
 
 

 

 

 

 

Carealign 
 

Improving the Care of Older Adults with Complex Health Needs: 

Realigning the Patient, Primary Care, and Specialty Care Relationship toward 

Health Outcome Goals Directed Care 

 

 

 

 

A White Paper 

 

November 2015 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

 

FUNDING ACKNOWLEDGEMENT: This work was supported through a Patient-Centered Outcomes Research 

Institute (PCORI) Award and grant funding from The John A. Hartford Foundation (JAHF). 

 

 



 

Carealign White Paper | 2  

 

Table of Contents 

 
Executive Summary 3 

Section 1: Problem 5 

Section 2: Carealign as a Solution to the Problem 7 

 What is Carealign? 7 

 Guiding Principles for Carealign 7 

 Core Components of Carealign 8 

 Definitions of Key Terms Used in Carealign 8 

 Target Population for Carealign 8 

 Integrating the Carealign Approach into Healthcare Delivery 9 

 Evidence for the Carealign Approach 9 

 Carealign Builds on Existing Models 10 

 How the Carealign Approach 10 

Section 3: Building Carealign 12 

 Chronology 12 

 Six Core Elements from Dallas 13 

 Themes from Advisory and Work Groups 14 

 Barriers and Solutions 15 

 The Logic Model 16 

 Infrastructure Required to Support Carealign 16 

Section 4: Workflow for Implementing Carealign: Aligned, Goals Directed Care 18 

 Key Operations and Activities by Health System 18 

 Eliciting and Translating Patient Health Goal/Preferences into Care Decisions 19 

Section 5: Next Steps 24 

 Pilot Carealign: Technical Assistance and Implementation Pilot 24 

 Assemble Evidence: Evaluate the Carealign Pilot 24 

 Assemble Evidence: Create a Business Case 25 

 Build Demand for Carealign and Begin Dissemination 25 

References 27 

Appendix 1: Stakeholders and Participants 30 

Appendix 2: Metrics Table 33 

 

  



 

Carealign White Paper | 3  

 

EXECUTIVE SUMMARY  
 

Older adults with multiple conditions and complex health status often receive care that is fragmented, burdensome, of 

unclear benefit, and not always focused on what matters most to them. This fragmented, uncertain care can be frustrating 

for patients and caregivers, clinicians, health systems and payers, and there is general consensus that a new approach is 

needed. We propose a move to an approach in which primary and specialty healthcare is aligned based on patient goals 

and care preferences.  

 

Carealign is patient health outcome goal and preference directed care for older adults with multiple chronic conditions 

(MCC) achieved through primary/specialty care alignment. The Carealign approach is designed to be imbedded in care 

delivery systems that have the needed infrastructure, relationships, and incentives such as Patient Centered Medical 

Homes (PCMHs), specialty neighborhoods, Accountable Care Organizations (ACOs), and integrated healthcare systems. 

 

Problems Carealign addresses:  

Carealign is designed to address many problems related to the healthcare that older adults with MCC receive.  For 

example, older adults with MCC: 

 Vary in their health outcome priorities and care preferences.
1,2

 Individual disease guideline driven care often is 

not consistent with patients‘ outcome goals or care preferences.3 

 Receive numerous treatments that are of uncertain benefit, and potential harm. Twenty percent of older adults 

receive guideline recommended medication that adversely affects coexisting condition.4 

 Receive care from providers that is disease-siloed, burdensome and fragmented. Patients‘ multiple providers 

each focus on their own set of diseases and disease-specific outcomes, following evidence-based guidelines that may 

not apply to older adults with multiple, complex health conditions because the evidence that informed the guidelines 

was obtained in younger people or people with fewer diseases. Researchers defining and measuring the work required 

of patients and caregivers find that the patient workload can be as burdensome as the conditions themselves.5-8 There 

is an increasing demand for a simpler, less burdensome and fragmented approach to the care of persons with 

MCC.3,5,9-11 

 See multiple providers, who themselves are unclear about who is accountable for a patient’s care.  For example, 

in large integrated health care system, patients with Diabetes Mellitus co-managed in primary care and diabetes 

clinics had poorer blood pressure control than those managed in either clinic alone (more ≠ better).12 Primary care 

providers, specialists, and patients often do not share understanding of each clinicians‘ roles and responsibilities 

which are usually not made explicit.13 

 

Carealign as a solution to the problem: 

We propose that the best way to address the disconnect between what patients want from their healthcare and what they 

receive is for primary and specialty clinicians to align their care around achieving each patient‘s goals and health priorities 

within the context of patients‘ acceptable care preferences and burden. This approach will decrease both fragmentation 

and the receipt of unwanted care that is of unclear benefit. 

 

Methods Used to Develop Carealign: 

Carealign was developed through a planning process that involved over 100 stakeholders, including patients, caregivers, 

clinicians, policymakers, researchers, payers, and healthcare system representatives over an 18 month period. A major in-

person ―kick-off‖ meeting during the first four months of the planning phase resulted in six major areas to consider as a 

Carealign archetype developed: patients‘ goals should drive care; clinicians must clarify their roles and responsibilities; 

health information technology is needed to support goals directed care; an interdisciplinary team must be part of this type 

of care; there must be appropriated quality metrics; a business plan is needed.  

 

Subsequently, three advisory groups (a patient-caregiver group; a primary and specialty clinician group; and a healthcare 

systems group) met by webinar twice a month for four months to develop major themes for Carealign. As planning 

proceeded, workgroups were formed from the advisory groups‘ members to ―build –out‖ key components of the Carealign 

model: a patient/caregiver engagement group, a goals elicitation group, and a primary/specialty care alignment group. We 

also solicited advice from experts regarding HIT, quality metrics, and business plan development, and had three smaller in 
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person meetings to further explicate patient goals elicitation, primary and specialty communication, and workflow 

development. At the end of our planning process, patients, caregivers and clinicians who had not previously been involved 

in planning Carealign provided feedback and advice for future implementation and dissemination. 

 

Results of the Carealign Planning Process: 

Carealign is a care approach designed for older adults with multiple chronic conditions (MCC) who are the major users of 

health care. In the Carealign approach, health outcome goals and care preferences are elicited from patients and caregivers 

by trained facilitators and transmitted through health IT (HIT) and other potential mechanisms to all the patients‘ 

providers, and to the patients and caregivers.  Health outcome goals are personalized (not disease-centered) health 

outcomes that persons hope to achieve through their health care. Care preferences are the activities, behaviors, and 

―workload‖ involved in being a patient or caregiver that patients are able and willing to do and tolerate. 

 

Primary care providers and specialists decide upon their roles and responsibilities in the care of specific patients.  

Providers also communicate with patients and caregivers about clinical uncertainly, trade-offs between treatment benefits 

and adverse effects, and what is known about prognosis. The different providers then collaborate together and with 

patients and caregivers to translate disease specific care into care aligned with patients‘ health outcomes goals and care 

preferences. Patients, caregivers, and providers then choose care consistent with patients‘ goals and care preferences. 

Goals directed care requires the patient and the provider – neither is sufficient, both are necessary. While Carealign is 

focused on older adults with MCC, patient outcome goal and preference directed care is appropriate for the entire age and 

health spectrum.   

 

The Carealign approach requires health system infrastructure to implement, including an electronic medical record 

(EMR), care coordination and multidisciplinary healthcare teams, and population health management capability. During 

the planning process, healthcare system executives expressed support for aligned, goals directed care and felt that it was 

both the right thing to do, and could also provide a competitive edge.  They also felt that eliciting patient goals and 

preferences could be done by existing clinical personnel.  However, they noted innovation fatigue, need for initial 

investment in training clinicians in goals directed care, and competing demands for EMR and HIT upgrades.    

 

Next Steps for Carealign: 

The planning process has resulted in three clear next steps.  The first step is to pilot Carealign in a healthcare system with 

appropriate supportive infrastructure (PCMH, ACO). This process has two stages.  First, technical assistance around 

processes needed to implement Carealign will be developed.  Technical assistance will include: training facilitators to 

work with patients and caregivers to elicit health outcome goals; preparing clinicians to translate disease-specific goals 

into outcomes-goal aligned care; and developing appropriate clinical workflows and HIT capability for Carealign 

implementation.  Secondly, a pilot study will implement Carealign within a healthcare system to test feasibility and 

effectiveness. 

 

The second step is to assemble evidence for the Carealign approach. We will rigorously evaluate the Carealign pilot along 

multiple domains including feasibility and completeness of implementation, quality of goals directed care measured by 

patient and caregiver reported outcomes, and healthcare utilization and value. Concomitantly, based on actual 

implementation experience, we will develop a business plan both for the piloting healthcare system and for general use, 

which we can use support future dissemination. 

The third step is to build general demand for Carealign among various stakeholders, including patients, caregivers, 

providers, policy makers, health system leaders, and payers, and to begin dissemination. A communications strategy and a 

research agenda for goals directed aligned care are needed to complement emerging evidence and to assure dissemination 

of aligned, patient health-outcome goals directed care. 
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SECTION 1: PROBLEM  
 

Older adults with multiple conditions, complex health needs, and functional limitations are the major consumers of health 

care.  These patients face a health care system that is fragmented and inefficient; leading to care that is of poor quality and 

high cost. Commonly cited causes of the fragmentation, high cost, and poor outcomes are a payment system based on 

volume not quality, a delivery system that is fragmented across providers and settings, and a lack of attention to what 

matters to patients. 

 

Demand is growing for a standard of care for all older adults with complex health needs (i.e., patients with MCC) in 

which all the providers caring for a complex patient integrate their care to address that patient‘s health outcome priorities, 

thus improving the quality of care and health outcomes while potentially lowering healthcare costs. To get to this standard 

of care, the confluence of evidence supports the need to realign the relationship between primary and specialty care, and 

to place the patient at the center of care.  

 

Older adults with multiple chronic conditions (MCC) generally share these characteristics: 

 They vary in their health outcome priorities and care preferences.
1,2

 Care that is driven by individual disease 

guidelines is often not consistent with patients‘ outcome goals or care preferences.3 

 They receive numerous treatments that are of uncertain benefit and potential harm. Twenty percent of older 

adults receive guideline recommended medication that adversely affects coexisting condition(s).4 

 They receive care from providers that is focused on specific diseases, which can be burdensome and 

fragmented. A patient‘s multiple providers tend to focus on their own areas of specialization, and on disease-specific 

outcomes. Evidence-based guidelines followed by the patient‘s clinicians may not apply to older adults with multiple, 

complex health conditions because evidence was obtained in younger people or people with fewer diseases. 

Researchers have found that the workload for patients can be as burdensome as the conditions themselves.5-7 This 

burden is a result of fragmented care; the typical older adult sees two primary care and five specialists a year.8 A 

primary care provider (PCP) whose practice consists of 30 percent Medicare patients with ≥ four chronic conditions 

must coordinate with 86 other providers in 36 practices. Patients with a greater number of conditions were more likely 

than other patients to use multiple hospitals, fragmenting care coordination across settings.8 There is an increasing 

demand for a simpler, less burdensome and fragmented approach to the care of persons with MCC.
 3, 5, 9-11

 

 They see multiple providers, who themselves are unclear who is accountable for a patient’s care.  For example, 

in large integrated health care systems, patients with diabetes mellitus co-managed in primary care and diabetes 

clinics had poorer blood pressure control than those managed in either clinic alone (more ≠ better).12 Primary care 

clinicians, specialists, and patients often do not share understanding of each clinician‘s roles and responsibilities, 

which are usually not made explicit.13 

  

The life and health care goals of patients are highly personal. For older adults, disease specific outcomes of care, such as 

lipid or glucose level, are not what are most important.  Rather, patients want pain to be controlled so that they can walk 

to the store or to church, or want to experience less fatigue so they can care for or play with their grandchildren. Current 

care is not focused on what matters most to patients. Patient goals directed care that focuses on achieving patients‘ 

specific health outcome goals within the context of their care preferences (what they are able and willing to do to achieve 

these outcomes) is, by definition, the highest value care. 

 

Older adults with MCC represent approximately 15 percent of Medicare and 25-50 percent of dual Medicare-Medicaid 

eligible individuals. These patients are not necessarily facing their last few years of life; rather, they are patients for whom 

current disease-centered care is burdensome, fragmented, and of unclear benefit. While health care utilization by this 

population is growing rapidly and includes increasing numbers of office visits, emergency department (ED) visits, 

procedures and hospitalizations, these patients are also increasingly experiencing adverse consequences from disease-

specific, guideline-adherent care. Complex patients may ultimately regret care decisions that were made without 

considering their goals and preferences. Due to the lack of evidence for many of treatments they receive, this population is 

arguably most in need of an evolution from siloed, disease-centric care to shared decision-making based on their health 

outcome goals and preferences. 
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The development of Carealign began with a planning phase jointly funded by The John A. Hartford Foundation (JAHF) 

and Patient Centered Research Outcomes Institute (PCORI). This planning resulted in the development of a care 

archetype based on patient health outcome goals and care preference directed care for older adults with MCC achieved 

through alignment between primary and specialty care. The Carealign approach can be embedded in care delivery systems 

that have the necessary infrastructure, relationships, and incentives. Examples of such systems are patient-centered 

medical homes (PCMHs), specialty neighborhoods, accountable care organizations (ACOs), and integrated health 

systems. The next phase is a pilot to implement patient goals directed care in practice, producing preliminary evidence of 

the feasibility and effectiveness of patient goals directed care, and at the same time creating demand and stakeholder 

engagement in this new approach to the care of patients with MCC. 
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 Section 2: Carealign as a Solution to the Problem 

 

What is Carealign? 
 
Carealign is based on the idea that the best way to address the disconnect between what patients want from their 

healthcare and the care they receive is for primary and specialty clinicians to align care around achieving each patient‘s 

goals and priorities within the context of patients‘ care preferences and the burdens they find acceptable. This approach 

will decrease both fragmentation and the receipt of unwanted care of unclear benefit.  

 

The Carealign approach has several new and innovative features.  It focuses on older adults with MCC who are not at the 

end of life, although it is appropriate for patients throughout their lifespans.  Carealign calls on patients to determine what 

they want from their current health care, not necessarily their future health care, although the future would also be 

addressed within the goals directed care paradigm.  It places a premium on patient and caregiver engagement, goals 

development, preference articulation and communication of goals.  

 

Most importantly, Carealign explicitly brings clinician participation to patients‘ goals directed and preference based care. 

Clinicians are charged with defining their roles and responsibilities, communicating patients‘ goals and preferences 

among themselves and with patients and caregivers, translating disease-specific care into goals directed care, and aligning 

and then delivering this care to focus on patients‘ goals and preferences.  

 

Carealign is both distinct from and builds upon several other important care support interventions.  It is not care 

management, which helps patients navigate fragmented, complex and burdensome care but does not get at the root causes 

of the fragmentation and complexity. It is different from primary and specialty care coordination, which helps with 

communication and management of complex, fragmented disease-specific care, but does not align all this care with 

patient goals. Unlike advance care planning, Carealign does not focus primarily on those who are at the end of life. 

Carealign is firmly rooted in the present and the issues surrounding current, fragmented, burdensome healthcare. During 

the planning phase, four guiding principles and two core components, described below, were constructed to clearly 

communicate the essence of Carealign and to guide the work moving forward. 

 

Guiding Principles for Carealign 
 

 Patient goals and care preferences drive all care. The focus of healthcare decision-making delivery changes from 

diseased based care to patient goals based care. Clinicians align their care within the context of patients‘ outcome 

goals and care preferences.  Patients‘ goals and preferences are shared in all communications, and patients and 

caregivers participate in all care decisions. 

 

 Roles and responsibilities are agreed to and collective accountability is established. Specific responsibilities for a 

patient‘s care are assigned to the primary care or specialist clinician most qualified and available to deliver those 

aspects of care. All members of the team, including patients and caregivers, are willing and able to carry out the roles 

and responsibilities for decision-making and care, which are determined by the patient‘s outcome goals and care 

preferences. Accountability is assigned and agreed upon for all processes and outcomes of care. All clinicians agree 

upon what they are accountable for in the care of each patient.  

 

 Anticipatory guidance is provided; expectations, tradeoffs, and uncertainty are acknowledged. Clinicians 

prepare patients for anticipated developments and/or possible situational crises. Knowledge of what might happen 

helps patients and caregivers understand the need for establishing goals and preferences to prepare them for informed 

decision-making when acute or chronic care choices arise. Care decisions and likely outcomes that are unknown or 

uncertain, of which there are many for older adults with MCC, are acknowledged and communicated. 

 

 Information and care is integrated and shared. All clinicians work from the same plan based on patient‘s 

actionable health outcome goals and what patients are willing to do to achieve them. Care includes sharing 
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information with all clinicians, and with patients and/or caregivers. Comprehension of information shared is 

confirmed.  

 

Core Components of Carealign  
 

 Patient’s health outcome goals and care preferences are elicited, documented, and transmitted: 

a. Patients and caregivers are invited and encouraged to identify and communicate their health outcome 

goals, as well as their treatment and care preferences. 

b. Patient health outcome goals and care preferences are documented and incorporated into health records. 

c. Patient‘s health outcome goals and care preferences are transmitted to all clinicians, and updated and 

transmitted regularly, or as needed. 

d. These outcome goals and care preferences then guide interactions among patients, caregivers and 

providers, as well as the selection of care options.  

 

 Primary care and specialty clinicians provide care aligned with patient’s outcome goals within the context of 

their care preferences: 

a. Primary care, specialists, patients, and caregivers agree to roles and responsibilities. 

i. Key roles and responsibilities can be as a consultant vs. a co-manager of the patient‘s multiple 

problems vs. the primary point of contact for the patient, assuming the major role in their care.  

ii. Usually one provider, often the primary care provider, will be the designated primary point of 

contact and ―quarterback.‖ 

iii. Primary care and specialty clinicians must also agree on patients‘ health outcome goals and care 

preference-based information flow. 

b. Primary care clinicians, specialists, patients and caregivers translate health outcome goals and care 

preferences into care options and engage in health outcome goals and care preferences-based shared 

decision-making and care. 

 

Definitions of Key Terms Used in Carealign 
 
Health outcome goals are personalized, patient-centered (not disease-centered) outcomes that persons hope to achieve 

through their health care.14,15 To inform care, these goals must be specific, measurable, and actionable (e.g. pain controlled 

sufficiently to allow five hours of sleep most nights; ability to walk at least one block; cognitive and physical capacity to 

care for grandchildren). Health outcome goals are distinct from behavioral goals such as stopping smoking or losing 

weight, and from disease management goals such as improving HbA1c or blood pressure. 

 

Care preferences refer to what people are able and willing to do and to tolerate when selecting or undergoing specific 

treatments, diagnostic evaluations, or procedures.16-20 They are the activities,  behaviors and ―workload‖ involved in being 

a patient or caregiver (e.g. adhering to medications; following dietary recommendations; sticking with exercise regimens; 

attending health care visits; keeping appointments; self-monitoring and management tasks and coping with adverse 

effects, burden and discomfort of treatments).19 

 

Link between outcome goals and care preferences. The care preferences represent the investment or cost in terms of 

activities, tasks, time, inconvenience, discomfort, money etc. that the patient and caregivers are willing and able to devote 

to achieving the health outcome goals. Both pieces are necessary to arrive at care decisions for older adults with MCC.  

 

Target Population for Carealign  
 

Goals directed care requires the involvement of both the patient and the provider(s). The target patient population is older 

adults with MCC who are the major users of health care; they account for 80 percent of Medicare utilization and are 

overrepresented in Medicaid and in the VA system.21,22   Once goals and preferences are elicited from patients, primary 

care providers and specialists collaborate to translate goals into care options. Patients, caregivers, and providers then 
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choose care consistent with patients‘ goals and care preferences. While Carealign is focused on older adults with MCC, 

patient outcome goal and preference directed care is appropriate for the entire age and health spectrum.  

 

Integrating the Carealign Approach into Healthcare Delivery 
 

Discussions with leaders of eight major and diverse health care systems* gave some ideas about how and why the 

Carealign approach could be integrated into the current healthcare delivery system.  Leaders thought that Carealign 

offered a way forward in improving provision of patient-centered care, as illustrated by the points below: 

 Healthcare Systems leaders all thought that providing patient goals-based care is a way to enhance quality and 

decrease costs. 

 Health systems want to be seen as ―innovators,‖ and system leaders see Carealign is an innovative approach. 

 Health care system leaders do not think patients‘ goal elicitation would require a new role in their system; 

current care coordinators/nurses/social workers could do patient outcome goals elicitation. 

 Carealign fits with current priority activities of all eight healthcare systems contacted.  

 Many leaders thought goals directed care will be a good fit for all patients, not just patients with MCC. 

 Leaders have some interest in piloting the approach, then expanding to the whole health system. 

 

On the other hand, some healthcare system leaders raised the following issues/concerns: 

 There is some concern over ―innovation fatigue.‖  Many new approaches to care and care delivery changes are 

occurring lead to provider stress. 

 Training costs and initial compensated time for goal facilitators would be required. 

 Leaders were concerned about costs associated with investments necessary to develop and implement 

Carealign (HIT and clinician time) within a Healthcare System. 

 Some leaders think their Healthcare Systems are already doing ―it‖ (patient-centered care). However, 

Carealign differs from care models currently in use by these health systems. 

 

(*) Allina, Eastern Maine, Group Health, Palo Alto Medical Foundation, ProHealth CT, Riverside, Spectrum, 

University of Michigan. 

 

Evidence for the Carealign Approach 
 
Although Carealign represents a new approach to care for patients with MCC, there is substantial evidence to support 

components of the Carealign approach.  In addition, Carealign builds upon several care models for adults with MCC that 

have evidence of efficacy and value.  Some of this evidence and these care models are described below.  

 

Patient engagement and activation have been shown to improve health outcomes.  Patient engagement in self-management 

and care decisions improves care quality and patient and family/caregiver satisfaction even with advanced illness.23,24 

Person-centered care that focuses on what matters most to the person has been shown to improve patient activation, which 

in turn, improves health outcomes.23,24 When health professionals, patients and caregivers partner,  measurable 

improvements in the quality and safety of care result, including increases in informed care choices and reductions in 

medical errors. Literature has also shown that engaged patients have better outcomes including better management of 

chronic diseases and overall improved functioning.25 

 

Several studies have demonstrated that patient goal elicitation is feasible in clinical practice.21,22 The elicitation of specific, 

measurable, actionable outcome goals improves patient satisfaction and outcomes.21,22,26 Similarly, shared decision-

making helps clinicians understand patients‘ preferences about treatments and outcomes.17 

 

Interventions for persons with MCC are not as well supported. A recent systematic review found modest and mixed 

evidence of various interventions aimed at improving physical, psychosocial, patient satisfaction, and health care 

utilization outcomes in persons with MCC.27 In ten trials, case management and care coordination were not effective nor 

were patient-oriented behavioral interventions when they were not linked to health care delivery and/or did not involve 
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clinicians. Organizational (health system) interventions targeting areas where patients have difficulties, e.g. medication 

management, were more likely to be effective. Authors of the Cochrane Review highlighted the lack of a clear theoretical 

framework guiding interventions for MCC. They also noted that results suggested the need for interventions integrated 

into the health system and focused on areas that are difficult for patients.27 Findings from this systematic review informed 

the Carealign approach, which includes a clear framework, is integrated into health systems, and focuses on what matters 

most to patients. 

 

There is early evidence that cross-disease, universal, health outcomes can be mapped onto disease-specific outcomes and 

cover the domains of patient outcome goals, supporting their use in research and practice involving individuals with 

MCC.28-30  Finally, as noted briefly and discussed in more detail below, health care systems meeting National Center for 

Quality Assurance (NCQA) patient centered medical homes (PCMH), specialty medical homes, and medical 

neighborhood standards, have the infrastructure that makes primary and specialty alignment and patient-centered care 

feasible. However, even when PCMH, specialty medical homes, and medical neighborhoods are implemented, they still 

focus on siloed and disease-specific care, rather than patient goals directed care, which may explain mixed results of 

studies that have investigated costs and outcomes.31 

 

Carealign Builds on Existing Models 

 
Carealign also builds on several different models and innovations for complex, older patients. Most of these health care 

innovations have focused on specific conditions/diseases (e.g., dementia, cancer, heart failure), treatment options for 

single conditions (e.g., shared decision-making), advanced disease or end-of-life treatment (palliative care, Program for 

All Inclusive Care of the Elderly) or on specific aspects of health care (e.g., hospital care; transitions of care). Patient 

centered medical homes and accountable care organizations are models that focus on improving coordination of care. 

However, this care remains largely disease-centered. 

 

Currently, no known approach addresses the issue of fragmented, burdensome, and unwanted care for older adults with 

MCC who are not yet in the last few years of life. The Carealign approach addresses this gap by building on previous 

innovations, many of which were supported by The John A. Hartford Foundation (JAHF).  For example, the Care 

Transitions Intervention highlighted the importance of patient activation; the Center to Advance Palliative Care (CAPC), a 

model for improving health care for people facing serious illness, spotlighted the need to elicit and address each 

individual‘s health goals and care preferences; Guided Care, a model in which a nurse works with patients, physicians and 

others to provide coordinated, patient-centered care, the GRACE Program (Geriatric Resources for Assessment and Care 

of Elders), and the Program for All Inclusive Care of the Elderly (PACE) all showed that integrated team care of complex 

older adults could improve outcomes. These innovative models provide a foundation on which to build an approach to 

care that focuses on achieving the health outcomes most wanted by older adults with MCC.  

 

How the Carealign Approach Affects Patients: An Example of Patient Goal Directed Care 
 

The experience of an older patient with MCC, described in the example below, illustrates how current disease-specific 

care can be translated into care that is focused on patient goals and preferences, and demonstrates how goals directed care 

would be less burdensome and fragmented. 

 

Mrs. Smith is an 83 year-old woman with hypertension, previous heart attacks, diabetes, depression, atrial fibrillation, 

peptic ulcer disease, end stage kidney disease, and chronic lung disease for which she takes a total of ten medications. She 

feels tired and weak all the time and has little appetite. 

 

 Current disease-centered care. During a ten-day period, Mrs. Smith has her scheduled appointments with her 

primary care provider, cardiologist, endocrinologist, nephrologist, and psychiatrist. She complains to each of 

them of tiredness, decreased appetite, and weakness. She also reports feeling burdened and overwhelmed by all 

her health care tasks, including the multiple medications she takes every day which she thinks are causing some 

of her symptoms, her restricted diet, and her multiple health care visit and frequent blood tests. Each of her 

clinicians, following state-of-the-art, evidence-based guideline recommendations for each of her health 
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conditions, offers conflicting advice to increase, decrease, or stop the same medications. Her endocrinologist 

suggests that she start insulin which would require more blood sugar monitoring and daily shots. Her 

nephrologist tells her she will have to start hemodialysis in a few months and needs to go to the surgeon to get 

her blood vessels ready. Following these visits, she is still tired and weak but also frustrated and confused by the 

many additional and conflicting recommendations. 

 

 The Carealign alternative: patient goals directed care. Mrs. Smith knows her primary care provider and 

cardiologist best. They are part of a large group practice that has just been trained in patient goals directed care.  

After careful discussion with the groups‘ advanced care practice nurse about her values, health outcomes goals, 

and care preferences, Mrs. Smith and her husband hope her clinicians can agree on care plan that addresses what 

matters most to her: improvement in her symptoms; maintenance of her current ability to function independently 

in her daily activities; and ability to walk two blocks with a cane. She would prefer to take fewer medications, 

have fewer health care visits, avoid blood tests unless absolutely necessary, and to be able to eat more of what 

she likes. Her primary care provider and cardiologist discuss these goals with her and agreed to stop a few 

medications, decrease others, and not start insulin. The primary care provider agrees to care for all her 

conditions, with electronic consultations with the other clinicians as needed. After discussing the pros and cons 

of dialysis, Mrs. Smith agrees to a trial for a few months to see if the additional burden improves her symptoms 

and functioning enough to be worth continuing. She knows she can stop dialysis if it doesn‘t relieve her 

symptoms or the procedure becomes too burdensome. At the suggestion of her primary clinician, she starts a 

walking program with others in her neighborhood, thus engaging in both physical and social activity. 

 

Older adults with multiple conditions and complex health needs, such as Mrs. Smith, receive a lot of care from multiple 

disease specialists as well as nurses, therapists, social workers, and others who focus on their own areas of expertise.1,2 A 

new standard of care is needed in which the appropriate set of clinicians align their care to improve health quality and 

outcomes while lowering health care costs. 
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SECTION 3: BUILDING CAREALIGN 
 
Carealign was developed through an 18-month planning process (January 2014 – June 2015) during which the Carealign 

team worked with, and gained the perspectives of, over 100 individuals and dozens of national organizations representing 

patients and their caregivers, health systems, payers, health economists, primary care and specialty clinicians, and experts 

in practice change, health system reengineering, and HIT.  The full range of expertise of stakeholders can be found in the 

list of participants in Appendix 1. 

 

The 18-month planning phase was jointly supported by The John A. Hartford Foundation (JAHF) and the Patient 

Centered Outcomes Research Institute (PCORI). The project was initially conceived by the JAHF as part of its mission to 

improve primary care for older adults with complex health status.  PCORI is involved through its Healthcare Systems 

Improvement mission concerning patients with MCC, and its interest in stakeholder engagement and involvement, 

particularly patients and caregivers.  The Carealign core team includes Caroline Blaum, PI, and Rosie Ferris, Research 

Coordinator, of the PCORI effort, Mary Tinetti, PI, Denise Acampora and Eliza Kiwak of the JAHF component, and 

Jessica Esterson, Project Director. 

 

From the start, the project team included an active steering committee with patient, caregiver, nursing, primary care, and 

specialty care representation that guided all activities. Three advisory groups that later developed into workgroups 

addressed patient and caregiver concerns, provider issues, and healthcare system viewpoints.  A stakeholder who is both a 

patient and a caregiver chaired the patient and caregiver advisory group.  Patients and caregivers were represented in all 

advisory groups and workgroups. Moving forward, the Carealign team will maintain substantial patient and caregiver 

involvement in all next steps of goals directed care development, including pilot testing, developing a research agenda, 

and dissemination.  

 

Chronology 

 

A major in-person ―kick-off‖ meeting in April 2014, during the first four months of the planning phase, resulted in six 

major areas to consider as the Carealign archetype developed: 

 

 Patients‘ goals should drive care. 

 Clinicians must clarify their roles and responsibilities. 

 HIT is needed to support goals directed care. 

 An interdisciplinary team must be part of this type of care.  

 There must be appropriate quality metrics.  

 A business plan is needed.  

 

Subsequently, three advisory groups (a patient-caregiver group; a primary and specialty clinician group; and a health care 

systems group) met by webinar twice a month for four months to develop major themes for Carealign (listed below).  In 

June of 2014, the Carealign team presented and discussed Carealign with the PCORI ambassador group at their 

conference in Minneapolis, MN.  Approximately 40 ambassadors attended a session devoted to Carealign at which Drs. 

Caroline S. Blaum, Co-PI, and Gary Oftedahl, a key member of the steering committee, presented information about 

Carealign, along with two ambassadors who were participating in the Carealign patient and caregiver advisory group. The 

ambassador group, which was diverse in age and ethnicity, provided positive and specific feedback about Carealign.  

Ambassadors pointed out the need for the Carealign team to reach out to patients who have not been involved to get a 

broad perspective.  They suggested several approaches to begin to investigate the role of patient and caregiver 

engagement in goals directed care.  A diverse network of ambassadors was identified for future patient and caregiver 

involvement.  

 

Another meeting in Chicago in September 2014 convened members of the steering committee, representatives of the 

advisory groups and representatives from JAHF and PCORI to review and transform the work of the advisory groups into 

logic models to guide the remainder of the planning phase and Carealign‘s eventual implementation. Nested logic models 

Figure 1: Structure of Planning Group 

Figure 1: Structure of Carealign 
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were developed (Figure 1) that point the way towards specific elements and eventual implementation of Carealign. After 

this meeting, the advisory groups evolved into working groups tasked with reviewing and developing specific, 

implementable components of Carealign. The three working groups were: 1) patient activation and engagement; 2) patient 

attainable goal elicitation and documentation; and 3) primary-specialty alignment. Each group conducted two to three 

webinars, often focused on a specific, potentially implementable tool for Carealign.  For example, the patient activation 

and engagement group discussed the NQF-developed Patient Passport32.  

 

To supplement the calls, two other small meetings were held; the first with representatives from the patient goals 

elicitation group at NYU School of Medicine, and second with representatives of the primary-specialty alignment group, 

hosted by the American College of Physicians, at which the role of the PCMH, as well as ACP-developed primary 

specialty compacts and referral templates were considered.  

 

A final meeting was held in June, 2015 to elicit feedback and advice from patients, caregivers and clinicians new to the 

Carealign approach.  In addition to feedback, we asked attendees to consider what patients/caregivers and clinicians 

would need to do differently to implement patient goals directed, aligned care. Patients and caregivers generally agreed 

that patient/caregiver preparation was important, but there was less consensus regarding whether the provider, or another 

team member, would be better for patient/caregiver preparation. Patients and caregivers also felt they really needed to 

trust their clinician and that patient engagement was critical to the process, as was open communication between clinician 

and patient.  

 

In addition to the work done by the workgroups, expertise was sought regarding three other key components needed to 

develop Carealign:  HIT, evaluation and metrics, and business plan development. Several calls involved experts in HIT 

(see Appendix 1) who advised us that HIT consultants will need to be part of technical assistance prior to any 

implementation.  Two experts on business plan development also participated in several conference calls.  An 

understanding of elements needed for a business plan has been developed and will be part of the pilot implementation (see 

―Next Steps‖ section).  However, a general business plan will need to be informed by the implementation pilot.  Finally, 

several experts, including individuals from NCQA, AAHPM (American Academy of Hospice and Palliative Medicine), 

and CMS participated in conference calls as we developed the evaluation and quality improvement metrics.  We have 

developed an initial plan for evaluation of goals directed, aligned care which is discussed in the ―Next Steps‖ section of 

this paper. 

 

Six Core Elements of Carealign 
 

Some of the first and most significant results of Carealign planning were the core elements developed during the kick-off 

meeting in Dallas. The most critical element identified, culture change, is not listed below as it is overarching and 

necessary, but not sufficient, for accomplishing goals directed care. The six elements include:    

 

Element Description  

Element #1: Patient goals should drive all 

care processes 

There was overwhelming consensus among stakeholders in attendance 

that that patient goals, preferences, and values needed to be the 

underpinning of Carealign. The point was made that patient-centric goals 

can be the focus that unites primary care and specialist clinicians. 

Element #2: Documentation and transmission 

of information in HIT should be goal-

oriented 

Group agreed that there needs to be technology for recording and tracking 

who is on the team, shared measures and decision support appropriate for 

individuals with MCC. Issues that need to be addressed, including 

ensuring the data are easily and readily available across settings and 

mechanisms for patients and caregivers to access and add to the HIT. 

Element #3: Care should be provided by 

interdisciplinary teams 

There was general consensus that multiple providers, with complementary 

skills, are needed to align primary and specialty care around patient goals 

for older adults with MCC.  

Element #4: Quality Metrics are needed to Metrics are vital to every step of the Carealign process. Metrics should 
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Drive Primary/Specialty Patient/Caregiver 

Alignment Toward Patient Goals 

derive the aims, methods, and outcomes. Appropriate metrics create focus 

and drive change; the challenge is to identify appropriate metrics.  

Element #5: Business Case is essential for 

success of Carealign 

In order for the model to be successful there must be incentives, and it 

must be financially and logistically feasible for health systems to 

implement. 

Element #6: A clear articulation of roles and 

responsibilities of primary/specialty 

providers and patients/caregivers is critical 

There must be an explicit discussion and agreement about patient and 

provider roles and responsibilities. Patients and caregivers should be 

recognized as being part of the team. 

 

Themes from Advisory and Work Groups  

 

Based on transcripts and notes from the advisory and working group‘s phone, web and in person meetings, the 

following themes were generated:  
 

Patient/Caregiver Perspective 

 Must elicit and translate patient/caregiver perspective into deliverables of Carealign. 

 Cross-fertilization across Carealign advisory groups to ensure patient/caregivers informs the work. 

 Reevaluation of patient goals, values and fears over time; goals may change with trajectory of illness.  

 Patient defines what is a ―bad outcome.‖  

 Everybody needs ―a somebody‖ to help coordinate care (beyond primary clinician); single point of contact 

(quarterback). 

 Physician may not be the best person to have goals/preferences conversation.  

 Many interventions are preference sensitive (more than we currently consider) but often clinicians don‘t see it that 

way.  

 No consensus on whether burden of care is worth the outcome in patients with MCC (interindividual variability). 

 Open access to electronic health records is needed. 

Primary/Specialty Stakeholders 

 Patient goals must drive both primary and specialty care practices. 

 Decision aids can help in eliciting patient health outcome goals and care preferences, and care decisions based on 

those goals and preferences. 

 It would be helpful to determine needs and wants of patients prior to specialist visit. 

 There must be incentives for providers to encourage investment of time and resources needed to integrate primary and 

specialty care. 

 Hospitals may be fearful as it may reduce utilization of acute care. 

 Three things facilitate integrated care: good PCP presence, physician buy-in, and embedded care manager. 

 Specialty compacts are needed for communication, coordination and agreed upon roles. 

 Smaller networks of providers are needed to align care. 

 Primary physicians and specialists no longer know each other or have relationships. 

 Carealign needs to be seen as a solution to existing provider problems, not as one more thing to do. 

 Carealign addresses overtreatment. 

Systems Redesign including Health Information Technology (HIT) 

 Metrics should drive design and evaluation; and should be in place early on. 

 Achievable metrics should be person, not disease-oriented. 

 Reciprocal iterative processes of design and evaluation must be implemented. 

 Health systems that implement Carealign should have a team that includes an engineer. 

 HIT must be accessible; we need a system that documents patient goals and preferences, is user friendly for clinicians, 

and is accessible to patients and caregivers. 

Health Systems Leaders 

 Carealign presents the opportunity to improve care, enhance quality, and decrease costs. 
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 This model fits into workflow with current staff (not an additional role). 

 Is a good fit with their priorities  

 Carealign could provide a competitive edge by offering care consistent with patients‘ health outcome goals and care 

preferences. 

 Strategy would be to pilot in a few practice sites and roll it out broadly once proven feasible and effective.  

 Challenge of managing multiple innovations. 

 Some thought they were doing goals directed care already. 

 Some expressed concerns about costs related to training, clinician time, and health technology. 

 Need good return on investment (ROI). 

 Offered their sites for testing and implementation. 

 

Barriers and Solutions 

 

Barriers Solutions 

There is innovation fatigue; many 

simultaneous payment and delivery changes 

are occurring. 

Carealign needs to fit the health systems mission, and address a gap they 

have identified. It must not be an add-on, but a redesign in workflow. 

Systems think they are already providing 

goals directed care. 

Identify what the health system is doing, and show how Carealign 

complements and improves, but doesn‘t replace. Also, identify major 

initiatives (e.g. High Value Collaborative project through Dartmouth) and 

determine what is the same and what is different. 

Many clinicians are unable or unwilling to 

move from guideline-driven to goal and 

preference driven care; they are risk adverse. 

Start with clinicians who are able and willing to change; early successes 

will encourage other clinicians. Having a local champion to get started 

and encourage the practice change as it becomes routinized is key. 

However, we must accept that some clinicians cannot do this. 

Some patients may interpret Carealign as 

withholding or providing less care. 

Ensure that clinicians and goal facilitators are well trained and equipped 

to explain the goals of Carealign is not an attempt to withhold care but 

rather to tailor care to their goals and values. 

Lack of consensus among primary and 

specialty care clinicians regarding what 

constitutes quality patient care, and what the 

patient‘s role should be in decision-making. 

Influence clinician views of quality care and patients roles through 

training, incentives and leadership/organizational culture change.  

Electronic health records (EHR) are 

inadequate and lack the ability to document 

patient goals and/or share those goals 

between primary and specialty providers. 

Logistically support modification of EHR‘s to include patient goals and 

share between primary and specialty clinicians, until quality measures and 

financing incentives are in place. 

Clinical workflows tailored to disease-based 

payment and reimbursement do not  allow 

time for providers to have a conversation 

with their patients regarding their goals and 

tailor clinical care to those goals, 

Work with systems engineers to incorporate goals directed into workflow 

and train clinicians accordingly. Once trained, the workflow will be 

simplified as everyone will be working towards the same, rather than, 

disparate outcomes. On a larger scale, communications to influence 

payment reform will facilitate adoption of Carealign. 
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The Logic Model 
 

In September 2014, stakeholders developed a global logic model to articulate the essential inputs, activities, and outputs 

needed to accomplish the desired outcomes and impact of Carealign. This group designed three nested logic models, 

including: 1) Elicitation and transmission of patient/caregiver values, goals, and preferences component; 2) Primary-

specialty interactions and alignment component; and 3) Translation of 1 and 2 into care components of Carealign. These 

models formed the basis for the logic model shown below (Figure 1) which guided the remainder of the Carealign 

planning process, and will form the basis for implementation in the pilot phase.   

 

Figure 1: Logic Model 

 

 
 

 

Infrastructure and Capabilities to Support Carealign 
 

There are certain pre-existing characteristics and infrastructure needed in a healthcare system to successfully implement 

goals directed care. Many of these are found in integrated health systems, patient-centered medical homes (PCMHs), and 

accountable care organizations (ACOs). Such characteristics and infrastructure elements are discussed below.   

 

The healthcare system’s practice leadership must be supportive of the Carealign approach. Healthcare system 

leadership must agree that aligned, patient goals directed care, fits their mission, particularly with respect to providing 

innovative, patient-centered care.  The system must be committed to improving the interaction between primary and 
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specialty care physicians, and must be willing and able to provide financial and other incentives for providers to deliver 

more integrated care that is driving by patients‘ attainable health outcome goals and care preferences. 

 

The healthcare system must be operating in a financial environment that incentivizes value-based care. Such 

environments might include integrated systems that take financial risk, accountable care organizations or similar shared 

savings models, or capitated systems.   

 

Healthcare systems must be willing to make investments. Implementation of the Carealign approach will involve up-

front investments. There must be support for training of facilitators to work with patients and caregivers to develop health 

outcome goals and articulate care preferences.  There must be resources to prepare providers to understand the patient 

goals-directed care approach, time for them to communicate with patients and caregivers and participate in shared 

decision making. There also must be time and resources for providers to develop skills in translating disease-specific care 

into patient goals directed care.  In addition, there will be costs related to HIT enhancements needed to support the 

communication of goals directed and aligned care among patients, caregivers and primary and specialty care providers.  

 

Health system must have appropriate infrastructure and be a reasonable size. It must provide care to a sizable 

number of older adults with multiple and complex conditions. Ideally, there would be minimal turnover of the Medicare 

patient population.  It needs to be large enough to have a population management infrastructure and appropriate data 

analytical capability to handle  patient stratification, identify patients with key chronic diseases, collect and analyze 

quality metrics and provide feedback regarding quality and utilization to providers. 

 

In order to implement aligned, patient goals directed care, a healthcare system also needs to have developed 

interdisciplinary teams.  Stepped care coordination and complex care management must be available for patients with 

MCC. The organization structure should be able to integrate individuals into effective and efficient teams with well-

defined, non-duplicative roles and responsibilities.   

 

Other key components of a healthcare system‘s infrastructure are relationships and clinical links to community resources 

and post-acute care facilities.  Community based resources include social services agencies and support services, home 

care agencies and post-acute facilities.  

 

Training capabilities (can be internal trainers or allow external trainers) must be available. The Carealign approach 

depends initially on training and preparation of clinicians, and collaborative learning and professional standards must be 

continued over time.  Training and ongoing standardized care processes need to be developed for patient and caregiver 

activation, and training of clinician facilitators, nurses, and social workers to assist patients in developing health outcomes 

goals and articulating are preferences.  Similarly, training and preparation capabilities for training providers to deliver 

goals directed care, and to communicate and coordinate among themselves are needed.  

 

Aligned, goals directed care requires HIT capabilities. HIT infrastructure is necessary to promote provider 

communication and documentation of roles and responsibilities, and will facilitate alignment between primary care and 

specialty care.  Appropriate HIT tools are needed for effective bidirectional communications among providers, the care 

team, and patients and caregivers.  Eventually, open access to the EMR for patients and caregivers is desirable.  This is 

beginning to appear in some healthcare systems, and will facilitate successful adoption and dissemination of aligned 

primary and specialty care  that is based on patients‘ health outcome goals and care preferences.  

  



 

Carealign White Paper | 18  

 

 

Section 4: Workflow for Implementing  Carealign: Aligned, Goals Directed Care 
 

The delivery of high value primary and specialty care that is aligned with patients‘ health outcome goals and care 

preferences (the Carealign approach) can be organized within a workflow that is feasible to implement. This workflow 

must have the following components: key health care or practice infrastructure components must be in place: facilitators 

and the rest of the care team must trained to elicit patients‘ health-outcome goals; goals should be transmitted to 

providers, patients and caregivers; primary and specialty providers should agree on roles and responsibilities; providers, 

patients and caregivers should translate goals and preferences into care options; and patients, caregivers and providers 

should choose care consistent with patients‘ goals and preferences.  The diagram below illustrates these steps.  The next 

few pages describe workflow processes that will lead to Carealign implementation. 

 

Figure 2: Carealign primary-specialty care aligned toward patient outcome goals-care preferences 

 

 

 
 

 

Key Operations and Activities by Health System 

 

Before goals directed aligned care can be delivered, the health care system must be able to accomplish the following: 

 

 Perform risk stratification to identify patients who would benefit from Carealign. 

 Prepare clinician facilitators to help patients and caregivers identify their actionable outcome goals and care 

preferences. 

 Implement feasible, effective methods for eliciting actionable patient outcome goals and care preferences. 

 Facilitate agreements/compacts between primary and specialty providers, delineating roles and responsibilities, 

and methods of communication. 

 Prepare primary and specialty clinicians to provide care aligned with patients‘ actionable health outcome goals 

and care preferences. 

 Ensure availability of interdisciplinary clinical teams with the skills and expertise needed to carry out appropriate 

care. 

 Provide complex care management (e.g. referral/ transition management; linkages from clinical to community 

services; clinical services such as monitoring; self-management support; and medication review and adjustment).   

 Present providers with financial and nonfinancial (e.g. time; decreased burden of tasks, simplified documentation) 

incentives to facilitate Carealign implementation.  
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 Ensure that HIT supports: the transmission of goals; the interaction among patients, caregivers, primary care 

providers, and specialists; the transmission of roles and responsibilities of all team members. 

 Provide a patient portal and access to the EHR for patient and caregivers.  Eventually, open access to notes and 

plans of care should be developed. 

 Track care processes and patient, caregiver, and provider outcomes to determine whether the patient goal and 

preference driven care occurred and whether it had the desired outcomes. 

 

Eliciting and Translating Patient Health Outcome Goals/Preferences into Care Decisions  
 

Preparing the facilitators: 

The care team member who facilitates the patient in understanding and communicating their outcome goals and 

preferences (goals facilitator) should be a team member with good communication skills, who has undergone goals 

elicitation training, who wants to do this activity, and who has some medical training in order to have a general idea of 

patient‘s health conditions and care options. Goals facilitators will then undergo additional training in topics such as those 

described below. 

 Understanding family dynamics.  Facilitators must tailor the approach to each patient and family.  They may 

need to be negotiators for some families and deal with patient choices regarding family involvement. Facilitator 

training will provide insight in dealing with family dynamics.  

 Understanding that this is a process, not an event. Some people get the concept quickly and are able to 

articulate their goals and preferences with little facilitation; others can work through the steps in a single visit; 

others will require many visits to get to their goals with help from the facilitator.  

 Dealing with cognitive impairment. Facilitators will require training about decisional capacity, when to use the 

health care agent as the primary decision-maker, and how to understand when the patient is primary even if 

cognitive impairment is present. 

 Choosing the appropriate setting for goals elicitation. Ideally, elicitation should occur when the patient is not 

in crisis. The process should occur at the patient‘s home or in the office, preferably not in the hospital. If 

acceptable to the patient, key caregivers should be included so everyone has the same understanding of patient‘s 

goals. The elicitation can be completed in a single or multiple interactions depending on facilitator and patient 

preferences and availability.  

 Scripting of the elicitation process at a common health literary level is important.  Scripts should aim for a 

5th grade reading comprehension level. All scripts and discussions should be as simple as possible.  

 Throughout the process, assess and clarify patients and caregivers understanding. Through the goal 

elicitation process, assess patient‘s understanding of information delivered.  

 

Preparing the care team for goals elicitation: 

 The whole care team should know what goal and preference elicitation is and why it is important. 

 All members of care team have a role (e.g. supporter — ―how did it go‖ — and champion (role model; encourages 

everyone to participate), introducer, inviter, scheduler, reinforcer (explain how goals fit into care), goals elicitor, 

implementers of goals. Appropriate training must be provided to all team members. 

 

Inviting the patient to participate in outcome goals and care preferences discussion: 

 Any member of team can invite a discussion; a script is useful. Clinicians need to encourage and be supportive of 

goals elicitation. Clinician buy-in is critical.  

 Some people will accept immediately; others may need repeated invitations and discussions of their concerns 

before they are ready. Determine reasons for people who decline the invitation. 

 Invite patient to include whoever is important to the patient and think of them as a unit. Include caregivers, health 

care agents (family needs to know what patient wants; in addition to patient autonomy, family dynamics are 

important). 

 

Initiating the discussion with patients and caregivers: 

 Prepare patients and caregivers for the goals facilitation meeting including an overview of the meeting. Give 

patient questions to think about before they see facilitator. Give patient information regarding what to expect.  
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 The first meeting addresses “What do you understand about why you are here? What is most important to you? 

What is your understanding of your health status?” Ask about their current understanding of their health 

conditions and their care, ascertaining if there are aspects of their condition or care that is particularly bothersome.  

 Discussion about patient’s values.  One way to help initiate conversation is by asking the patient about general 

values. Values refer to fundamental beliefs about one‘s self and life; they are stable over time despite changing 

circumstances. Appealing to what patients feel is most important and meaningful in life provides a useful and 

patient-centered context for discussing health behaviors and decisions.  

 Expectations and health trajectory. Help patients and their caregivers understand expectations for possible 

events and health course, as there are often expected trajectories for chronic health conditions.     

 Explain what health outcome goals and preference are, and why it is important for patients to think about 

and communicate them. Also, explain why knowing these goals and preferences is essential for caregivers and 

providers, and emphasize that understanding outcome goals and preferences is an ongoing process that will be 

reconsidered periodically. Family members/caregivers may have disparate goals at first. Uncovering that 

possibility is important to subsequent decision-making. 

 

Eliciting specific, measurable, and actionable health outcome goals and care preferences: 

Once the facilitator is sure that the patient and caregivers understand the need to prioritize across outcomes, they should 

then help the patient identify his/her own health outcome goals that are (SMART): specific, measurable, achievable, 

results-focused and time-bound over a defined period. given the patient‘s health conditions and available treatments.   

 Identify issues that are most important. Help patient and caregivers identify issues that are most important to 

them; that are most bothersome, that are of greatest concern, and that can be affected by health care interventions. 

This may be an iterative process between values and goals, with values helping to elicit outcome goals. 

 

Translate these values and concerns into health outcome goals (usually three to five goals). Helpful processes are: 

 Provide an example. Value may be, ―I want to live as long as possible in my home.” SMART goals and care 

preference might be,‖ I want to live in my home until I can no longer cook or have meals at home or get to the 

bathroom by myself. If needed to stay home, I am ok with home health aide services part of the day as long as I 

have at least 8-10 hours alone a day.” 

 Translate into outcomes (endpoints) the areas that patients say they are having difficulty with, are concerned 

about. 

 If the individual understands what specific, measurable, and actionable health outcome goals are, then the 

facilitator can start an open-ended discussion to allow individuals to identify what is most important to them.  

 Some patients have difficulty starting with ―a blank sheet.‖ If an individual is not sure how to start considering 

his/her health outcome goals, then the facilitator presents pre-determined categories (e.g. function, social 

engagement, and symptoms) to assist the patient with the process.  

 Help patient consider both immediate/short term and long term outcome goals. Short and long term health 

outcome goals are separate processes.  

 When people seem to overreach, break the big, seemingly unrealistic goal into smaller steps, creating more 

achievable and actionable outcomes.  

 Facilitate creating priorities if outcome goals are in conflict. Conflicts between goals need to be made clear. For 

example, a patient with COPD, heart failure, and diabetes may identify living as long as possible and not going 

back on a ventilator as two of his health outcome goals. However, these goals are in conflict; in such a situation, 

the facilitator can help the patient identify which goal matters the most and what he or she is willing to do to 

achieve it.  

 

Ascertain care preferences: 

Once a patient identifies his/her specific, measurable and actionable health outcome goals, help the patient understand 

how to think about what and how much he/she willing to do in order to achieve these goals. This step is important because 

people have limitations in what they are willing to do and accept to attain their goals (acceptable care burden or treatment 

preferences).  

 Ascertain patient‘s level of confidence in achieving these goals. 

 Identify triggers for having patients reassess their health outcome goals and preferences. 
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Outcomes of goal elicitation process: 

 Three to five specific, measurable, actionable, realistic, and time bound (SMART) goals; while SMART goals are 

meant to be achievable and realistic, note that selecting aspirational may be motivating for some people.  

 Patient and caregivers have a sense of expected health trajectories, of their current care burden and what is 

acceptable and not acceptable to them in terms of patient workload.  

 Patients and caregivers are ready to engage with clinicians in shared decision-making related to translating goals 

and preferences into care decisions. 

 Patients and caregivers have questions to take back to clinicians from the meeting; this subsequent conversation 

helps patients and clinicians clarify goals and determine optimal treatments.  

 

Document and transmit patient’s health outcome goals and care preferences:  

Patient‘s health outcome goals and care preferences are a scripted and/or template document, which is dated, incorporated 

into the electronic medical record, and transmitted to patients (through the patient portal or hard copy as 

patients/caregivers prefer) and key clinicians. Facilitator sends patient a one-page summary of what is important and 

reminds patient of their conversation. Follow up visits may be helpful. Patients can also bring this document with them to 

every clinical visit. This template is used in referrals and communication among providers to facilitate shared decision-

making and care planning aligned with patient‘s goals and preferences. 

 

Workflow for Primary/specialty Care Alignment for Patient Goals Directed Care: 

Primary and specialty clinicians, patients, and caregivers will be working within a practice/health care system that has key 

structures (e.g., compacts, e-consults, consult templates) in place, or is working to develop such structures. These 

processes and structures will need to be developed and adapted for each practice. Two particularly important processes 

need to be agreed upon to provide integrated patient goals directed care: 1) explicit roles and responsibilities that each 

provider will have with a patient; and 2) type and method of interactions among clinicians (right side of Figure 2). 

 

Primary care, specialists, patients, and caregivers agree to roles and responsibilities and type of interactions: 

The explicit roles and responsibilities that each clinician will have in relation to a patient will depend on the expertise 

needed for a patient‘s predominant health conditions and upon the patient‘s goals and care preferences. Categories 

articulated by the American College of Physicians and others include: 

 Consultant (advice only).  Provide an opinion and/or advice on a discrete question regarding a patient‘s diagnosis, 

diagnostic results, procedure, treatment, or prognosis. The primary care provider (PCP) remains the primary point 

of contact after the specialty consultation. The specialist provides a detailed report on the diagnosis and care 

recommendations to the PCP but does not manage the condition.  

 Co-management. Both primary care and specialty care providers actively contribute to patient care and define 

their respective responsibilities including first contact for the patient, drug therapy, referral management, 

diagnostic testing, patient education, care teams, patient follow-up, monitoring.  

 Complete transfer of care to specialist for entirety of care. Due to the complex nature of the disorder or consuming 

illness that affects multiple aspects of the patient‘s health and function, the specialist assumes the total care of the 

patient and provides first contact, ready access, continuous care, comprehensive and integrated medical services 

with links to other providers and community resources as needed.  

Regardless of the agreed-upon roles and responsibilities, primary care providers, specialists, patients, and caregivers must 

agree on a designated primary point of contact and clinical care integrator. This individual should be the provider with 

whom the patient interacts the most.   

 

Agreements/compacts: 

Compacts facilitate integration and coordination for patients through articulation of bidirectional expectations related to 

types of care, communication of pertinent clinical information and patient preferences, access and availability, and 

collaborative development of care plans for shared patient care (Westminster Neighborhood Implementation Guide, 

2011). These elements appear to be useful tools for both primary care and specialty practices, and there is increasing 

recognition that improved referral, information flow, and responsibility designation can best be implemented through the 

development of these service agreements or compacts. These are not legal documents but rather shared written agreements 

among providers. 
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General approach for primary and specialty clinicians to implement patient health outcome goals and preference 

directed care: 

A final key process is the translation of disease specific care into patient health outcomes goals directed care, taking into 

account preferences and assuring aligned care among all the providers.  Guiding principles include: 

 The primary clinical integrator of care reviews potential decisions arrived at by each clinician and ensures that the 

care is: 1) consistent with patient‘s goals and care preferences; and 2) aligned with all other care. Every clinician 

looks at the goals and prescribes care from the perspective of his/her expertise. The integrator then makes sure the 

entire plan of care is consistent with goals and preferences. If it is not, the integrator communicates with the patient 

and caregivers, and other providers and discusses until agreement is reached on the care plan. 

 The primary clinical care integrator also reviews and communicates timeline for future tests, procedures, or secondary 

referrals and clarifies who is responsible to institute, follow-up and manage the information.  

 

Processes for translating patients’ health outcome goals and care preferences into care decisions: 

 Primary care and specialty clinicians use patient health outcome goals and care preferences in discussing options 

with patients and caregivers. 

 Decision-making and care directed by patient‘s goals is not dogmatic. Rather there is usually a range of pros and 

cons. 

 Clinicians, patients, and caregivers should participate in shared decision-making with the aim of selecting care 

options that offer the best likelihood of achieving the patient‘s own health outcome goals within the context of 

their care preferences. 

 The concept of tradeoffs is essential to addressing health outcome goals and preferences and engaging in shared 

decision-making. Consider and communicate the tradeoffs inherent in health care decisions.  

 Patients‘ conditions and circumstances change and these changes may affect goals and care preferences, as well as 

ability to tolerate different symptoms and burdens of treatment. 

 Anticipatory guidance facilitates decision-making. There are some expected trajectories for a person with chronic 

conditions – what seems acute is sometimes expected.  

 Knowing what is an unacceptable outcome of care or health outcome or what might make life unbearable or not 

worth living can help drive major decisions. ―What is unacceptable outcome for you? What might make life 

unbearable or not worth living for you?”  Patient and clinicians can use information from goals and preference 

elicitation on which to base later immediate decisions, but clinicians need to revisit the goals and preferences in 

the context of current situation. 

 

General steps in providing patient goals directed care: 

 The disease-based problem list must be complemented or replaced with a list of SMART goals, care preferences, 

unacceptable health outcomes, and unacceptable treatments. 

 Include the patient‘s actionable health outcome goals and care preferences in all communications among 

clinicians. 

 Begin each patient-clinician encounter by reviewing current goals and preferences and ask if any have changed. 

Patient‘s actionable health outcome goals and care preferences should be reviewed regularly and updated if 

appropriate. 

 Whenever possible, suggest simple, quick interventions that address one or more outcome goals. 

 If the decision process is too confusing or there are too many goals and options, patients may need to prioritize 

which outcome goal is most important and start with that one. The clinician assures patient and caregiver that they 

can and will address other goals over time.  

 Consider whether staggering treatments/procedures rather than provide all at once would be equally effective. 

 Consider time-limited trials to see if and how they affect the patient‘s goals.  

 Discuss how patient wants to participate in decisions:  

The clinician could start either by selecting (narrowing) which options to present based on patient‘s specific, 

actionable outcome goals and care preferences OR by providing patients and caregivers with the pros and cons 

for each diagnostic or treatment option and then discussing how these options align with the patient‘s outcome 

goals and care preferences.  
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 Review current care to discuss which items are consistent, and which are not consistent, with patient‘s SMART goals 

and care preferences. (E.g. How does a specific goal such as having enough energy to be able to get to church 

change care? As you think about clinical treatment, to what extent are those linking to a patient‘s SMART goal?) 

 Perform periodic patient goal directed medication reconciliation. Go through the pros and cons of stopping or 

adjusting medications. Explore the patient‘s medication beliefs. Stop or reduce unnecessary medications, 

particularly those that may be contributing to burdensome symptoms. 

 

Steps involved in specific care decisions: 

 Clinicians map disease-specific outcomes onto patient actionable health outcome goals in order to guide decision 

making. 

 When providers present care options, pros and cons are in context of patient‘s goals and care preferences.  

 Clinicians offer information about benefits/burdens of pending treatment decisions in honest and balanced 

manner. Uncertainties of treatment benefit on disease-specific and patients‘ stated outcome goals are shared with 

patients and caregivers. 

 Consider the likelihood that each option addresses the patient‘s health outcome goals and is consistent with their 

care preferences. For those who want to hear options most consistent with their goals and preferences, ―Knowing 

that your goals are… and your care preferences are… these are the two options that I think will get you closest to 

your desired outcomes.” 

 Consider appropriateness of available evidence for patient (e.g. likelihood of benefit; life expectancy; competing 

conditions). 

 Discuss how long to try a particular treatment until all decide it is ‗working‖; what would make you or the patient 

or caregiver consider stopping the treatment? 

 Assess patient‘s understanding of information delivered using teach back technique. Clarify information as 

needed.  

 Revisit treatments periodically to determine if they are helping achieve outcome goals and if they are still 

consistent with outcome goals and care preferences. Clinicians may want to send patient back to facilitator when 

they are facing acute decisions if goals and preferences seem conflicting or inconsistent (e.g. if goal is to live as 

long as possible). 
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Section 5: Next Steps for Carealign 
 

The planning process provided three clear next steps for the development of aligned, goals directed care. 

 

1. Pilot Carealign in a health care system with supportive infrastructure (PCMH, ACO). This process has two stages.  

First, develop technical assistance for processes needed to implement Carealign, including training facilitators to 

work with patients and caregivers to elicit health outcome goals, developing appropriate workflows and HIT 

capability, and preparing clinicians to translate disease-specific goals into outcomes-goal aligned care. Second, 

implement Carealign within a health care system. 

2. Assemble evidence for the Carealign approach. We will evaluate Carealign within the pilot implementation along 

multiple domains including feasibility and appropriate implementation, quality of goals directed care measured by 

patient and caregiver reported outcomes, and health care utilization and value. Concomitantly, based on 

implementation experience, we will develop a business plan for the pilot site and a more general business plan for 

future dissemination 

3. Build demand for Carealign and begin dissemination. A communication strategy and a research agenda for goals 

directed aligned care is needed to complement the emerging evidence and business plan in order to assure 

dissemination of goals-direct, aligned care.  

 

Pilot Carealign: Technical Assistance and Implementation Pilot 
 

In the next three years, we will develop technical assistance for Carealign and the many processes that are needed for its 

implementation: training of facilitators, eliciting and transmitting patient goals, preparing physicians as they work on 

developing roles and responsibilities and translating disease specific care into goals directed care. As the technical 

assistance develops, we will pilot Carealign in a large primary care practice/health care system in Connecticut, ProHealth, 

to assess its feasibility and sustainability.  

 

We have identified partners for the technical assistance and development for the implementation pilot.  Our partners 

include people with expertise in patient goal elicitation, facilitator training, clinical redesign, clinical algorithm 

development, HIT, quality measurement, and implementation science methodologies. On the clinical side, our partner 

health care system is experienced in clinical innovation and is excited to be the first health care system to adopt Carealign. 

They meet the criteria we identified for a health care system partner: supportive leadership, medical home/ACO, 

commitment to patient-centered care, and a history of participation in other health care related innovations. We plan a 

three-year intervention involving 150-200 patients who will undergo the Carealign intervention and compare their 

experience to controls in other areas of the same practice.  The evaluation method is below (See Appendix 2). 

 

Assemble Evidence: Evaluate the Carealign Pilot 
 

Outcome measures will reflect whether patient goals directed care has been delivered. Our goals directed care will take 

place within a high performing, large, organized practice with interdisciplinary teams and stepped care coordination 

already in place; this is the baseline infrastructure needed for goals directed care.  Metrics that ensure these structures are 

in place to accomplish key care processes are plentiful through the established patient centered medical home metrics that 

ProHealth already collects. National Center for Quality Assurance or an equivalent patient-centered medical home and 

accountable care organization accreditation are important metrics, and measures that are relevant to Carealign will be 

identified and tracked.32 In addition, patient and team surveys regarding presence of key infrastructure, such as stepped 

care coordination, will be used. 

 

Surveys are available to assess patient activation and the delivery of patient-centered care.  Other relevant measures could 

assess medication complexity and caregiver burden. Examples include: Patient Activation Measure; 24,33,34 Patient 

Perception of Patient-Centeredness (PPPC);35 Medication complexity scale;33-39 and Caregiver burden scale.40,41 We will 

measure how the care team, including the patient, caregiver, and clinical team has aligned care with patient goals.  We 

will evaluate the team‘s patient and caregiver experience as this process is implemented, and assess whether the aligned 
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care plan is in place and appropriately updated and known to the team.  Possible measures include: The COLLABORATE 

measure;42 survey of care team clinicians and patients/caregivers; and information in the EMR. 

 

Quality of Care and Patient Outcome Measures 

Key outcomes are patient and caregiver reported outcome (PRO) measures. Examples include PROMIS universal (cross-

disease) outcomes for function; symptoms; well-being; social roles;30,43 treatment burden;18 and patient and caregiver 

experience (e.g. Press Ganey,44 Hospital Consumer Assessment of Healthcare Providers and Systems45). 

 

Health Care Costs and Utilization 

Some important metrics of health care utilization and cost include: emergency department (ED) visits; hospitalizations 

(e.g. number of admissions, number of hospital days); intensive care unit (ICU) days; number of different specialists and 

specialist visits per year; number of primary care visits per year.  

 

Assemble Evidence: Create a Business Case 

 
A business case is one of the most essential pieces of evidence Carealign needs to produce. We have information that 

allows us to begin to articulate the framework for a business case, gleaned from conference calls with stakeholders and 

with executives from eight large health care systems. We will investigate health care system business strategies in light of 

what we learned from our health care system interviews, investigate relevant assumptions about structure, size, financial 

environment and market characteristics that influence business strategies, and determine the scope of our business case 

development plan.  

 

Based on identified business strategies and principles of the health care market, we will develop several models for return 

on investment of goals directed and aligned care under different assumptions regarding factors including: market position; 

financing environment; amount of financial risk a given health care system accepts; amount of financial risk the health 

care system is willing to undertake to innovate or to increase market share/competitive advantage; size of the health care 

system; and structure of the health care system.  

 

Build Demand for Carealign and Begin Dissemination 
 

While demonstrating the feasibility and effectiveness of patient goals directed care, we simultaneously need to heighten 

awareness of, and create demand for this care among target audiences. With the help of consultants and stakeholders, we 

will develop and implement a strategic plan to promote Carealign and patient goals directed care to multiple audiences. It 

will take the investment of many to make this initiative work.  

 

We plan to implement a multifaceted strategy that includes message development, advocacy campaigns, social media and 

strategic communications, and branding.  

 

We need to demonstrate the value of goals directed care for persons with MCC. We need to frame and describe the shift 

from disease based to goal based care for patients, families and caregivers; primary and specialty clinicians; national 

organizations; health systems; payers; health policy makers; and local communities. Each of these audiences are key to 

growing and sustaining patient goals directed care. Each must see how goals directed care meets their needs. Each must 

feel invested in the quality and value that patient goals directed care has the opportunity to provide. While there must be a 

single integrated message of what patient goals directed care is and what it will accomplish, how that message is 

conveyed will vary according to the needs and perspectives of each target audience. 

 

While we will launch our communication strategy early in the pilot phase, we expect to expand our communication 

outreach once we have evidence of Carealign‘s feasibility and effectiveness from the pilot. Communication efforts will be 

more effective with mounting evidence supporting the benefit of the Carealign approach. 
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DISCLAIMER: All statements in this report, including its findings and conclusions, are solely those of the authors and 

do not necessarily represent the views of the Patient-Centered Outcomes Research Institute (PCORI), its Board of 

Governors or Methodology Committee. 
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we thank the steering committee for their leadership and guidance, including: 

Michael Parchman, Fred Masoudi, Eileen Sullivan-Marx, Gary Oftedahl, and 

Phil Posner and Libby Hoy who represented the patient and caregiver 

perspectives on the committee.  
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Appendix 1: Stakeholders and Participants 

 

Carealign Collaboration Participants  

Name Organization/Affiliation 

Bill Adams Patient/Caregiver 

Denise Acampora Yale University School of Medicine  

Kyle Allen Riverside Health System  

Eric Anderson Allina 

Anne-Marie Audet The Commonwealth Fund 

Janet Austin Serenity!Now: Serving Women in Chronic Pain 

Courtney Baechler Cardiologist, Penny George Institute for Health and Healing, Allina Health 

Richard Baron President and Chief Executive Officer, ABIM & ABIM Foundation 

Michael Barr National Committee for Quality Assurance 

James Benneyan Northeastern University 

Amy Berman The John A. Hartford Foundation (JAHF) 

Caroline Blaum New York University Langone Medical Center 

Chad Boult Consultant 

Linda Briggs Gundersen Health System 

Jane Brock Telligen 

Julie Bynum 
Geisel School of Medicine at Dartmouth and The Dartmouth Institute for Health 

Policy and Clinical Practice 

Elaine Christiansen Patient/Caregiver 

Holger Christiansen Patient/Caregiver 

Carolyn Clancy Department of Veterans Affairs 

Steven Clauser Patient-Centered Outcomes Research Institute 

Perry Cohen Patient representative 

Eric Coleman University of Colorado School of Medicine 

Amy Cotton Eastern Maine Healthcare Systems 

Steven Counsell Indiana University (IU) School of Medicine 

Lynn Disney Patient-Centered Outcomes Research Institute 

Craig Doane American Academy of Family Physicians 

John Dodson New York University Langone Medical Center  

Michael Donahue Eastern Maine Healthcare Systems 

David Dorr Oregon Health & Science University 

Christie Erickson Nurse Practitioner, Essentia Health 

Marcus Escobedo The John A. Hartford Foundation 

Jessica Esterson Project director 

Glyn Elwyn 
The Dartmouth Health Care Delivery Science Center and The Dartmouth Institute for 

Health Policy and Clinical Practice 

Claire Fagin 
Jonas Center for Nursing Excellence, School of Nursing at UCal Davis, and Hunter 

College 

Rosie Ferris New York University School of Medicine 

Jessica Briefer French National Committee for Quality Assurance 

Terri Fried Yale University School of Medicine and VA Connecticut Healthcare System 

Dominick Frosch Gordon and Betty Moore Foundation 
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Karen Frederick Gallegos WellPoint 

Toni Gaetani Beacon Health 

Richard Grant Kaiser Permanente Northern California 

Carol Greenlee Western Slope Endocrinology 

Bernard Hammes Gundersen Health System 

Bruce Hanson Caregiver perspective 

Jennie Chin Hansen American Geriatrics Society 

Gene Harkless University of New Hampshire 

Alex Hartzman Patient-Centered Outcomes Research Institute 

Tudy Hesselroth Patient/Caregiver 

Richard Holden Indiana University, School of Informatics and Computing 

Peter Hollmann Blue Cross & Blue Shield of Rhode Island 

Libby Hoy Patient & Family Centered Care Partners 

Aingyea Kellom Patient-Centered Outcomes Research Institute 

Kathleen Kelly Family Caregiver Alliance and the National Center on Caregiving 

Ken Kephart Twin Cities Medical Society 

Neil Kirschner American College of Physicians 

Eliza Kiwak Yale University School of Medicine 

Thomas Kottke Cardiologist, epidemiologist, medical director for population health, HealthPartners 

Randall Krakauer Aetna 

Bruce Leff Johns Hopkins University School of Medicine 

Joan Leon World Institute on Disability  

Christopher Langston The John A. Hartford Foundation (JAHF) 

David Luehr Medical Director, Primary Care, Integrity Health Network 

Nancy Lundebjerg American Geriatrics Society 

John Lynch ProHealth Physicians 

Michael Malone 
Aurora Health Care- Senior Services and the Aurora Visiting Nurse Association of 

Wisconsin 

Eileen Sullivan-Marx New York University College of Nursing  

Frederick Masoudi University of Colorado 

Daniel Matlock University Of Colorado School Of Medicine 

Diane Meier Center to Advance Palliative Care 

Toni Miles Institute of Gerontology, University of Georgia-Athens 

Mancel Mitchell Medical Director, North Clinic 

Sheila Moroney Director, Patient Experience Services at Hennepin County Medical Center 

Aanand Naik Baylor College of Medicine, VA Health Administration 

Gary Oftedahl  Consultant 

James Pacala Family physician, University of Minnesota Physicians 

Michael Parchman Group Health Research Institute 

Joanne Pohl University of Michigan School of Nursing 

Phil Posner Oak Ridge Institute for Science and Education (U.S. Department of Energy)  

Wendy Prins National Quality Forum 

Susan Reinhard Public Policy Institute, AARP 

David Reuben University of California, Los Angeles (UCLA) Center for Health Sciences 
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Christine Ritchie University of California San Francisco 

Ronnie Rosenthal Yale University School of Medicine and VA Connecticut Healthcare System 

Caroline Ryan Center for Disability and Aging Policy 

Iyad Sabbagh Eastern Maine Healthcare Systems 

Earl A. (Tripp) Samson III 

President and Chief Investment Officer at Landmark Management, Inc.; Treasurer and 

Chair of Finance and Investment Committees and Former Chairman of the Board of 

Trustees of the Darrow School in New Lebanon, NY; and Founding President of the 

Sakonnet Point Club 

Sandra Schellinger Allina 

Sue Schettle Twin Cities Medical Society 

Richard Schilsky American Society of Clinical Oncology 

Sarah Hudson Scholle National Committee for Quality Assurance 

Belinda Schoof American Academy of Family Physicians 

Matthew Schreiber Spectrum Health 

Robert Schreiber Hebrew SeniorLife, Healthy Living Center of Excellence 

Joe V. Selby Patient-Centered Outcomes Research Institute 

Susan Sheridan Patient-Centered Outcomes Research Institute 

John Sprandio Delaware County Memorial Hospital 

C. Todd Staub ProHealth Physicians 

MaryAnne Sterling Connected Health Resources 

Stephen Taplin National Cancer Institute 

Stephen Tarnoff Group Health 

James Tew University of Pittsburgh School of Medicine 

Mary Tinetti Yale University School of Medicine 

Mary Norine (Minnow) 

Walsh 
St Vincent Heart Center of Indiana 

Erin Westphal Scan Foundation 

Carol White Patient/Caregiver  

Nancy Whitelaw NCOA (previously) Health, Practice change fellows program 

David Wilner Summit Eldercare 

Lisa Winstel Caregiver Action Network 

Peter Yu Palo Alto Medical Foundation 

Jean Yudin Perelman School of Medicine at the University of Pennsylvania 

Judy Zerzan Colorado Medicaid 

 

 

 

 

 

 

 

 

 

 

 

 



 

Carealign White Paper | 33  

 

Appendix 2: Metrics Table   

Domain Metrics/Measures Data source  
 
PROGRAM MONITORING AND PROCESS EVALUATION 
 
Training and preparation 
Clinicians for patient goals 
elicitation identified and 
trained 

-Training methods identified (Yes/No) 

-Number of facilitators identified 

-Facilitators complete training (Yes/No) 

-Facilitator complete continuous ―on the 

job‖ learning (Yes/No) 

-Health system administrative 

data 

-Curriculum materials 

 

Primary and specialty 
clinicians identified and 
prepared to deliver goals 
directed care 

-Methods identified for clinician 

preparation, i.e., learning    collaborative, 

specialty society input, interactive sessions 

-Number of appropriate clinicians 

identified 

-Clinicians have identified time for 

preparation (Yes/No) 

-% of clinicians who were identified who 

have/are actively participating 

-Health system administrative 

data 

-Curriculum materials 

 

Triggers to identify appropriate 
patients are in place and 
implemented 

-Triggers identified through health system 

information such as quality or utilization 

information (Yes/No) 

-Number of triggers identified 

-Triggers available in health record 

(Yes/No) 

-Triggers utilized by care teams (Yes/No) 

-Health system administrative 

data 

-Electronic medical records 

Appropriate patients and 
caregivers are identified and 
invited to participate  

-Numbers of patients and caregivers 

identified  

-Number of patients invited 

-Number of patients and caregivers who 

agree to participate 

-Administrative records 

-Scheduling system 

Patient goals and preferences 
elicited  
  
 

-% of patients identified whose goals and 
preferences are elicited  
-Number of appropriate patients who get 
goals/preferences elicited 
 
 

-Health system administrative 

data 

 

Documentation of patient 
health outcome goals directed 
care and shared decision-
making is present in accessible 
areas for the electronic health 
record and accessible to 
clinicians, patients and 
caregivers 

-Information available in appropriate and 

accessible  areas of the electronic medical 

record (Yes/No) 

-Patients, caregivers and clinicians can see 

all documentation (Yes/No) 

-Use of patient portal (Yes/No) 

 

-Health system administrative 

data 

-Electronic medical record 

-Scheduling system 

 

Healthcare system identifies 
plan and mechanisms for 
primary specialty agreements 
about referrals and ongoing 
care 

-Number of agreements about referrals 

-Number of agreements of ongoing care 

-% of clinicians participating in agreements 

-% agreed upon mechanisms are followed 

-Health system administrative 

data 

Roles and responsibilities of providers defined and agreed upon 

Roles and responsibilities 

known and transmitted to 

patients, caregivers and 

clinicians 

-Agreements/compacts outline roles and 

responsibilities 

-Roles and responsibilities defined for 

healthcare system 

-Clinician survey 

-Patient/caregiver survey 

-Project assessment 

instrument 
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-Patient and caregivers know and 

understand roles and responsibilities 

 

-Health system administrative 

data 

-EHR 

―integrator‖ agreed upon and 

known to team 

-Patients and caregivers know who 

integrator is 

-Agreement among clinicians is transmitted 

to all clinicians and to patients and 

caregivers 

-% of patients with goals/preferences 

elicited who have integrator 

-Clinician survey 

-Patient/caregiver survey 

-Project assessment 

instrument 

-Health system administrative 

data 

 Patient outcome goals and preferences translated into clinical care 

Infrastructure and work flow of 

PCMH-H in place 

-PCMH-N in place in healthcare system -NCQA or equivalent 

accreditation 

-Patient caregiver survey 

-Clinician survey 

Shared decision making occurs -Patients and caregivers agree that they are 

participating in shared decision making 

-Patient caregiver survey 

-Clinician survey 

-COLLABORATE measure 

Interdisciplinary team (IDT) 

and stepped care coordination 

ongoing 

-IDT activities: assessment and care 

planning ongoing  % patients with 

documented care plan, % with 

comprehensive needs assessment, evidence 

of connection with community resources, 

Single point of contact for ongoing 

communication with patient and caregiver 

-Periodic review of assessment and 

interdisciplinary care provided 

-Patient and caregiver survey 

-Team survey 

-Project assessment 

instruments 

-EHR 

-PCMH metrics 

Plan of care available to 

patients, caregivers, clinicians 

for modifications and updates 

-Patient portal/ open notes in place 

-Bi-directional communication through 

EMR 

-% of time goals got transmitted 

 

-EHR 

OUTCOME EVALUATION  

Goal directed care delivered 

Patient/caregiver measures -Satisfaction with care/new team care 

model 

-Patient activation measure 

-Patient and caregiver burden/work  

-Unwanted care avoided 

-Adverse effects avoided 

-Patient and caregiver surveys 

(are probably some measures 

in use) 

-Choosing wisely  

Aligned Care delivered  

Team works together Collaborate measure Patient caregiver survey: 

Collaborate 

Care team experience Team experience assessed Survey of care team  (no 

known measure per Leff and 

Richite) 

Shared plan of care for 

patients/caregivers/providers 

Shared plan is in place and appropriately 

updated and modified  

Survey of 

patient/caregiver/care team 

EHR 

BETTER overall health and healthcare 

Patient/caregiver reported 

outcomes 

-Patient function and quality of life 

-Caregiver confidence/quality of life 

-Promise 29 

-PAM 13 

-CCAP measure 
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Health Care Utilization Rate of hospitalizations (per month) admin data 

Rate of hospitalizations by type of 

ambulatory 

care–sensitive conditions (ACSCs) 

Classified by principal 

discharge diagnosis [ICD-9] 

code. 

Number of ED visits Admin data 

Number of different specialists visits/year Admin data 

Number of primary care visits/year Admin data 


