• Understand where there is active 

research and measure development in 

the field

Final report

• Summarizes the findings 

• Outlines recommendations for 

next steps



Research Process

• Conducted literature searches 

• Interviewed subject matter experts

• Completed searches for performance measures and measure concepts

o NQF Quality Positioning System (QPS)

o Centers for Medicare & Medicaid Services (CMS) Measures Inventory 

Tool (CMIT) 

o CMS Merit-based Incentive Payment System (MIPS) Qualified Clinical 

Data Registry (QCDR) list

o Literature and internet



Defining the Population & 
Data Availability



Defining the Population & Data Availability

• First step was to identify who should be considered for the denominator

and what data are available

• Assisted in determining the degree to which data collection and aggregation 

can be standardized

• What similarities or variations exist across programs that would promote or 

limit widespread implementation

• Began with the NAM report on Effective Care for High-Need Patients and 

the Blueprint

• Supplemented with findings from literature searches and interviews



Defining the Population & Data Availability

• Heterogeneity of the individuals with complex health and social needs leads 

to significant variation in definitions and criteria 

• No one tool or model was used consistently

• Multi-step approach to identify these individuals is preferable

• Identified some commonalities in criteria

• Could serve as a starting point to creating a standard definition 

• Some level of flexibility and imprecision will be necessary due to

• The absence of consistent strategies to identify patients with complex needs

• Their heterogeneity within and across communities 

• Data that were available for use varied across programs

• Impacts potential for widespread implementation of standardized measures



Frequency of Common Criteria

Criterion # of programs using this criterion

Age 5

Behavioral health 6

Chronic conditions 13

Cost/utilization 21

Insurance status 9

Referral 6

Risk score 13

Social needs 8



Potential Subpopulations

▪ Functional status

▪ Cost/utilization

▪ Social needs (e.g., 

homelessness, exposure to 

violence, poverty)

▪ Children with complex needs

▪ Non-elderly disabled

▪ Multiple and/or major complex 

chronic conditions

▪ Behavioral health needs

▪ Frail elderly

▪ Advancing illness

▪ Maternal and neonatal care

▪ Lesbian, gay, bisexual, 

transgender, and questioning (or 

queer)



Potential Data Sources

• Data sources often available

• Administrative claims data

• Electronic health record systems (EHRs)

• Patient-reported surveys/instruments 

• Other potential sources of data

• Screening Tools 

• Area Deprivation Index

• Geospatial Hot Spotting

• Integration of Social Determinants of Health 



Recommendations

Recommendation 1: Determine a process for measure development/alignment 

based on the intended use(s) of the measures

• Degree of standardization and rigor is dependent on whether the intended use is for 

quality improvement or accountability

• Defining the desired goals and uses upfront enables the development of a roadmap 

and efficient timeline

Recommendation 2: Determine a pathway toward a standard denominator

• Develop standard definitions for subpopulations based on commonalities to increase 

alignment across programs

• Standardize the logic by which individuals are identified across programs



Recommendations

Recommendation 3: Consider alternative approaches to standardization

• Degree of variability in what data are available remains challenging

• Standardization must be balanced with individual program needs

• One alternative approach is to allow for customization of the screening tools 

that are mapped to standardized data definitions

• Increases our ability to aggregate comparable data for reliable comparisons

• Example: Gravity Project led by HL7



Measurement Domains & 
Measures & Measure 
Concepts



Measurement Domains

• Significant variability on which areas are prioritized nationally and within 

specific programs

• Subject matter experts expressed a desire for measures that evaluate:

• The impact of the services and interventions on an individual’s health and well-

being

• Access to needed resources both within the healthcare system and in the 

community

• Retention in a program

• Developed a preliminary list of domains for consideration that was vetted by 

the Field Coordinating Committee and subject matter experts



Recommendation

Recommendation 4: Target measurement, standards, and data stratification 
within five domains

• Effectiveness/Quality of Services

• Equity

• Health and Well Being

• Service delivery

• Cost/Utilization



Measures & Measure Concepts

• Extensively searched measure inventories and data registries

• Limited to what was publicly available 

• Unable to identify measures developed and used “in the field” unless specifically 

discussed during interviews

• Availability of measures by domain and subdomain varied 

• Frail elderly and non-elderly disabled have a robust number of measures

• No existing measures on equity were identified 

• Many existing measures require refinement

• Some specifically exclude groups of interest (e.g., advanced illness, frailty, 

cognitive impairment, experiencing homelessness)



Measures & Measure Concepts

Population of interest # of measures # of concepts

All 93 77

Advancing illness 12 5

Behavioral health 48 6

Children with complex needs 40 15

Frail elderly 82 1

Multiple and/or major complex chronic 

conditions

2 3

Non-elderly disabled 79 0

Social needs 5 0

Note: Some measures were classified to more than one population of interest.



Measures & Measure Concepts

Domain # of measures # of concepts

Cost/utilization 6 0

Effectiveness/quality of services 177 32

Admissions/readmissions 23 3

Community tenure 5 0

Experience with care 48 15

Follow-up 26 3

Function 20 4

Medication Management 15 0

Retention 1 0

Social needs 7 2



Measures & Measure Concepts

Domain # of measures # of concepts

Equity 0 24

Health/well-being 29 22

Service delivery 72 29

Access 21 13

Coordination 43 12

Workforce assessment 8 1



Recommendations

Recommendation 5: Promote the development and selection of measures based 
on patient-driven priorities.

Recommendation 6: Develop and/or select a core set of measures for longitudinal 
evaluations of program effectiveness paired with additional sets based on the 
populations of interest and prioritized domains of care.

Recommendation 7: Collaborate with key partners working in this space

Recommendation 8: Build capacity and processes to capture best practices and 
innovative approaches used in the field for broader dissemination.



Next Steps

• Complex Care Field Coordinating Committee would like to convene an expert 
working group

• This group would create a set of target measures, standards and data 
stratification within the five recommended measure domains

• Goals would be to 

• Expand the consideration about value beyond cost and utilization

• Demonstrate impact

• Identify promising and best practices

• Accelerate learning and quality improvement 



Field Perspective

Therese Wetterman, MPH
Director, Program Services, Health Leads
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OUR VISION: OUR MISSION: 

Health, well-being 

and dignity for 

every person in 

every community.

We partner with communities and health systems to address 

systemic causes of inequity and disease. We do this by removing 

barriers that keep people from identifying, accessing and choosing 

the resources everyone needs to be healthy.



32

Collaborative to Advance Social Health Integration (CASHI)

Purpose: Increase the number of patients whose essential resource needs are met 

and spread successful changes to multiple sites

Health System

Clinic 1 Clinic 2 Clinic 3

Health System

Clinic 1 Clinic 2 Clinic 3

CASHI

Successful intervention; ready 

to improve & spread Sustainably funded social health integration

CASHI AIM: By October 2019, participating  healthcare organizations  will  integrate  social  health  into 

primary care such that 

• There is an increase in the percentage of patients who report they have the essential resources to be 

healthy; and 

• 75% or more patients report they are confident that they can control and manage most of their health 

problems.



• Issue: No common standards for quality measurement of social health interventions. 
Emerging research suggests that health confidence may be an important outcome of 
social health interventions. 

• Goal: To examine the value of using patient-reported HC to monitor and improve 
social health integration in primary care. 

• Methods: Analysis of HC data and experience with using the measure from 20 
primary care teams who participated in CASHI
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CASHI Measurement Strategy 



CASHI Outcome Measures
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Essential Resources

“Where are you in having the essential resources (for your child) to be 

healthy? Examples of essential resources include food, housing, and 

transportation.”  (11-point scale)

Health Confidence

“How confident are you that you can control and manage most of your 

(your child’s) health problems?”  (11-point scale)

Also collected self-reported assessment of the encounter with the navigator, 

derived from the Partners for Change Outcome Management System (PCOMS)

© 2019 Health Leads. All rights reserved.



Health confidence as mediator in the pathway from 
equity-oriented care to health outcomes  

© 2018 Health Leads. All rights reserved. 35

Source: Marilyn Ford-Gilboe et al., “How Equity-Oriented Health Care Affects Health: Key 

Mechanisms and Implications for Primary Health Care Practice and Policy,” The Milbank 

Quarterly 96, no. 4 (2018): 635–71, https://doi.org/10.1111/1468-0009.12349.

Recommendation 4: worth 

exploring intersectionality 

and/or relationship between 

measures across suggested 

domains



Interpretation of changes in the health confidence 
measure was not straightforward; more research needed

Improvements in health confidence may have more to do with trusting
relationships than with resource access

• Evidence of association between activities to address social context and health 
confidence, consistent with other research

• BUT, weak association between access to essential resources and health confidence 
(also consistent with other research)

• Several teams reported later declines in health confidence and interpreted them as 
positive markers of increased trust, allowing patients to express more vulnerability 

• Encounters with navigators or community health workers across teams were 
consistently high; yielding little insight into changes in health confidence and trust

© 2018 Health Leads. All rights reserved. 36



Routine collection of PROMs in the clinical setting requires significant 
investment, yet US physicians already spend $15.4 billion on quality 
measurement¹

© 2018 Health Leads. All rights reserved. 37

• Recommendation 2: even with a defined the population, lack of follow-up can negatively 
impact evaluation efforts; network infrastructure may be a promising support

Contacting a sufficient sample of patients at post-intervention 
was a major challenge

• Recommendation 3: significant workarounds are required by clinical staff for collection.  
A different tech infrastructure is needed for standardization.

Most electronic health records and related systems are not set 
up for the collection of PROMs

• Recommendation 5: These individuals should be included in decision making on 
PROMs and their use

• This also requires investment 

Patient and Family Advisory Councils and frontline staff 
provided valuable feedback on PROMs 

1. Casalino LP, Gans D, Weber R, et al. US Physician Practices Spend More Than $15.4 Billion Annually 

To Report Quality Measures. Health Aff (Millwood). 2016;35(3):401-406. doi:10.1377/hlthaff.2015.1258



Health confidence measures may not be accurate or 
appropriate for all populations

• PROMs administered to parents in the pediatric settings received consistently high 
scores

• Example: One team reported the same population responded differently when administered 
in the context of their own care, compared to their responses as care-givers 

• Teams hypothesized this was due to fear of stigma or consequences of reporting that 
they had low confidence in managing their children’s health

• Recommendation #6 more research is needed on the use of PROMs in pediatric 
populations; measure sets may need to be tailored for specific populations

© 2018 Health Leads. All rights reserved. 38



We need the right measures, not necessarily more
measures…

What do we think would happen if we had the measures we seek? 

What parts of that can we start doing now based on existing evidence?

© 2018 Health Leads. All rights reserved. 39
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Field perspective

Rebecca Ramsay, MPH, BSN 
Chief Executive Officer, Housecall Providers

© 2018 Health Leads. All rights reserved.



housecallproviders.org
facebook.com/housecallproviders

Housecall Providers
Our mission: Improving Lives 
by Bringing Healthcare Home

Our vision: To sustainably 
transform home-based medicine 
so all homebound adults and 
those living with serious illness 
have access to care that 
improves their quality of life



housecallproviders.org

The importance and feasibility of a standard 
population definition

• Housecall Providers serves a population comprised of the following NAM subgroups: frail elders, 
non-elderly disabled, major complex chronic and advancing illness

• Each has distinguishing characteristics with multiple overlapping characteristics 

• If they were considered homogeneous with respect to quality improvement the risks would be 
minimal, benefits would be moderate/high

• If they were considered homogeneous with respect to accountability (evaluation, payment) the 
risks could be very high, benefits low

• But, if we could agree to a few standard (and measurable) distinguishing characteristics at the 
subgroup level it would be feasible and very valuable for accountability purposes 

|     p a ge  4 2



housecallproviders.org

What do payers value in care for their complex 
populations?
• Cost mitigation

• Quality outcomes, especially those that bring them more revenue from CMS/Medicaid because that translates 
into more services for those complex members

• Member/patient satisfaction which enables health plan loyalty, market share growth

• HCC Risk Scores

Common Pitfalls in value-based contracts when complex populations are involved:

• Quality measures are not appropriate or clinically meaningful

• Utilization and cost benchmarks are set without a comparison group methodology 

• Lack of use of patient-reported outcomes

• Lack of caregiver-reported outcomes

• Lack of SDOH metrics

|     p a ge  4 3



housecallproviders.org

The importance of a standard set of program 
metrics

• Development of meaningful value-based 
contracts with payers 

• Program evaluation and program 
improvement efforts

• Benchmarking and learning from similar 
programs 

|     p a ge  4 4



housecallproviders.org

How to get there - feedback on specific 
recommendations in the report
1. Standardization of the “complex care” population definition would be very useful.  Should agree to a 

taxonomy of subgroups and then focus on agreement of a core set of measurable characteristics within each 
subgroup.  

• There are some population definition characteristics that won’t need development, just alignment (ie
age, functional limitation, chronic dz acuity, utilization)

• Others will benefit from a defined pathway toward development (advancing illness, SDOH risks)

• I might suggest a collective impact approach where we organize groups of collaborating subpopulation 
experts to collect data on their identification methods to help us learn and make alignment decisions (ie
a frail elders expert group, a complex children expert group, an advancing illness expert group etc)

2. The field needs consensus and alignment on meaningful metrics for accountability – for me this is the #1 
priority for metrics development.  Without this we are beholden to traditional health outcome and 
utilization/cost metrics that do not capture the nature or extent of the impact our programs are making.  
Programs will fail without payment models that capture and reward this impact. 

|     p a ge  4 5
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Question & Answer



- Mark Humowiecki: markh@camdenhealth.org

- Susan Mende: smende@rwjf.org

- Heidi Bossley: hbossley@gmail.com

- Keziah Imbeah: kimbeah@ihi.org

- Therese Wetterman: twetterman@healthleadsusa.org

- Rebecca Ramsay: rramsay@housecallproviders.org

- National Center for Complex Health and Social Needs: 
nationalcenter@camdenheath.org

Presenter contact information
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- Look out for survey and more information on upcoming project on patient-
reported outcomes in complex care

- Sign up for our newsletter

- Follow us on LinkedIn and Twitter @natlcomplexcare

- Join our Complex Care Resource Exchange group

How to get involved

48

http://camdenhealth.us1.list-manage.com/subscribe?u=f8c0f223fc777404136caf37f&id=004d141c94
https://www.linkedin.com/company/national-complex-care/
http://bit.ly/complexcareresourceexchange


Theme: Teamwork, resilience, and health 
justice in complex care

Keynote: Dr. Uché Blackstock, Founder and 
CEO of Advancing Health Equity

October 27-28, 2020

Registration opens week of August 3

www.centering.care

Putting Care at the Center 2020: Virtual



Camden Coalition of Healthcare Providers

National Center for Complex Health and Social Needs
An initiative of the Camden Coalition of Healthcare Providers

www.nationalcomplex.care
@natlcomplexcare

800 Cooper St., 7th Floor
Camden, NJ 08102

Thank you!


