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INTRODUCTION

“Will I do better if my care is delivered by a team? Will my chance of having a better outcome
improve? This is what I value. This is the bottom line.”

Jessie Gruman (1953-2014), founder and president of Center for Advancing Health and workgroup
member.

In a discussion paper published by the Institute of Medicine (IOM) in 2012, the authors laid out the core
principles and values of effective team-based health care in the belief that achieving a three-part aim—
improving patients’ experience of care, achieving better population health, and reducing per-capita cost
of health care—would require clinicians to work effectively in teams and for multiple teams to work
effectively with each other (IHI, 2014; Mitchell et al., 2012). They also underscored that the promise
of high-value and high-quality health care could not be realized without including patients? and their
families as invited members of, or partners with, their health care teams (Wynia et al., 2012).

In this discussion paper, we explore how patients view their role in team-based care and explain what is
needed to foster effective partnerships of patients and health care providers to create high-functioning
teams that meet patients’ needs. It stems from the view that it is important that the evolving health
care system better serve patients and society and that team-based care and effective partnerships with
patients across the care continuum contribute to achieving that goal. Team care takes place in various
settings and clinical situations, and because it is beyond the scope of this work to explore all of these
diverse settings, we focus on primary care settings where team-based care is provided.

1 The authors are participants in the activities of the IOM Roundtable on Value and Science-Driven Health Care’s
Best Practices Innovation Collaborative.

2 Please note that any reference to “patient” throughout this paper includes the patient and his/her family, with
“family” referring to anyone who functions in that capacity on behalf of the patient, such as a caregiver.
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The authors® are participants drawn from the Best Practices Innovation Collaborative of the IOM
Roundtable on Value & Science-Driven Health Care, which seeks to improve public understanding,
appreciation, and evidence-based discussion of the nature and use of evidence to guide clinical choices.
The Collaborative is inclusive and its participants are drawn from organizations representing clinicians
on the front lines of health care delivery, employees of government agencies either actively involved
in patient care or with programs and policies centrally concerned with identification and application
of best clinical services, members of the health professions, patients and patient advocates, and others
involved in transforming health care.

We offer background about patient-centered care in the United States and team-based care. We then
present general findings, including rich details derived from the literature review and one-on-one
interviews, which appear in the appendix. The interviews extend our past work and differentiate this
paper from its predecessor. In interviewing patients, surrogate decision makers, providers who practice
team-based care, and organizations that champion such care, we found a common thread: The desire
for clear roles for patients on their health care team, shared decisions, and enhanced communication
between patients and other health team partners.

We begin by highlighting key takeaways identified from the review and interviews, and conclude with
targeted suggestions for practice- and organization-based improvements as well as ideas for the research
community to broaden the knowledge, understanding, and evidence base for effective patient-centric
partnerships in team-based care across the full continuum of settings and time.

Key tenets for partnering with patients on health care teams

»  Ensure clarity about patients’ roles as health team partners. Patients and providers want clarity
about roles and expectations for patients as team members that recognize variation from one patient
to another as well as team-to-team variation. Patients want care that is coordinated and considers
their real life as a whole person, not just as a patient defined by a health condition. In some cases,
providers may simply meet patients where they are because some patients already seek to play
more active roles in their care, but are unclear how to proceed. In some cases, providers may need
to be more proactive and invite, facilitate, and nurture such active partnerships with patients. (See
Table 2, p. 11.)

*  Support shared and personalized decision making. Providers should be consistent and proactive
in inviting patients to partner and should welcome the dynamic nature of patients’ preferences for
participating in care and shared decision making. Patients may prefer a more passive role some or
even all of the time; providers need to anticipate and respect that. Readiness of key stakeholders
to support creative and collaborative partnerships is essential for effective high-functioning teams.

*  Enhance communication among care team partners. Patients and providers want effective

3 Suggested citation: Okun, S., S. Schoenbaum, D. Andrews, P. Chidambaran, V. Chollette, ]. Gruman, S. Leal, B.
Lown, P. Mitchell, C. Parry, W. Prins, R. Ricciardi, M. Simon, R. Stock, D. Strasser, C. E. Webb, M. Wynia, and D. Henderson.
2014. Patients and Health Care Teams Forging Effective Partnerships. Discussion Paper, Institute of Medicine, Washington,
DC. http://www.iom.edu/patientsaspartners



communication channels that support transparency and availability of health care information (e.g.,
lab results) and patients want convenient access to information and the team (e.g., portals, e-mail, a
single point person). Research should seek out patients’ perspectives and insights about vocabulary,
roles, and expectations and should collect data on outcomes and experiences of care, both positive
and negative.

Table 1: What is an effective health care partnership?

An effective health care partnership includes health providers working in concert with patients and family caregivers
to achieve positive experiences and mutually agreed-upon outcomes.

Patient and family caregivers share insights and context about their needs, goals, preferences, and experiences in
collaboration with health providers who, in turn, contribute their clinical knowledge and expertise. Each member of the
team is encouraged to bring a unique perspective into a continuously learning health care partnership.

There are unprecedented opportunities to reimagine health and health care through effective partnerships
supported by the evolving culture of patient-centered engagement and empowerment, together with
advances in health information technology, patient-generated health data, and health-monitoring
devices. All of the partners—the patient, his or her family, his or her clinicians, and others—have
meaningful roles to play. Each brings something unique and important to the relationship (see Table 1).

Each patient’s role on the health team should reflect their preferences, their values, and their desired
outcomes. This is, after all, the bottom line.

The current state

The notion of patient-centered care is continuously evolving as more is learned about the potential
impact, and as new approaches are developed. In the mid-2000s, the National Committee for Quality
Assurance (NCQA) developed a process for recognizing primary care practices as patient-centered
medical homes (PCMHs). By 2014, nearly 7,000 U.S. primary care practices—more than 10 percent—
had been recognized as PCMHs, distinguishing themselves by meeting a number of requirements and
aiming to attune care delivery closely to patients’ health care wants and needs (NCQA, 2014). The
2014 revised standards for NCQA recognition emphasize collaborating with patients as part of the care
team and establish team-based care as a “must-pass” criterion. Similarly, in the National Patient Safety
Foundation’s “Universal Patient Compact,” reaffirmed in 2011, health care practitioners’ first pledge
is to include patients “as a member of the team,” and patients’ first pledge is to be “a responsible and
active member” of the health care team (National Patient Safety Foundation, 2011).

When patients and family caregivers are fully involved in care decisions and health care practices,
the results are better, readmission rates and risk of suffering an adverse event can decline, patients’
satisfaction rating of their experience can rise, and costs can drop (Anderson, 2007; Boulding et al.,
2011; Weingart et al., 2011; Hibbard et al., 2013; James, 2013; Hibbard and Gilburt, 2014). Accordingly,
it is important to identify and disseminate best practices for inviting patients to become active partners
with their health care teams to the degree they desire and are able. This calls for ongoing collaboration
of health care teams with patients and family caregivers to ensure that they are comfortable with candid



interactions with health professionals and providing feedback that strengthens the relationship and their
mutual understanding of the patient’s needs and how they may best be addressed.

Strong primary care, the care setting focused on in this paper, is critical to achieving better patient
outcomes, especially as the prevalence of multiple chronic health conditions increases (AHRQ, 2014a).
More than 75 percent of U.S. health care spending is devoted to treating persons with chronic conditions
(CDC, 2009). Of course, specialists and subspecialists also play very important roles. The complexity
of care and services often required today requires health professionals across the system to work with
people in a coordinated, collaborative way and to consider the whole person—mnot just the condition or
array of conditions that a person might have (Bodenheimer et al., 2002).

All patients bring unique expertise regarding their preferences, skills, knowledge, and experiences into
a potential relationship with a health care team. Patients—and, often, their families and caregivers—live
with their conditions and symptoms 24 hours a day, 7 days a week. Patients are experts in knowing how
they feel from moment to moment and day to day. However, not all patients are well informed about
their medical conditions and how best to manage them (Fagerlin et al., 2010). Relatively few come to
medical encounters with the same technical skills, clinical knowledge, and detailed understanding of
the health care system that most clinicians have. Some patients prefer to be involved at a more detailed
level, others less so (Alston et al., 2012). But many patients and family members have acquired, and
many more are capable of developing, considerable knowledge, skills, and confidence in decision
making that could influence their outcomes positively—especially those outcomes that matter most to
them.

Only recently, with increased attention on patient-centered care at the practice level, has it become
evident that a large percentage of patients who have personal physicians and, especially minorities, do
not have an effective health care team (Beal et al., 2007). When people have a personal physician and
an effective practice team, their outcomes are better (Beal et al., 2007; Havyer et al., 2014).

There is still much to learn about the practical realities of patients becoming true partners in their
care, and the most effective teachers will be patients themselves. When patients and clinicians have an
effective partnership, the relationship becomes more fluid. It transcends the traditional roles of learner
and teacher, leader and follower. Valid, ongoing assessments of team functioning and performance,
including assessments by patients themselves, will be important to identify and illuminate team
functioning and the strength of the partnership with patients, and to inform improvement efforts so that
demonstrably better patient outcomes can be achieved consistently.

Methods

Given the scope of the project, an early decision of the authors was to divide our work into three informal
activity streams, each with a specific focus—Iliterature review, patients’ insights, and clinicians’ and
organizational insights. In the course of the work, discussions have been conducted through the IOM
Best Practices Innovation Collaborative meetings, May 2013 and March 2014, which have provided
helpful guidance and suggestions to us that were incorporated into writing this paper.



Our literature and science knowledge stream participants gleaned what is known from published
literature about patient involvement in health care teams and identified what remains unknown. The
current knowledge activity stream participants selected interview questions and conducted semi-
structured, one-on-one interviews with clinicians and with leaders of organizations that champion
fostering patient engagement. The data collection knowledge stream participants designed an interview
guide and contracted for semi-structured interviews to occur with patients and surrogate decision
makers to gather their unique perspectives and insights about team-based health care and patients’
participation on the team. Details about each activity stream follow.

INSIGHTS FROM THE LITERATURE REVIEW

In 2013, a comprehensive review was conducted of PubMed, Sociological Abstracts, and Psyclnfo
for journal articles published from 2005 to 2013 that related primarily to health care teams providing
patient-centered care for chronic conditions across the lifespan.

For literature and science, five broad inquiries were identified with sweeping road map questions related
to health care teams to inform the review process. The road map questions focused on existing typologies
for health care teams, basic knowledge about what makes teams work, potential roles for patients on
the team, philosophical or ethical considerations of interest, and possible impact of integrating patients
as partners with their health care team. (See Appendix B for the questions that informed the search and
for a summary of the literature review.) The literature search was conducted by staff of the Agency for
Healthcare Research and Quality (AHRQ).

Findings from the literature review and an environmental scan suggest that high-functioning health care
teams are characterized by the strength of relationships, processes, interactions among the individuals
who form the team, and goal-directed activities (Shoemaker et al., 2013, unpublished). Effective health
care teams include a mix of people, talents, and capabilities that perform interdependent functions to
fulfill the needs of patients with whom they partner. (See Questions and Answers that are interspersed
throughout this paper.)

There are many types of teams in health care. A team can be as small as a single health care provider,
and a patient or a team can include others who support that patient’s care, including people who are
outside of the health care organization or institution (Dyer, 1984; Salas et al., 1992).

In addition to the core values and principles of team-based care identified in the 2012 discussion paper,
the literature revealed a number of ways to describe conditions deemed necessary to promote team
members’ engagement, including patients and high functioning by teams (Mitchell et al., 2012). Building
blocks for effective team-based care include focusing on respectful interaction; rich communication;
mindfulness; trust; continuous learning; and shared, explicit goals and accountability. Importantly,
many papers describe the presence of dynamic, participatory leadership as a catalyst across all domains
of high-functioning health care teams.

Patients’ roles on health care teams can evolve and patients can interact with a number of teams as they



move through the trajectory of care, as they age, or even during a single treatment. The patient is the
common thread and the person who most needs to benefit from his or her interaction with these teams
(see Table B-1, pp. 44-46). Just as practitioners need training in how to foster a clinical environment
that is conducive to involving patients in care decisions, patients and caregivers also need instruction in
how to define outcomes that matter most to them in order to align care with their individual capabilities,
preferences, and values.

In our review of 65 abstracts about team-based care, we found that patients’ roles on the health care
team were typically implicit and were rarely described in detail—despite the central importance of
patients in the work of teams. Examples in which patients’ roles were described in more detail included
research describing patients’ participation in group education programs, patients expressing their
values and preferences for end-of-life care in team meetings, self-management, knowledge sharing,
collaborating with the health care team as an improvement partner, participation in bedside reporting
during shift changes, planning and evaluation of services, participation in care planning, understanding
and using tools to monitor health (e.g., pedometer, glucose monitoring, and blood pressure monitoring),
and setting and endorsing treatment goals. Participation in shared decision making (SDM) was cited
most frequently as a key role for patients and families on the team (see Table B-2, pp. 49-53).

In sum, there is much to learn from the literature about team-based health care, but only a few dozen
papers specifically address the role of patients as members of or partners with clinical teams. Although
many practice settings are interested in engaging patients in their care, the literature describes relatively
few settings with a process to include patients and their families as active participants in the care team.
Most of these are related to managing chronic conditions, such as diabetes and hypertension. Much
of the relevant literature on patients’ roles on health care teams is framed around their roles in SDM,
though numerous efforts are underway to engage patients in all aspects of health and health care.
Recent patient engagement efforts include involving patients in quality improvement projects, helping
to design new care delivery models, and serving as members of patient and family advisory councils.
Federally Qualified Health Centers (FQHCs) seek to ensure patient engagement through governance
and require that 51 percent of the FQHC board comprise members of the patient population served by
that health center.

The literature review also revealed that the vocabulary to describe patient involvement in team-based
care is in flux. Do patients prefer to be described as “engaged” in their health and health care? Do they
want to be a team “member”? Or, does the notion of “partner in care” resonate better? What do these
terms mean in relation to issues of team communication and patterns of decision making? For the
purposes of this paper, we developed brief descriptions of how various patient roles in relation to health
care teams could be linked to ways of thinking about communication, information flow, and different
models of clinical decision making (see Table 2, p. 11). We believe these questions about how best
to describe patients’ roles on teams—a continuum that spans from “care fo me,” “care with me,” and
“care by me”—and many more should be posed to patients themselves to answer as they become more
familiar with team-based models of care.



Table 2: Patients’ roles on health care teams

Care recipient (to me)

The patient receives services
from members of the health
care team.

Information giving

The patient provides
information and receives
instructions.

Prescriptive

Health professionals create a
care plan and give to patient,
who may or may not follow.

Patients’ role in relation to team
Care participant (with me)
The team provides care and the patient
cooperates on relevant care processes.

Information flow

Information sharing
Patients and team members each contribute
information to guide care decisions.

Decision making

Shared

The care plan is developed together and
includes patient goals, but lacks patient-
focused roles and responsibilities.

Care partner (by me)

The entire team, including the patient,
agrees on each team member’s
responsibilities.

Information exchange

Team members reflect back and explore
shared information to achieve mutual
understanding and clear expectations.

Partnership

There is mutual agreement on the care
plan and related decisions, including
shared accountability for outcomes.

Woynia et al., 2013 (unpublished).

INSIGHTS FROM PATIENTS

Our second activity stream participants transformed the broad questions that guided the literature
review into a shorter list of questions with follow-up probes that were used in semi-structured, one-on-
one telephone interviews with 15 patients and their proxies to understand their perspectives about team-
based care. The interview guide was refined through pilot testing and further revised after consultation
with and approval by the Committee to Review Human Subjects, acting as The National Academies’
Institutional Review Board. Outreach was made to NCQA Level 3-rated patient-centered medical
homes located across the country.* NCQA-rated practice settings were selected because we sought
to understand team-based care from patients’ experiences within settings delivering team-based care.
An initial group of 10 people who experienced team-based care was interviewed from November 20
to December 13, 2013. The interviewees ranged in age from 37 to 86 and were living with a myriad
of health conditions, including minor illnesses, chronic conditions, and various other ailments. Two
interviewees were 45- and 52-year-old caregivers who described their views of team care their children
received. (See Table 3 on p. 12 for patients’ and caregivers’ demographics.)

Data from the first 10 interviews were reviewed to inform the patient mix for the final five interviews.
The data collection volunteers were provided access to individual transcripts and reviewed a high-
level thematic summary. They used these analyses to make minor modifications to interview guide
questions in order to elicit granular detail from subsequent interviewees. (See Appendix C on p. 66 for
the interview guide questions and probes and view full transcripts of the patients’ interviews here.

Review of the first 10 interviews revealed that interviewees had an unusually high degree of
sophistication and knowledge of the health care system, with atypical levels of activation and, in some
cases, professional health care experience. One interviewee, a former nurse, reported using a home

4 Outreach was made to facilities located in California, Colorado, Georgia, Iowa, Maryland, Massachusetts,
Michigan, New York, North Carolina, Ohio, Pennsylvania, South Carolina, and Washington state. Additional outreach was
made via safety net facilities and organizations based in California, Massachusetts, Texas, and Washington, DC.
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https://app.box.com/s/qxaijpmwlldilkli0tcv

Table 3: Patient and caregiver demographics

Age Gender Race Ethnicity

37 Male Not provided  Hispanic

44 Female = White Non-Hispanic
45 Female  White Non-Hispanic
52 Female  White Non-Hispanic
52 Male White Hispanic

53 Male White Non-Hispanic
59 Female = White Non-Hispanic
59 Female = White Non-Hispanic
65 Male White Non-Hispanic
67 Female  Black Non-Hispanic
67 Female = White Non-Hispanic
67 Female = White Non-Hispanic
71 Female = White Non-Hispanic
75 Male White Non-Hispanic
86 Female = White Non-Hispanic

blood pressure “cuff” to compare her readings with those acquired in the clinician’s office to prove that
her blood pressure readings were elevated by the stress of office visits, rather than a chronic condition
that would require medication. Another pushed to the highest level at his former place of employment,
a health-related firm, to access care from one of the nation’s leading specialists. Two other interviewees,
identified as patient “partners,” work with their primary care practice on quality improvement efforts.

In pre-interview conversations with these two patients, the interviewer asked that they answer questions
from their personal perspective as patients.

We established exclusion criteria for the second group of five interviews in order to identify patients
who would be more representative of the general population. These patients were selected to enhance
patient diversity by age, ethnicity, race, and degree of prior involvement in health care. Five additional
patients, aged 37 to 67 years, were interviewed via telephone by the external consultant from February
25 to May 19, 2014.

The interviews offer insights into how patients view team-based care, what works, and what doesn’t.
The patients’ stories illuminate the fact that these patients want providers to be deliberate, or proactive,
about transparency and shared decision making. The patients we interviewed want to feel they are
listened to by their providers, cared for and about, and invited to participate to the extent they desire.

The one-on-one interviews explicitly sought patient’s and caregiver’s perspectives about a patient’s
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role on the team and, more specifically, the patient’s own personal role on their health care team. The
results of the interviews are organized in five thematic categories:

1. Defining team-based care with clarity about roles and expectations;

2. Partnership in decision making about treatments and care;

3. Patient proactivity and personalized responsibilities;

4. Coordinated care that considers the patient as a whole person; and

5. Communication that is personalized and convenient.

These are discussed below with illustrative direct quotes from patients and family caregivers.

Theme—Defining team-based care

QUESTION When you think about health care being provided by a team, what does that
mean to you?

ANSWER  “It means that all of the different departments work together along with, like,
nurse practitioners and the doctors. Within the department, everyone kind of works together
and understands the condition.”

Several patients described a rationale for team-based care and valued the synergy and knowledge that
can come from many clinicians with varied training and viewpoints contributing to their care. One such
patient equated team care with “getting a broader view of my particular condition and a plan for my
health” and underscored the value of multiple perspectives: “I feel more eyes and ears looking at me
give me a better chance of [getting] good care.” Others noted that their care was more organized and
coordinated in a team approach. Despite the degree of sophistication among the first 10 interviewees,
however, some patients who were clearly receiving team care remained uncertain about the nature of
team care. When a 75-year-old patient who typically saw a specialist during annual visits was, instead,
seen by a physician assistant, the unexplained switch sowed confusion and concern.

“I thought, well did my, did the specialist leave? ... I felt a little negative about it that, you know,
they’re just pushing me around and not telling me why ... I should have confidence in this new person
that ’'m going to be seeing. [They] didn’t explain what her background is. ... I didn’t understand that
these two people were on the same team and [that] certainly was kind of excluding me from any sense
of team.”

When asked to list the members of their health care teams, all participants listed a primary care physician
and, in many cases, multiple physicians and/or specialists, depending on the complexity and severity
of their illness. In addition to naming physicians, interviewees also listed an ensemble cast made up
of a few or many other players, including cardiologists, dentists, gastroenterologists, hematologists,
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medical assistants, neurologists, nurse practitioners, oncologists, ophthalmologists, physical therapists,
physician assistants, receptionists, social workers, surgeons, and other specialists. A few pointed to
support staff as team members, with both positive and negative attributes. Some interviewees expressed
enthusiasm about the manner in which team members worked together: “They all work together as a
team. ... [F]rom the minute I walk in the door, it’s everyone on the staff that contributes to my care
from the receptionist and the medical assistants to the practitioners. ... I feel like there’s a rapport that’s
developed from the receptionist on up,” one patient said.

Interviewees commented on the value of specific team member’s contributions, such as the diabetes
educator who was able to target lifestyle issues in disease management, or a medical assistant who was
helpful in providing free pharmaceutical samples for a patient whose primary source of income was
disability checks. Alternately, one interviewee, a patient in her clinic for more than 20 years, identified
specific team members as “weak” links and pointed to high turnover in the non-clinical staff as a
possible indicator that a team may not be functioning optimally. She said, “I know they’re trying to
build a team concept. I am disappointed, and I think there’s a weak link in this whole team in the, what
they call the MA (medical assistant)...I do not have confidence in their skills for getting the correct
blood pressure—which is a big deal for me. And there’s such, there’s a turnover, and that’s bothersome.
Something is not working.”

Theme—Partnership in making decisions

QUESTION What do you think it would mean for you, as a patient, to be considered an
actual member of your health care team?

ANSWER  “For me, personally, it is very important. 'm the consumer and I'm paying for
that service and I've got to live in this body, so I want it to work as well as possible. But I need
for the caregiver to take into consideration my lifestyle, my age, my socioeconomic level when
they are formulating certain plans of care. And so if 'm not a part of that team, they can
explain to me three times a year that I should be doing A, B, and C. But if that doesn't sit
either with my life or I don’t understand the value of that change fitting in my life, 'm not
going to be a compliant patient.”

Many interviewees identified themselves as a member of the care team and reported providing direct
input on treatment decisions. To most, being a member of the team meant being included in discussions,
having a say, and knowing that the team was listening.

A caregiver whose 6-year-old son suffers from multiple health conditions described a series of actions
that cemented her role as an active health team member: “No. 1 [is just] having the doctors actually
listen and validate your concerns. And then, No. 2, to be able to ask ‘What is best for the family?’ The
family’s take on things is just as important as the physician’s. ...We’ve been told, ‘You have a couple of
different treatment options, but this is going to happen with this and these other side effects are going
to happen with this. Which way do you want to go?’”

14



Interviewees expressed varied levels of interest in engaging in decision making. One group of patients
noted the importance of having their concerns validated and their input elicited, as well as being given
choices and evidence to inform their choices. In the words of one such patient, “I have full say. My
voice is respected. My questions are answered. I’m given time to raise whatever issues may come up,
and I feel I’m really being heard.”

A 53-year-old man who underwent complicated surgery followed by lengthy rehabilitation added that
he and his wife make a list of questions in advance. “[W]e don’t let the doctors leave our room till we
answer all our questions,” the man said.

By contrast, a subset of patients wanted to be treated with respect and have their questions answered,
but did not want to be active team members; some preferred to delegate authority to their providers.
One interviewee, a 67-year-old woman, expressed concerns about patients’ competency to participate
in decision making and noted that team care could be viewed as a negative development if “all the
decisions were left on the patient.” What these interviews highlight is not just variability in the
perception and experience of patients being team members, but also in patients’ desire for and ability to
actively engage in decision making, a theme that is expanded on in the next thematic category.

Theme—Patient proactivity and responsibility

QUESTION Would you say, in general, that being a member of the health care team is a
good thing or a bad thing for you as a patient?

ANSWER  “It’s the only way I can be a patient. I am grateful for the opportunity because
if I had to have a relationship with a dictatorial physician, I would not have that relationship.
... I think that patients need to assume responsibility for their care. I think that if something
is going on in their bodies that they need to be informed about it and then they need to know
what they feel comfortable with”

Many patients fully embraced the idea of being active participants in their health care and rejected the
notion of being “passive.”

“I think, as a patient, you need to be very proactive about your care. ... You know the doctors can only
make decisions and make prognostications based on the information they get and the best source of that
information is you, the patient. So, I think patients all have to do this and, in fact, it is perhaps one of
the most important things that a patient can do to tip the cards in their favor to really extend your life,”
one patient said.

Admittedly, patient proactivity may create tension when patient and provider opinions diverge. A
53-year-old man whose treatment choice differed from the option preferred by his team of clinicians
elaborated: “I could see their frustration. ... I told them how I was going to proceed, what I was willing
to accept for treatment. [The] doctors weren’t happy, but I forced them to follow me in that path for the
simple reason I wasn’t going to do what they wanted me to do.”
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Several interviewees, however, acknowledged that some patients would not relish playing a more active
role in their health care or lack the capacity to do so. In reflecting on the use of technology to enhance
patient engagement, a 67-year-old interviewee commented that patient portals are “fine for people
who are computer literate. But for those who aren’t, I feel as though there should be ... some way that
their care providers can either communicate with them or to them or at least a family member that can
explain it to them.”

Finally, a 52-year-old patient with cancer said that while his team quickly let him know that he was
“the boss,” and the team works for him, he still valued being able to turn day-to-day decisions about
his care over to his oncologist when he was too ill to provide such oversight, echoing a theme raised in
the clinicians’ interviews about the relationship between declining health status and patients’ activities
as team members.

Theme—Care coordination

QUESTION When you talk about a plan for your care, do they include you in those
discussions and those decisions?

ANSWER  “Yes, they do. It could be that I interject myself; 'm famous for that. But, yes, I
do feel like I am a part of a team and I will on occasion just say, “That’s a great idea, however, I
probably won’t do that. And, you know by looking at me, I probably won’t do that. So, what is
our next option?””

Not surprisingly, more frequent users of health care provided the most detailed explanations of how
team care could be improved. A 59-year-old patient with cancer described the synchronized actions
that are required for multiple appointments to run smoothly, noting the complex sequencing of tests
and treatments. If insufficient time is allotted for the blood test at check-in, “the chemo was delayed
because they work on a very tight schedule for patients. So, that all has to work like clockwork to be
able to stay on track.”

Many patients thought that coordinated care was a “good” thing and envisioned ideal care including a
care coordinator who served as “the hub of all of these different spokes.” An illustration of the benefits
provided by coordinated care was given by a family caregiver whose 6-year-old son’s hospital uses
a scheduling center for children who see multiple clinicians, allowing her to trim extraneous trips to
the facility by scheduling lab work, provider appointments, and prescription pick-up on the same day.
“Even the dental clinic works in conjunction with the operating room so whenever we’re there and he’s
going under general anesthesia for a surgical procedure, they’ll go in and do his dental X-rays and clean
his teeth,” the 45-year-old mother said.

Comparing the care they receive and the ideal, however, many found room for improvement in care
coordination. A 52-year-old family caregiver described her search for answers typically becoming an
odyssey as she called one hospital department after another. “If I could just call one nurse or nurse
practitioner and say ‘This is going on, and I’ve had this, I’ve had like a test result come back weird.” And
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I didn’t know if it was colorectal. I didn’t know if it was urology. I didn’t know if it was neurosurgery.
And so, you know, I called and they’re like, ‘No, we don’t think that’s us. Why don’t you try colorectal?’
I call them, you know. It would be great to have a person that I can say, ‘Look, what’s going on with this
test result? Can you find out and get back to me?’”

Theme—Communication

QUESTION What are the different ways that communication happens?

ANSWER  “My favorite way is ... through the ... portal and I can view all of my children’s
medical information. It’s all right there. Testing, test results, surgeries, pathology reports,
blood tests, blood test reports. I can view the history of those reports. I can look at it in a
graph or a chart. And I can put it by date. You know, I can look at the last six months. I can
look through the last five years. I can actually, for some departments, schedule appointments
through that portal and just click, ‘Hey, it’s time for us to have a follow-up, we need to have a
clinic appointment, and it’'ll send a message.”

An integral component to a well-functioning health care team, according to the patients interviewed, is
their ability to communicate with clinicians and for health care practitioners to communicate effectively
among themselves. Patients characterized feeling heard and respected, and having a provider who
listened, as “good” communication. A 37-year-old man switched primary care clinicians and said he
appreciated how his new physician solicits his viewpoint. “[T]he doctor really listens to what’s wrong
with you. He don’t just go in there and tell you: ‘This is what is wrong with you.” He asks, you know,
‘What’s bothering you?’ Then, he does his thing.”

In addition to effective patient—provider communication, interviewees equated team care with effective
and transparent communication among providers. Central to a 67-year-old patient’s belief that she
receives team care is the knowledge “they’re looking at my record and they have information about me
and know about a previous visit and know about, for example, the results: If my cardiologist sends a
report to my internist and she’s aware of it. If people are aware of blood results and what medications
I’m on and, you know, the latest visit I had with any one of them.”

Alternately, poor communication among providers may erode patients’ confidence in the quality of
their care and in the notion their providers function as a team. A 75-year-old man whose wife had
been diagnosed with cancer recalled her being seen by an oncologist, a surgeon, a radiologist, and
other medical professionals at a facility that prided itself on offering team care. Yet, “there was no
evidence, at all, of their conferring. And we fully expected, well, ‘team medicine,” we’re going to see
some evidence [that] these guys are talking to each other and, you know, putting together what’s the
best course of treatment for her.” The couple ultimately turned elsewhere, a setting in which multiple
specialists included them in a group conversation about the wife’s care and, by doing so, demonstrated
team care to this interviewee.



Many patients applauded the advent of digital technology to support their communication with the health
team. One 67-year-old patient enthused: “I absolutely love the fact that after I have had blood work or
an office visit in a particular office ... they will send me an e-mail telling me that my information is
available on the patient portal.... I like not having to wait the week for the mail to bring me my results.
I like not having to be tethered to a phone for a physician to call me, but, at my leisure, I can look onto
the patient portal via the Internet and get my results.”

However, that feeling was not universal. In the second wave of interviews, a 67-year-old patient said
that she knew the facility offered patient portals but she was not interested in establishing a page in
order to make or change appointments and receive lab results. “I’m too busy, I think,” she said. “I work
and [ am interacting with my computer all day with work-related matters, and I would just prefer to
handle appointments by phone. That’s the easiest thing for me to do and juggle my calendar that way,
you know.”

INSIGHTS FROM CLINICIANS AND ORGANIZATIONS

The third activity stream, current knowledge, interviewed clinicians and organizations that are leaders
in meaningful patient and family engagement to collect their insights about partnering with patients
and families in care teams. The interviewees represented a range of individuals from organizations that
included nine provider systems or groups; five organizations that focus, at least in part, on promoting
patient engagement, team-based care, or continuous quality improvement; and two employees of a
governmental agency. The comments also include viewpoints from health care professionals—a
surgeon, a primary care physician, and a nurse—plus two chief medical officers and one chief public
health officer. This activity stream was informed by questions that guided the literature review and by
the questions that would be posed to patients. The informal subgroup members identified questions best
tailored to organizations engaged in this work. The questions were refined through pilot tests; one was
deleted due to poor definition and fit. (See Appendix D, p. 68, for the list of organizational members
who were interviewed and specific questions that were posed.)

The results of the interviews are organized into four thematic categories:
1. Defining team-based care with clarity about roles and expectations;
2. Partnership in making treatment decisions;
3. Communication methods that support, not inhibit relationships; and
4. Organizational and professional challenges.

Theme—Defining team-based care

QUESTION What are the roles and responsibilities of patients, families, and caregivers on
care teams?



ANSWER  “The expectations of patients are often very different from the expectations of
providers and there is a total disconnect,” one health care professional said. “In order to make
it more in sync and in line, everybody has to be open and transparent on both sides—the
provider and the patient—so that the expectations are similarly shared; the knowledge is the
same.

When asked a similar set of questions, most clinicians we interviewed reported efforts to include
patients as members of the health care team and noted that effective two-way communications are at the
heart of patient engagement. What’s more, they often said that all parties—patients, family caregivers,
and health care professionals—should communicate and coordinate with other members of the team,
facilitating understanding, agreement, and coordination of treatment plans, goals, and expectations.

While some interviewees advocated for patients to view themselves as members of their care team and
to be active and assertive by, for example, posing questions and ensuring that they understand their
treatment plan, others argued for the patient’s role to be fluid and situational—matching their personal
preferences and available time. Many interviewees noted that patients contribute valuable insights that
no other member of the team possesses.

Theme—Partnership in making treatment decisions

A number of interviewees said patients’ ability to provide input is directly related to their overall health.
It can be more challenging to engage frail patients, patients in chronic pain, or patients with cognitive
impairments that compromise their memory. Healthy patients who visit solely for an annual physical
may not recognize team care in action or their own role on the team.

An internist said that he sees patients regularly for chronic illnesses, such as diabetes and congestive
heart failure. Those patients “are more likely to be participants in their care and I need their participation
more. A lot of what [ am trying to do is effect ... change, and I can’t do that without their participation.
On the other hand, patients who are really overwhelmed with the burden of disease, sometimes, those
patients on the other extreme are difficult to engage: Patients who are at the end of life or have serious
medical problems that have high levels of specialty care, people who are undergoing chemo for
advanced-stage cancer.”

Theme—Communication

Clinicians pointed to the advent of bedside rounds in standardizing information conveyed to patients
and providing an opportunity for patients to pose questions.

At one pediatric center, a staffer said that various members of the care team once entered the patient’s
room and gave conflicting information. They’ve resolved the dilemma by ensuring that medical teams
write the patient’s care plan on the white board after rounds. “Also, we have a space on our newly
designed white boards for white board communication to allow space for the families to write their
questions or notes,” the pediatric clinical manager said. “Families can get overwhelmed when the team
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comes in. ... [O]ur staff or the patients or families will write it on the board until they get their answers
addressed.”

Such enthusiasm about new means of communication between patients and their care teams was
tempered with caution that electronic communication should serve to support, not supplant, face-to-
face conversations. One clinician was so concerned that technology would loom as a barrier to face-to-
face conversations with patients that he delayed installing computers in examination rooms. Now, he
uses the computer as a trigger for enhanced communication with patients. “Just earlier this morning, I
had a diabetic patient. She’s lost 32 lbs. She’s proud of herself, and I’'m proud, too. I have five years of
vital signs. With two clicks, I can create a flow sheet ... [and] show her weight. It was steady, way up
there. In the last nine months, it’s taken a nose dive. She liked seeing that,” the internist said.

Theme—Organizational and professional challenges

QUESTION What are the attitudinal, educational, and organizational barriers to integrating
patients and families on the care team?

ANSWER  “If you took a traditional, conservative sort of paternalistic attitude toward
medicine, the doctors think they know all. That can shut patients out from making important
decisions. The same thing can be said at the institutional level, where institutions think they
know better than patients. The sort of dogma that exists in health care,” one health care
professional said. “I think institutions really need to understand that they have to cough up
the resources to provide the ancillary support services when there are barriers”

A number of interviewees gave a laundry list of potential barriers for incorporating patients on the
health care team, including fear of liability and concerns that patients’ confidence in the ability of the
team would be eroded if they knew more about its function.

Some clinicians reported that overcoming such barriers requires enlightened leadership at multiple
levels of health care systems, organizations, and individual practices, to ensure a mutual understanding
of the principles and practices of including patients and families as partners on the team and a shared
commitment to this vision. Leadership commitment is reflected, for example, in resource allocation
decisions—including how individuals, money, and time are aligned—and in creating a top-to-bottom
culture that embraces care quality improvement efforts that include patients and families.

Another interviewee said clinician education is crucial to producing a generation of health care
professionals who are ready, willing, and able to invite patients to engage; who encourage their questions;
and who embrace shared decision making. Clinicians can feel challenged by patients’ questions and
requests, the interviewee said. A different interviewee noted that another organizational barrier can be
the volume of conflicting messages that work against the patient feeling like a part of the system—such
as “staff” only, “visitors’ ” hours—all relaying the message that families are outsiders.
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DISCUSSION AND CONCLUSION

As demonstrated by the literature review, there is a paucity of published research on the roles of patients
or surrogate decision makers as members of or partners with health care teams whose membership is
mostly professionals. Thus, it is vital at this stage to gather input from both patients and health care
professionals to inform future studies. Qualitative research methods, such as those employed in this
inquiry, are well suited to elicit key stakeholder perspectives and outline future research areas.

The interviews conducted and analyzed by our external consultant indicate that many patients value
effective team-based health care that treats them as whole persons, not cases, conditions, or diseases.
These results align with a recent survey supported by the John A. Hartford Foundation that found that
older patients—often characterized as “unwilling to change and suspicious of innovation, particularly
about their health care”—were overwhelmingly receptive to the idea of patient-centered medical home
practices and that the minority surveyed who were experiencing such team care reported beneficial
effects (John A. Hartford Foundation, 2014).

Our interviews also indicate that even clinicians whose practices are currently trying to provide team-
based care still have a significant amount yet to learn to meet patients’ expectations for team-based care.
All members of the health care team should consider their readiness and capacity to engage in effective
partnerships at all levels.

We anticipate questions about the validity of the results and conclusions presented in this paper given
the methodologies employed, especially in selecting which patients and clinicians to interview. In
anticipation of these questions, we acknowledge that our samples were small and potentially skewed.
In fact, we purposefully enriched the clinician sample to include those practicing in organizations
that intentionally try to establish meaningful patient and family engagement in health care because
we believe these characteristics make it more likely that interesting and important conclusions can be
drawn from the interviews. The commonalities in their approaches are worth noting by others as they
learn from their example. Their deficiencies, as reported by patients we interviewed, are noteworthy
and informative.

Similarly, the patients who were interviewed, while from diverse geographical areas and backgrounds,
are not representative of all patients. If anything, many are more sophisticated about their health and
the health care systems involved in their care than average patients. They also may be more positive
about the notion of team-based care and their roles in it than are average patients. However, to the
extent they can identify the negatives as well as the positives and can pinpoint what would make
their care and partnerships with teams more effective, we believe those are important observations and
likely to provide valuable input for health organizations as they decide to establish or enhance their
approaches to team-based care and patient relationships with their teams. Our initial sampling thus
serves to highlight the importance of this issue and to underscore the need for broader investigation.

While our work raises many questions, we believe it also offers guidance for future work. In Appendix
A, we outline target areas for practice improvement, research, and training.
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As organizations increasingly adopt team-based care models and seek to partner with patients to achieve
better outcomes and improve patient satisfaction, it will be essential to have a collaborative approach
to address how practice teams function and partner with patients. There are some places where patients
are actively involved in designing practice improvements (Carman et al., 2013; RWJF, 2014). Yet, it
remains atypical for patients to partner in the design and improvement of practices and research so that
their perspectives and views are voiced and not merely inferred (Han et al., 2013). It will take work and
supportive policies to make meaningful progress. If we have planted the seed for considering patient
partnership a core component of quality improvement, our efforts will have been successful. More
importantly, this change would increase the chances that the most important stakeholder in this effort,
the patient, will be more likely to experience the improved health outcomes we all wish for ourselves.
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APPENDIX A
IMPROVEMENT STRATEGIES AND PRIORITIES

The word “partner” is well understood in the context of a business, such as a law firm, or a personal
relationship, such as marriage. However, it is less clear in the context of health care. As we note earlier
in this paper, all patients possess intimate knowledge about their preferences, values, and the experience
of living with their conditions and symptoms. The concept of considering a patient a member of or
partner with their health care team is consistent with the well-accepted precepts of patient-centered
care, especially in team-based care (TBC) settings. Yet, as evidenced by the findings in this discussion
paper, there is room to improve existing efforts to partner with patients. The time is now for all key
stakeholders, including patients, families, practice staff, and organizational leaders, to begin these
improvements. In addition, there is much to learn about operationalizing and assessing partnerships in
real-world practice, and this necessitates developing an evidence base of research to guide practices
and policy makers.

Dissemination of documented improvements in existing practices and the results of research should
facilitate the widespread expansion of both team-based practice and partnerships among health care
professionals, patients, and families.

Although our list focuses on practice-level activities, it does not end there. Core to achieving these true
partnerships is a level of involvement and commitment of patients, staff, and institutional leadership.

We hope that the targets listed below, while not exhaustive, will provide ideas for immediate practice
improvements and longer term research opportunities that focus on what effective partnerships of
patients and health care teams look like, how they can be emulated, what role creative leadership has
on success, and how effective partnerships can demonstrate their effectiveness through evidence of
better health and improved outcomes for patients.

Table A-1: Proposals for practice improvements and targeted research

The insights gleaned during the interviews suggest potential practice improvement strategies and targeted areas for
research to support effective team-based partnerships inclusive of patients and families. Each element supports the other
and could be undertaken at various times to achieve an interative approach to long-term improvement.

Target: Achieve clarity about roles and expectations of patients and families in team-based care
Target: Measure readiness for and engagement in effective team-based care partnerships
Target: Personalize communication, coordination, and decision-making strategies

Target: Train leaders for effective team partnerships of patients and health care teams
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Potential practice improvement strategies and research opportunities

Target: Achieve clarity about roles and expectations of patients and families in team-based care

A. Practice improvements:

Health care practices that currently provide TBC can continue the conversations started in this
discussion paper by seeking input from patients, families, practice staff, and organizational leaders.
Potential activities include:

Conducting a baseline assessment of perspectives on TBC and patients as partners with or
members of the team.

Identifying key characteristics and actions associated with TBC partnerships.

Clarifying patients’ and families’ roles on the team irrespective of the specific care setting (e.g.,
primary care, specialty care, home care, hospice, rehabilitation).

Describing and routinely sharing information about the roles and expectations of each member of
the team across the practice.

Developing ongoing processes to assess patients’ and family caregivers’ understanding and
satisfaction with their roles and responsibilities on the health care team.

Practices considering implementation of TBC can invite all health team partners to provide input and
perspectives on how TBC will be defined within the practice and to ensure that roles and expectations
of all stakeholders are considered in the context of the practice setting and type by:

Identifying the range of patient and family roles and developing materials to promote and support
effective use of those roles.

Identifying best practices for identifying and honoring patient and family preferences for their
role in partnerships with the health care team that are sensitive and responsive to change.

Developing marketing materials and community-oriented traditional and social media campaigns
that describe, explain, and demonstrate their commitment to effective partnerships with patients
and families.

B. Research opportunities:

Conducting and widely disseminating qualitative research similar to that done by the authors across
TBC practices, but on a much wider scale, to elaborate on the essential characteristics of teams that
include patients and family caregivers.

Performing a random sampling of providers and patients in TBC practices to determine the degree
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to which providers and patients perceive having effective partnerships and the characteristics of
each group that are associated with having effective partnerships.

*  Exploring the degree of concordance between individual provider’s and patient’s perceptions of
effective partnership with specific attention to roles and expectations. Projects should be varied by
geographic location, including urban and rural settings, and demographics, such as race, ethnicity,
and high and low socioeconomic status.

* Formally evaluating various training methods for forging effective partnerships of patients and
health care teams.

* Identifying patient roles and developing materials to support patients in their roles as partners.

» Examining formally the ways to present the concept of partnership with their practices to patients
and families.

* Pilot-testing community campaign messaging to introduce the concept of partnership to patients
and families.

*  Employing measures that are sensitive and specific enough to determine whether the proposed
practice improvements achieved the desired aims, such as streamlining care processes, reducing
costs, and improving health outcomes.

Target: Measure readiness for and engagement in effective TBC partnerships
A. Practice improvements:

Practices can measure progress toward effective patient partnerships and examine the characteristics
of patients within the same health care practice who do and do not seem to have effective partnerships.
Potential activities include:

* Assessing the degree to which the practice and the patients feel ready to engage with each other
as partners in care management (provider and self-care) and shared decision making.

*  Determining whether leadership and the culture of health care systems are ready for patients to
partner effectively with health care teams and willing to provide the necessary resources.

* Evaluating all health care team members’ readiness and capacity to participate in shared decision
making about treatment and health goals.

*  Measuring individual progress toward and satisfaction with outcomes related to mutually agreed-
upon health goals using both clinical markers and patient-reported outcome measures.

» Setting and tracking practice-level targets for effective TBC partnerships and transparently
reporting on progress toward these targets with all key stakeholders with a specified regularity.
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Practices can assess the level of engagement of their staff and patients in effective TBC partnerships
and share the results across the organization, including the Patient and Family Advisory Council,
where applicable.

B. Research opportunities:

* Formally assessing the characteristics of patients and families who do and do not seem to have
effective partnerships with providers, as well as identifying the characteristics of providers in health
care practices that, on average, develop more effective partnerships with patients.

*  Performing a random sampling of providers and patients in TBC practices to determine the degree
to which providers and patients perceive having effective partnerships and the characteristics of
each group that are associated with having effective partnerships.

* Developing and formally testing a self-reported metric for use by key stakeholders to measure
readiness to engage in effective partnerships across practices and settings.

* Formally testing a set of patient-reported measures that allow patients and family caregivers
to measure the effectiveness of partnership with the team on outcomes that align with patients’
preferences and values across practices and settings, including standard quality and safety measures.

*  Determining the degree of buy-in at the leadership level at individual practices and the influence of
leadership support on the success, failure, and duration of partnering with patients.

Target: Personalize communication, coordination, and decision-making strategies
A. Practice improvements:

*  Developing use-cases and protocols for members of the health care team to proactively invite
patients and families to engage in partnership.

* Regularly assessing the usability and transparency of TBC practices to support effective partnerships,
such as:

1.  Hours of operation, including after-hours access.

2. Availability of a team point person and a process to communicate if the person changes
over time.

3. Offering options for patients to choose their preference for pre- and post-visit communication,
such as e-mail, text message, fax, personal health record, and social media.

4. Publicize valid and meaningful performance measures.
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Developing methods for patients and families to personalize their care coordination to reflect
“whole person” care.

Discussing how existing or future patient-generated data, such as from manual or online tracking
tools, mobile apps, and/or data-collecting technology that can be worn, can facilitate not only the
partnership, but also better outcomes.

Formally evaluating the alignment between patients’ and families’ expected outcomes and shared
decision making that occurs within TBC partnerships.

Providing communication training and assessing the impact of effective team communication on
patient outcomes.

B. Research opportunities:

Examining the relationship between effective communication techniques and outcomes data.

Developing “Navigator” and/or “Team Point Person” programs to assess their impact on improved
communication and outcomes.

Training providers in “motivational interviewing” or strategies to “invite” patients and families into
teams and assessing results.

Assessing patient outcomes in relation to the degree to which they experience partnership with their
health care teams.

Assembling and assessing best practices for ensuring continuity in care and seamless hand-overs
between internal and external health care teams that support a “one patient, one team” experience
in which the core nucleus of the patient’s team remains intact throughout his/her care experience.

Developing patient- and family-centered outcome measures that link to effective team-based
partnerships and evaluating their use as performance measures.

Studying the satisfaction of patients, families, and health professionals with outcomes of shared
decision-making processes within practices that demonstrate effective partnerships in TBC.

Target: Train leaders for effective team partnerships of patients and health care teams

A. Practice improvements:

Practices can achieve this aim by:

Identifying the characteristics of leaders in organizations that demonstrate effective partnerships of
patients and health care teams.
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»  Establishing accountability at all levels within the practice for patients’ and families’ satisfaction
and experience scores.

*  Creating rewards for health care teams that have developed excellent partnerships with the majority
of their patients who elect to become partners.

* Developing and offering courses for all employees in patient engagement and effective team-based
partnerships.

* Basing hiring, evaluation, and promotion on evidence of effective partnership with patients.

*  Encouraging the use of electronic medical records and other health information technologies,
such as patient portals and shared clinician notes, that promote patient and family health literacy,
engagement, and enhanced patient participation as a member of the team.

»  Designing spaces that promote partnering with patients as facilities are built and renovated.

* Creating data systems that track patients’ engagement metrics and display graphics in strategic
locations for all health care team partners to see and discuss during team meetings.

Accreditation organizations can pursue this goal by:

*  Promoting health professions education and continuing education that supports team efforts that
include partnerships with patients and families.

* Developing accreditation standards and professional practice guidelines related to fostering TBC
and partnerships with patients.

Research opportunities:

»  Testing training methods and tools for health care team members to help each one succeed as health
care partners.

*  Conducting simulation studies involving health professional students at various levels with real or
simulated patients to provide a mechanism for collecting early patient satisfaction data and linking
them with diagnostic/care accuracy.

» Evaluating the differences among how patients, families, providers, and health system leaders
perceive the essential elements of TBC and effective partnerships.

*  Collecting information about the views of patients, families, providers, and health system leaders
regarding what organizational leadership can do to foster and support effective TBC.

* Developing or using existing continuing education curricula and training focused on teams to
support the learning needs of key stakeholders in health care partnerships.
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Testing novel teaching models and including patients as teachers.

Testing ways of using electronic medical records and other health information technology to
facilitate the health team’s effort, including patient portals and shared clinician notes that promote
patient and family health literacy and enhanced patient participation in the work of the team.
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APPENDIX B
SUMMARY OF THE LITERATURE REVIEW

We searched PubMed, Sociological Abstracts, and PsycInfo for journal articles published from
2005 to 2013 that relate primarily to health care teams providing patient-centered care for chronic
conditions across the lifespan. The search terms are indicated in the footnote.! We reviewed more
than 400 abstracts. For journal article abstracts that provided insufficient detail, we reviewed full text.
We excluded policy statements, descriptive interprofessional educational curricula on patient-centered
care, cost-effectiveness studies, missing abstracts, quality-of-life and feasibility studies, interviews/
surveys/questionnaires of patient perceptions that did not articulate patient roles, and conference grant
abstracts and studies in which the role of the patient was not explicitly stated. Thirty-nine studies
focused primarily on patient preferences. Sixty-five abstracts were reviewed that described the role of
patients and family members on the health care team. We explored the literature on patient-centered
care across the lifespan delivered by health care teams that manage chronic or life-limiting illnesses to
develop a model for assessment of patient engagement/participation on the health care team. We have
organized our summary of the literature in terms of seven questions:

1. Are there existing typologies of the various kinds of health care teams and/or of the types of tasks
health care teams are established to accomplish? If so, could these different types of teams, or tasks,
be stratified around the desired types of patient involvement? (Lead: Veronica Chollette);

2. What is the basic knowledge about what makes teams work? Does that need to be adapted for
health care settings, and to the roles of patients on teams? (Lead: Richard Ricciardi);

1 PubMed Search Strategies: (patient-centered care[mesh] OR “medical home”[tiab] OR “medical homes”[tiab] OR
“patient centerdness”[tiab] OR “patient centeredness”[tiab] OR “patient centered”[tiab] OR patient-centered|[tiab])

AND (patient care team[mesh] OR “patient team”[tiab] OR “patient care team”[tiab] OR “health team”[tiab] OR “health
care team”[tiab] OR “healthcare team”[tiab] OR “medical team”[tiab]) AND (Patients[mesh] OR Family[Mesh:NoExp] OR
Adult Children[Mesh] OR Parents[Mesh] OR Siblings[Mesh] OR Spouses[Mesh] OR Caregivers[Mesh] OR patient[tiab]
OR patients[tiab] OR caregiver*[tiab] OR family[tiab] OR families[tiab]) AND (decision making[mesh] OR “decision
making”[tiab] OR involvement[tiab] OR participation[tiab] OR role[tiab] OR activation[tiab] OR engagement|[tiab]

OR member|[tiab] OR membership[tiab]) AND (“Health Literacy”[Mesh] OR “Culture”’[Mesh:NoExp] OR “Cultural
Characteristics’[Mesh] OR “Socioeconomic Factors”[Mesh] OR prejudice[mesh] OR “Language”[Mesh] OR “Health

Care Costs”[Mesh] OR “Fear”[Mesh] OR “Anxiety”[Mesh] OR shyness[mesh] OR barrier*[tiab] OR difficult*[tiab] OR
literacy[tiab] OR language[tiab] OR fear[tiab] OR anxiety[tiab] OR confusion[tiab] OR education*[tiab] OR culture[tiab]
OR cultural[tiab] OR bias[tiab] OR biases[tiab] OR prejudice*[tiab] OR shyness[tiab] OR sterotyp*[tiab])

Sociological Abstract Search Strategy: ((SU(teamwork OR teams) OR AB,TI(team* OR teamwork)) AND ((AB,TI(“medical
home” OR “medical homes” OR “patient centerdness” OR “patient centeredness” OR “patient centered” OR “patient-cen-
tered”)) AND SU.explode(literacy OR costs OR culture OR socioeconomic factors OR Rural Communities OR bias OR fear
OR anxiety OR ethnicity) OR AB,TI(literacy OR barrier* OR difficult* OR language OR fear* OR anxiety OR confusion OR

culture* OR cultural OR bias OR biases OR prejudice* OR shyness OR sterotyp* OR education*)

PsycInfo Search Strategy: (it=teams OR it=work teams OR ab=team* OR ti=team* OR kw=team*) AND (“medical home*”
OR “patient center*” OR patient-center*) AND (patient* OR caregiver* OR famil* OR parent* OR spouse* OR children

OR sibling*) AND (decision* OR role* OR engagement OR activation OR member* OR membership OR participation OR
involvement) AND (socioeconomic* OR literacy OR barrier* OR difficult* OR language OR fear* OR anxiety OR confusion
OR culture* OR cultural OR bias OR biases OR prejudice* OR shyness OR sterotyp* OR education* OR costs OR rural)
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3. What are potential roles for patients as members of a health care team? Can these be stratified in a
rational way? (Lead: Veronica Chollette);

4. What philosophical or ethical bases exist for seeking to integrate patients as team members? What
are some assumptions that might underlie these normative arguments? (Lead: Matthew K. Wynia);

5. Are there studies on the impact of integrating patients as team members and/or what can be
extrapolated from studies on patient activation and engagement? What outcomes have been
measured? (Lead: Melissa A. Simon);

6. How can the team partner with the patient more effectively to improve patient outcomes? How can
the patient’s perspective guide effective treatment goals and activities of team-based care? (Lead:
Dale C. Strasser); and

7. What are the key facilitators and barriers to integrating patients as team members and, of these,
which might be amenable to policy, financing, or structural interventions? (Lead: Pamela H.
Mitchell).

TYPOLOGIES AND KINDS OF HEALTH CARE TEAM
Veronica Chollette, National Cancer Institute?

Health care clinicians have been encouraged to deliver team-based care and, in the 21st century, such
teams have become integral to delivering more effective, more efficient patient care, as was envisioned
by the Institute of Medicine (IOM) in its report, Crossing the Quality Chasm. But “evidence-based,
patient-centered, and systems-oriented [team-based care] also implies new roles and responsibilities for
patients and their families, who must become more aware, more participative, and more demanding in
a care system that should be meeting their needs” (I0OM, 2001, p. 20).

Our aim is to identify typologies of health care teams and the tasks they are established to accomplish.
We also want to determine if the tasks can be stratified around the desired types of patient involvement.
For the purpose of this discussion paper, an effective health care partnership includes health providers
working in concert with patients and family caregivers to achieve positive experiences and mutually
agreed-upon outcomes.

We recognize variability exists among types and tasks of health care teams. Patients may be involved in
multiple health care teams and their involvement may not be necessary for all. For example, the tasks
of administrative or trauma teams may not require patient involvement.

2 The views expressed are solely the opinions of the individual and do not necessarily reflect the official policies of
the National Cancer Institute, nor does mention of the department or agency names imply endorsement by the federal
government.
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Team definition and types

As described in Taplin’s May/June 2013 Annals of Family Medicine commentary, ‘“Teams typically are
embedded in a larger social system and involve two or more people who differentiate their roles, share
common goals, interact with each other, and perform tasks affecting others (Cohen and Bailey, 1997;
Lemieux-Charles and McGuire, 2006; Fried, 2012). Within this definition:

*  Work teams accomplish tasks on an ongoing basis in a specific organizational setting (e.g., a
primary care team, surgical team, emergency department team);

» Parallel teams address shared challenges, such as responding to a cardiac arrest or aiding the
transition of patients from hospital care to ambulatory care, and typically draw participants from
several work teams;

*  Project teams focus on a one-time deliverable and have limited terms (e.g., an electronic health
record implementation team); and

*  Management teams oversee all the others (Cohen and Bailey, 1997; Lemieux-Charles and McGuire,
2006; Mathieu et al., 2008). Some also argue that within work teams, there are subcategories whose
variation in specialty and disciplinary mix may account for much of their success. Differences
among teams are important because the tasks that teams undertake, the settings in which they work,
and the expectations they face influence their effectiveness” (Lemieux-Charles and McGuire, 2006;
Mathieu et al., 2008).

Multiple team types, practices, and patient-centered medical homes (PCMHs) emphasize the
significance of patient-centered care in realizing better health outcomes. The specific roles of patients
and families as active members of the health care team and evidence of collaboration, however,

are scarcely described in manuscript abstracts. Review of full-text articles is necessary to evaluate
patient and family roles on the team and measurement of effectiveness if abstract descriptions are
vague. Descriptions of patients and families exerting influence in their health could not be exclusively
categorized in a taxonomy of any type of health care team (e.g., patient population, disease types,
care delivery settings, professional identity, or extreme action teams). For example, patient and family
participation in shared decision making (SDM) was observed across intensive care units; Home
Health, and Multidisciplinary Care Teams; and various types of physician practices and patient-
centered care teams. Vague descriptions of patient and family roles also were noted in manuscript
abstracts (see Table B-1, pp. 44-46).

These non-specific roles are characterized as improvement partners, patient involvement, self-
reported engagement, effective partnership, and co-managers. Patient and family participation on the
team as co-decision makers and the ability to participate in self-management behaviors that improve
clinical outcomes appeared frequently, but not exclusively, in Diabetes Care Teams, in PCMHs, in the
hospital, and in community settings. Online health communication tools are emerging as acceptable
means for information exchange between patients and providers, SDM for co-determined treatments,
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interventions, and self-management. Health care team tasks are mostly characterized by the delivery
of patient-centered care. There is a need to understand task effectiveness (interdependence, outcome
interdependence, and team potency) of teams with patients and families as active members and their
impact on team functioning. Evaluation of clinical outcomes when patients and family members

are on the team is needed. Family members are welcomed and accepted members of the health care
team along all points of the health care continuum. Regardless of the type of health care team, patient
engagement can enhance team processes and improve clinical outcomes.

BASIC KNOWLEDGE REGARDING TEAM WORK AND ROLE OF PATIENTS
Richard Ricciardi, Agency for Healthcare Research and Quality?

Four definitions of teams that are critical to identifying what makes teams work and the role of patients
are provided below.

“Ateam is a collection of individuals who are interdependent in their tasks, who share responsibility for
outcomes, who see themselves and who are seen by others as an intact social entity embedded in one or
more larger social systems (e.g., business unit or the corporation) and who manage their relationships
across organizational boundaries” (Cohen and Bailey, 1997, p. 241).

“Ateam can be defined as a social system of three or more people, which is embedded in an organization
(context) whose members perceive themselves as such and are perceived by members and others
(identity), and who collaborate on a common task (teamwork)” (Hoegl and Gemuenden, 2001, p. 436).

“Health care organizations (HCOs) have diverse agents that learn, including providers, patients, and
other stakeholders. Diversity is often a source of creativity and problem-solving ability, but can also
be a source of communication difficulties. Learning is not one-dimensional, focusing on uncertainty
reduction, but it also incorporates learning aimed at uncertainty absorption. Relationships among
agents are usually non-linear. Outputs may be disproportional to inputs; small inputs can produce large
outcomes; and large inputs can produce small outcomes. Learning by diverse agents, coupled with non-
linear interactions, leads to self-organization, emergence, and co-evolution. Self-organization is the
development of dynamic but stable patterns of organization that arise through the local interactions of
agents, and in HCOs may include the way that work is allocated or the way equipment use is scheduled.
Emergent properties are properties that exist at one level of the organization that cannot be explained by
understanding properties at other levels of the organization. Examples of emergent properties in HCOs
include patterns of communication between patients and clinicians and levels of trust among medical
specialists. Complex Adaptive Systems co-evolve with their environments. Co-evolution occurs when
an organization’s response to its environments alters both the organization and the environments, often
causing the original response to no longer be adaptive. For example, when a primary care clinic in a
community affiliates with a hospital system to capture patients, other clinics in the community often

3 The views expressed are solely the opinions of the individual and do not necessarily reflect the official policies of
the Agency for Healthcare Research and Quality, nor does mention of the department or agency names imply endorsement
by the U.S. government.
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Table B-1: Typology of patients on the team

Team type

Primary
care prac-
tice teams
Health care
team

Health care
profession-
als
Immediate
health care
team

Intensive
care unit
(ICU)
Interdisci-
plinary care

Primary
care
providers

Primary
care pro-
vider

Physicians
and nurse
specialists

Team task

Deliver patient-

centered care to patients
with Parkinson’s disease

Family-centered care

Diabetes education

Advanced care planning
(ACP), patient-centered

care

Primary care
management

Align treatment with
patients’ values

Transitional care from
hospital to skilled nurs-

ing facility

Well child and acute
care for patients with
cerebral palsy
Patient-centered care
and communication

Family-centered
care

Appropriate
prescribing

Patient-centered goal
setting

Reduce emergency de-
partment use by patients

with asthma
Managing disease

complexity and comor-
bidities for patients with

rare illnesses

Patients’ role

Participate in coordination
of care

Parent as improvement
partner

Self-management by
patients with diabetes

Document preferences

and participate in ACP by
seniors

Help determine treatments,
interventions, and self-
management

Surrogate decision

making for ICU patients

Information exchange in
coordination of transitional
care for seniors

Co-management

Self-management,

effective and efficient
communication

Talking, listening, being
involved, knowing, being
connected, and making deci-
sions

Patient requests for
prescription medication

“Involvement” by adult
stroke patients

Parents share responsibility
for ensuring children’s
access to needed services

Becoming experts on
managing their disease as
informed, involved, and
interactive partners in deci-
sions with providers
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Measure

Questionnaire

Improved lipid profiles,
quality of life (QOL)
scores, knowledge, and
problem solving

Real-time documentation
of concordance of care
with expressed preferences

Intervention evaluated

Interviews, field
observations, chart, and
document reviews

Psychosocial assessment
of patients with chronic
illnesses

Interviews with pediatric
patients with bleeding
disorder or other chronic
illness

Interviews

Analysis of interviews,
recorded clinical sessions,
team meetings, participant
observation, and clinical
documentation

Citation

(van der Eijk et al.,
2013)

(McAllister et al.,
2013)

(Erlich et al., 2013)

(Heyland et al.,
2013)

(Ronan, 2013)

(White et al., 2012)

(Toles et al., 2012)

(Liptak and Murphy,
2011)

(Glasgow et al.,
2011)

(Pritchard Kennedy,
2012)

(Lewis and Tully,
2011)

(Levack et al., 2011)

(Diedhiou et al.,
2010)

(Burton et al., 2010)



Table B-1: Typology of patients on the team (cont.)

Team type

Pediatri-
cians

Multidisci-

plinary
clinical

Attending
and
resident
physicians
Multidisci-
plinary

Community
health
workers

Provider,
medical
assistant,
and patients
Primary
care

Multipro-
fessional

Pediatric
nurses

Clinicians
and parents

Internist

Team task

Family-centered health
care

Writing in plain
language for pediatric
cancer patients
Newborn screening for
untreatable birth defects
and support to families
receiving unexpected
genetic information
Family-

centered care

Patient-centered
approach

Patient-centered care

Patient-centered care to
improve diabetes self-
management

Support patient-
centered self-
management

Provide home-based
rehabilitation

Deliver family-
centered care

Patient-centered care for
patients with cancer or
terminal diseases
Family-centered care
for patients with life-
threatening illnesses
Family-centered care

Improve professional
practice involving
professionals and
patients with diabetes

Patients’ role

Self-reported engagement of
children with complex cases

Adolescent and young adult
males participating in
informed decision making
Parents of newborns seeking
guidance, support, treatment
possibilities, and engage in
shared decision making

Parents participated on ward
rounds

Self-management by
patients with diabetes

Self-management by school-
aged children

Collaborative goal setting to
improve self-management of
diabetes

Self-management by
patients with diabetes

Adult stroke patients
learning problem-solving
skills

Effective partnership

Expression of patient
preferences at end of life

Families as teachers on
behalf of pediatric patients

Enhance communication and
interaction among family,
staff, and residents

Improved self-care
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Measure

Analysis of interview
transcripts

Assessment and
documentation of asthma
self-management, and
asthma action plan

Assessment of
psychometric properties

Evaluate degree of
partnership in care

Literature review

Questionnaire
evaluation

Health assessment (blood
pressure, HbAlc level,
and foot assessment) and
patient education

Citation

(Meltzer et al.,
2009)

(Nagel et al., 2008)

(Bailey et al., 2009)

(Latta et al., 2008)

(Aschner et al.,
2007)

(Fox etal., 2007)

(Langford et al.,
2007)

(Brownson et al.,
2007)

(Wottrich et al.,
2007)

(Lee, 2007)

(Knops et al., 2005)

(Browning and
Solomon, 2005)

(Rosher and Robin-
son, 2005)

(Dijkstra et al.,
2005)



follow suit, and the hospital system may then develop restrictive policies in an attempt to control all of

the clinics” (McDaniel et al., 2009, pp. 3-4).

Table B-1: Typology of patients on the team (cont.)

Team type Team task

Patients
and
physicians
Care for older
patients
Interdisci-  Patient-centered
plinary hospice care
Interdisci-  Improving pain
plinary management for

patients with terminal
illnesses

Health care Patient care aligned
with indications and

patient preferences

Interdisci-  Improve

plinary communication and
compliance in hospice
care

Multidisci-  Provide family-

plinary centered care

Medical Emergency care

teams in

the

emergency

department

Health care

Physician-

led

Patient care

Patients’ role

Engage in shared decision
making

Seniors participating in team
meetings and care

Family caregiver
participation in hospice team
meeting

Family caregiver
participation in care
planning

Seniors with serious, chronic
disability participating in
clinical decision making
Family caregiver active
participation in designing
care for patients with
terminal illnesses

Patient and families are
engaged in and are the focal
point of rounds and provide
input on care

Solicit adult patients’
perspectives of
communication with
medical teams and seek
participation in decision
making

Adolescent patients with
diabetes send questions via
text messages to health care
team

Describe important
physician—patient
interactions

Active involvement in
decision to take vaccines

Measure

Post-meeting interview

Patterns of
communication
analyzed

Outcomes evaluation

Communication
behaviors of caregivers
and team members
analyzed

Surveys of patients and
families

Survey

Qualitative interviews

Citation

(Peek et al., 2010)

(Lindberg et al.,
2013)

(Wittenberg-Lyles et
al., 2013)

(Parker Oliver et al.,
2010b)

(Mahon, 2010)

(Wittenberg-Lyles et
al., 2010a)

(Rosen et al., 2009)

(Mercer et al., 2008)

(Franklin et al.,
2008)

(Fletcher et al.,
2007)

(Milman et al.,
2005)

“Team-based health care is the provision of health services to individuals, families, and/or their
communities by at least two health providers who work collaboratively with patients and their
caregivers—to the extent preferred by each patient—to accomplish shared goals within and across
settings to achieve coordinated, high-quality care” (Mitchell et al., 2012, p. 5).

In 2013, a comprehensive review on the evolution of teams and team-based health care was conducted
by the Agency for Healthcare Research and Quality (AHRQ), and findings suggest that high-functioning
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health care teams are characterized by the strength of relationships, processes, and interactions with
individuals that form a team (Shoemaker et al., 2013, unpublished). Health care teams include a mix
of people and talents and capabilities that perform interdependent functions that fulfill the needs of
patients they serve and with whom they partner. The team may be as small as one health care clinician
and one patient, but also may include others supporting that patient’s care, including people who aren’t
part of the organization or institution. Patients hold a unique and central membership position on the
team. All members, including patients, must be aware they are part of a team and participate as part
of the team. The necessary conditions that promote team members’ engagement (including patients)
and high team functioning include respectful interaction, rich communication, mindfulness, trust, and
shared goals. Participatory leadership is a central component and catalyst across all domains of high-
functioning health care teams.

In summary, health care teams must communicate in ways to create trust and a mental model that is
shared by patients and all team members. Team primacy moves from a state of “me” to “we” with
mutually agreed-upon common goals and a high degree of role clarity, including the patient’s role, while
successfully confronting any task ambiguities. Future high-functioning health care teams will adapt to
meet the patients’ needs and engage the patient in the sequencing of mutually agreed-upon tasks and
objectives, ensure a full awareness of who is on the team and what their roles and responsibilities are,
allow sufficient time and support for the team to develop, and continuously evaluate and revise patient-
centered shared goals.

ROLES FOR PATIENTS AS MEMBERS OF HEALTH CARE TEAM
Veronica Chollette, National Cancer Institute

Health care clinicians have been encouraged to deliver team-based care and, in the 21st century, such
teams have become integral to delivering more effective, more efficient patient care, as was envisioned
by the IOM in its 2001 report, Crossing the Quality Chasm.

We recognize variability exists among types and tasks of health care teams. Patients may be involved
in multiple health care teams and their involvement may not be necessary for all.

Examples of patient roles on the health care team in the review of 65 papers include:
* Participation in group education programs;

*  Expressing values and preferences for end-of-life care in team meetings;

*  Self-management;

*  Knowledge sharing;

*  Goal setting;

*  Collaboration with the health care team as improvement partners;

47



» Participation in bedside reporting during shift changes;
*  Planning and evaluation of services;
» Participation in care planning process;

* Understanding and using tools to self-monitor health (e.g., pedometer, glucose monitoring, blood
pressure); and

* Endorsement of treatment goals.

Participation in shared decision making was cited most frequently as the recurring role of patients and
families on the team. This role was noted most in primary care settings; hospitals, clinics, hospice, and
community practices; and among patient-centered health care teams.

Patient and family caregiver roles can be stratified according to patient activation, engagement,
and membership on the team. Patients and families can be acknowledged as members of the team.
Depending on their role or task on the health care team, they may or may not include knowledge of self-
care or engagement. For example, a few abstracts describe the need for patient collaboration (welcomed
membership) in planning and evaluation of services in continuous quality improvement efforts and
implementation to improve factors that enhance collaboration, but knowledge of self-care (activation)
or being active in improving one’s health (engagement) is not discussed. Examples of patients and
families on the team who are activated and engaged and who have improved clinical outcomes appear
frequently in the care of patients with diabetes (see Table B-2, pp. 49-53).
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Table B-2: Role of the patient as a member of a patient-centered team

Team/provider/setting

Primary care practice
teams in a medical home
index

Multidisciplinary care
team in “patient-centered”
environment

Health care professionals
in acute care hospitals

Intensive care team in
hospital intensive care
units (ICUs)

General practice teams in
the primary care setting

Presurgical program at
health maintenance
organizations
Interdisciplinary hospital
care teams

Nursing

Regional, rural, and
remote hospital primary
health care settings

Rehabilitation service

Pediatricians at hospitals,
clinics, and community
settings

Primary care patient-
centered medical home

Pediatric oncology in the
hospital setting

Patient role

Pediatric patients vaguely described as
having a strong relationship with health
care team

Adult diabetes patients who participated
in a group education program

Elderly patients who expressed
preferences for care at end of life

Surrogates for critical care patients
expressed values and treatment
preferences in clinician—patient—
family triad

Adult patients with back pain
participated in interprofessional
education

Adult patients undergoing total joint
replacement (TJR) participated in
pre-surgical patient education
Information exchange by older adult
patients, post-acute condition

Imagery used by adult cancer patients to
describe their experiences

Adult patients participated in clinical
education

Family members engaged in
rehabilitation of patients with traumatic
brain injury

Pediatric patients partnering in decision
making

Decision support for and self-
management by adult patients with
chronic obstructive pulmonary disease

Clear communication by parents as
partners with pediatric patients with
cancer
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Outcome

Learning collaborative stimulated, but did not
complete, medical home changes (McAllister et
al., 2013).

Lower Alc levels, improved lipid profiles, higher
quality-of-life scores, and improved knowledge
about diabetes and problem-solving ability
(Erlich et al., 2013).

Communication with health care professionals
and documentation of these preferences remains
inadequate (Heyland et al., 2013).

Improved quality and timeliness of
communication facilitated discussion of the
patient’s values and treatment preferences, and
improved the patient-centeredness of care (White
etal., 2012).

Patients sharing their experience of back pain
appeared to be a particularly pivotal point in
learning for practice teams (Carr et al., 2012).

TIR class was found to promote a sense of social
connectedness and fostered participants’
independence (Lane-Carlson and Kumar, 2012).

Interactions with patients and family caregivers
increased the capacity of patient care teams

to optimize patient-centered care, information
exchange, and coordination of transitional care
(Toles et al., 2012).

Nurses can find a common language for connect-
ing with patients and can advocate for greater
awareness and more sensitive communication by
other health care providers (Harrington, 2012).
Patients believed they had an important
contribution to make to medical education
(Hudson et al., 2012).

Ongoing refinements and evaluation are planned
(Foster et al., 2012).

Policy statement (American Academy of
Pediatrics’ Committee on Hospital Care and
Institute for Patient- and Family-Centered
Care, 2012).

Reduced emergency department and inpatient
usage (Fromer, 2011).

Better understanding of how family relationships
are structured in immigrant families will assist
health care providers to balance the best interests
of the child with that of the family as a unit (Watt
etal., 2013).



Table B-2: Role of the patient as a member of a patient-centered team (cont.)

Team/provider/setting

Medical homes at
integrated community
systems
Interdisciplinary health
care teams

Health care team

Children’s hospital

Patient-centered model of
care

Multidisciplinary health
care professionals (HCPs)
within patient-centered
health care teams

General practice hospital

Clinical practice hospital

Palliative care in
undefined care setting

Health care team in
gynecological oncology
setting

Oncology
treatment teams

Health care team in
undefined care setting

Patient role

Children with disabilities as partners

Improved family involvement for under-

privileged patients

Patient—clinician interactions and
decision making for patients with

serious illnesses

Pediatric patients with bleeding or other
chronic disorder talking and listening,
being involved, making decisions, and

being connected
Patient—nurse partnership

Knowledge sharing between HCPs and
shared decision making among HCPs
and patients with rare diseases

Demands on the decisions of prescribers

Goal setting by stroke patients and

family members

Interprofessional collaboration with

patients is considered

Involvement by female patients with
ovarian cancer and shared responsibility

Increase patient involvement

Self-management by patients with dia-

betes
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Outcome

Suggestions offered to pediatricians and policy
makers regarding partnership (Murphy and
Carbone, 2011).

Collaboration explored and challenges identified
(Bruner et al., 2011).

By drawing attention to shared mind, clinicians
can observe in which ways they can promote it
through bidirectional sharing of information and
engaging in shared deliberation (Epstein and
Street, 2011).

Facilitating school-age children’s family-
centered care partnership role is worthy to
explore in youth transition programs (Pritchard
Kennedy, 2012).

Case studies referenced (Doss et al., 2011).

Findings help to elucidate the necessity of
individualized, innovative solutions for patients
with rare diseases (Hannemann-Weber

etal., 2011).

We advocate for further research focusing on
managing patient demands and improving
prescribers’ coping strategies (Lewis and
Tully, 2011).

This study raises questions about how “patient-
centered” current goal-setting practices are and
whether a “patient-centered” approach is even
possible in inpatient stroke rehabilitation when
considering predominant funding and health
system models (Levack et al., 2011).

A brief discussion of key issues that influence
collaboration follows and a review of the
implications for practice is presented (McDonald
and McCallin, 2010).

Being acknowledged as a unique person was a
prerequisite to achieve familiarity. Also impor-
tant to the women was having the opportunity to
share responsibility for their care and lives with
someone from the health care team (Ekwall et
al., 2011).

Promotion of a conceptual model (Ueno
etal., 2010).

Patient self-care can improve treatment outcomes
(Serrano-Gil and Jacob, 2010).



Table B-2: Role of the patient as a member of a patient-centered team (cont.)

Team/provider/setting

Physicians and nurse
specialists in primary
practice settings and
immunology centers
Physicians in medical
groups in undefined care
setting

Undefined teams at a
children’s hospital

Undefined oncology
teams at a children’s
hospital

Tertiary care ICU hospital

Pediatric teaching
hospitals

Medical home team in
undefined care setting

Clinical team at a district
general hospital

Multidisciplinary team in
a managed-care setting

Multidisciplinary team

Health care team in the
primary practice setting

Interdisciplinary care
teams in the hospital
setting

Primary care

Children’s nurses at inner
city trust

Undefined team type in
ICU setting

Undefined team type in
palliative care setting

Patient role

Patients with primary immunodeficiency
disease as informed, involved, and
interactive partners in health care
decisions

Self-management of chronic care

Communication by children with
complex diseases

Informed decision making (IDM) by
adolescents and young males with
cancer

Patient and family representatives were
included in the ICU interdisciplinary
team membership

Parents participated in interdisciplinary
teaching rounds

Parents of children with “special health
care needs” involved in decision making

Involved female patients with
gynecological cancer in planning and
evaluating services

Patients with chronic conditions played
an active role in therapy

Patients with diabetes take control of
their condition

Group meeting with provider, self-
management by patients with diabetes,
collaborative goal setting

Patients and family members actively
participate in discussions with health
care team

Patients with colorectal cancer involved
in decision making

Effective partnership with children’s
parents

Expressed patient wishes

Patients with advanced metastatic cancer
designate a surrogate decision maker
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Outcome

Conceptual model discussed (Burton
etal., 2010).

Survey to validate measure. Self-management
support is feasible and can identify gaps in care
not currently included in standard measures of
patient care experiences (Sequist et al., 2009).

Differences were found for engagement with
“difficult” patients/families (Meltzer

et al., 2009).

Educational brochures lead to better IDM (Nagel
et al., 2008).

Partner participation in various activities related
to unit governance are shared (Hynes
et al., 2008).

Including parents on ward rounds at a teaching
hospital was viewed positively by parents (Latta
et al., 2008).

Parental perception: physicians need to be more
proactive with referrals and knowledge or
community resources (Wood et al., 2009).

Discuss continuous quality improvement
(Knight, 2007).

There is a potential to decrease costs with
patient-empowerment interventions
(Anderson, 2007).

Real-world case studies (Aschner et al., 2007).

Goal-setting techniques make patients valued
partners with the health care team (Langford et
al., 2007).

Model is valuable in improving patient-centered
care (Sisterhen et al., 2007).

Involving patients in decisions about their

own care may enhance screening participation
(Klabunde et al., 2007).

Further research is suggested to determine the
applicability of these findings to other members
of the multidisciplinary team (Rushton, 2007).
Association recommendation (McCauley and
Irwin, 2000).

Ensure that patients’ end-of-life preferences are
honored (Bomba and Vermilyea, 2006).



Table B-2: Role of the patient as a member of a patient-centered team (cont.)

Team/provider/setting

Nurse bedside reporting at
an urban medical center

Undefined team type at
an international diabetes
center

Interdisciplinary team in
the hospice setting

Undefined team type in
the nursing home setting

Hospital setting

Interdisciplinary team in
the hospice setting

Undefined team type in
the hospital setting

Weight-management team
in the hospital setting

Undefined team type in
undefined care setting

Multidisciplinary
providers in the primary
care setting

Hospice team at the
patient’s home

Hospice team at the
patient’s home

Patient role

Patient involved in his/her own care,
activities, and current status

Patients with diabetes understand and
endorse treatment goals

Patient and family autonomy in
decision making and involvement in
team meetings

Family member involvement

Older patients participate in team
meeting

Family caregivers participate in team
meeting

Communication with patient and family
members in unit-to-unit transfer

Overweight patients use pedometer to
track activity

Shared decision making

Participation and empowerment of pa-
tients with chronic disease in care
processes and in collaboration with
health providers

Caregiver participation in the care-
planning process

Patient and family participation in
hospice team meetings and decision
making
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Outcome

One unit in the hospital reported on outcomes
after implementing this change (Anderson and
Mangino, 2006).

Model shown to improve achievement of
glycemic, lipid, and blood pressure goals, and it
is economically viable (Durston, 2006).

Few programs had experience with this
approach. Frailty and burden of caregiving posed
challenges to participation (Parker Oliver

et al., 2005).

The improved satisfaction scores reflected
greater communication and interaction among
families, staff, and residents (Rosher and
Robinson, 2005).

Participation in team meeting allows care
providers to view patient as a whole human
being (Lindberg et al., 2013).

Implications for family participation in hospice
team meetings are highlighted (Wittenberg-Lyles
etal., 2013).

This project was successful in demonstrating

the usefulness of appreciative inquiry as both a
quality improvement methodology and a strategy
to build trust among key stakeholders (Clarke et
al., 2012).

Not stated (O’Connell, 2012).

Educational leaders and researchers can
institutionalize such curricula by linking them
with quality improvement and patient safety
initiatives (Lown et al., 2011).

Improved professional collaboration among gen-
eral practitioners, practice staff, allied health pro-
fessionals, and patients, increasing understanding
and trust and enhancing multidisciplinary team

work for chronic disease care (Chan et al., 2010).

Caregiver participation in the care-planning
process is feasible and may change caregiver
perceptions of pain medication, potentially
improving pain management for hospice patients
(Parker Oliver et al., 2010b).

Further research is suggested to determine the
structural feasibility of patient and family in-
volvement via videophone as well as the struc-
tural and procedural changes resulting from this
inclusion (Parker Oliver et al., 2010a).



Table B-2: Role of the patient as a member of a patient-centered team (cont.)

Team/provider/setting

Health care team in
undefined care setting

Hospice team at the
patient’s home

Undefined team type in
undefined care setting

Undefined team type in
the inpatient pediatric
ward teaching hospital
setting

Hospice team at the
patient’s home

Undefined team type in
undefined care setting

Diabetes care team at the
patient’s home

Undefined team type in
undefined care setting

Undefined team type in
professional practice
setting

ETHICAL CONSIDERATIONS FOR INTEGRATING PATIENTS AS TEAM MEMBERS

Ethics are the shared values and standards that guide behavior within and between groups. They are
often made explicit in written codes of ethics, but not always. Within health care teams, the ethics of
teamwork are commonly implicit, though some health professional codes of ethics address ethical

Patient role

Senior surrogate involved in clinical
decision making for patients with
chronic disability

Patients and family members participate
in team meetings

Patients involved in rehabilitation goal
planning

Patients and family members participate
in rounds

Patients and family caregivers
participate in interdisciplinary meetings

Team engages patient authority for
treatment-resistent patients

Young adult patients with diabetes
engaged with diabetes care team

Elderly patients involved with
decision making

Patients involved with decision making

Outcome

Understanding how to assess capacity—and
when and how to integrate surrogates into
clinical decision making—can contribute to im-
proved patient care (Mahon, 2010).

Findings also suggest that hospice staff would
benefit from education and training on best
practices for communicating with caregivers in
the team meeting setting (Wittenberg-Lyles

et al., 2010a).

Practical case examples of patient involvement in
the assessment and goal-setting process are given
in article, not abstract (Duff, 2009).

The patient and family are engaged in and are the
focal point of the rounds. Staff members are able
to hear everyone’s perspective and give input
(Rosen et al., 2009).

Not presented in the abstract (Wittenberg-Lyles
et al., 2008b).

The team helps its members identify, bear, and
metabolize negative countertransference, address
associated anxieties realistically, and optimize
the environment for change (Krikorian and
Fowler, 2008).

Automated, scheduled text messaging
successfully engaged young people with diabetes
(Franklin et al., 2008).

Immunization rates increased (Milman et al.,
2005).

A client-centered, collaborative professional
practice model is proposed in this paper as a
means for fostering and facilitating the culture
for this change (Orchard et al., 2005).

Matthew W. Wynia, American Medical Association

issues in team-based care (Virtual Mentor, 2013; Doherty and Crowley, 2013; AMA, 2014).

In addition, there are some common ethical values that tend to govern the work of high-functioning
health care teams. In a prior IOM discussion paper, five values were noted to be shared by members of
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high-functioning, patient-centered teams (Mitchell et al., 2012) (Table B-3.)

Several papers have explored ethical issues in team-based care, but none explicitly address the
ethics of including patients as members of health care teams (Van Norman, 1998; Cassel et al.,
2002). Still, a few general observations about the ethics of working in health care teams can be
extrapolated to help explore the ethical implications of considering patients to be team members.
First, team-based care is rooted in an ethical belief in the importance of shared responsibilities and
accountability. (There is no single “captain of the ship” in team-based health care, a fact that has
been recognized by a number of courts.) Interdependence, a core concept in team-based care, implies
that there are critical performance expectations for every single member of the team. While not
overtly considering the roles of patients, ethicists have explored the implications of this basic tenet of
teamwork with regard to team members with varying skills and training. As Gail Van Norman, M.D.,
has written, “Relationships between professionals on the multidisciplinary team are by their nature
unequal ones. Different knowledge and experience in specific issues both ethically and legally impart
unequal responsibility and authority to those care providers with the most knowledge and experience
to handle them. But also because of differences in training and experience, each member of the team
brings different strengths” (Van Norman, 1998).

Certainly, having a patient as a team member brings a critical vantage point and unique strengths to help
the team accomplish its goals. But it is not clear that all patients can be seen as interdependent team
members with accountabilities that are on par with other team members. The most apparent examples
are instances during which patients are incapable of decision making or are hindered in their capacity
to participate in self-care. Even short of this, some patients will not desire to have other team members
hold them accountable for meeting explicit responsibilities, and it is not always clear whether this is
reasonable.

Second, teams depend on open communication and honesty among team members. Yet, patients have
important privacy rights and might not want to share feelings and experiences with all other team
members openly and honestly. In addition, power imbalances can make patients less willing to raise
questions or criticize other team members.

Table B-3: Shared values among team members

Honesty: Put a high value on open communication within the team, including transparency about aims, decisions,
uncertainty, and mistakes.

Discipline: Carry out roles and responsibilities even when inconvenient, and seek out and share information to improve
even when uncomfortable.

Creativity: Be excited by the possibility of tackling new or emerging problems, seeing errors and unanticipated bad
outcomes as potential opportunities to learn and improve.

Humility: Recognize differences in training, but do not believe that one type of training or perspective is uniformly
superior; recognize that team members are human and will make mistakes.
Curiosity: Delight in seeking out and reflecting on lessons learned and using those insights for continuous
improvement.

Mitchell et al., 2012.
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Third, high-functioning teams have shared values and goals, yet patients do not always share all of
the same goals as other team members, or they might hold different values or interpret goals very
differently from other team members. Conflicting goals can relate to religious, cultural, or other belief
system differences, or they might simply reflect conflicting priorities. For instance, teams often seek to
provide care that is efficient and cost-effective, but research suggests that few patients place high value
on wise stewardship of health care resources in the context of their own care (Sommers et al., 2013).

Finally, if there is frequent conflict with one team member, this can lead to a decision to fire the member
who doesn’t work well with the rest of the team. For a number of important ethical reasons, there should
be a much higher bar for “firing” a patient from a health care team.

IMPACT OF INTEGRATING PATIENTS AS TEAM MEMBERS
Melissa A. Simon, Northwestern University

The public health relevance of patient activation is expanding as large numbers of patients are entering
a health care system with continued limited resources. Efforts to improve both health care delivery
and cost effectiveness in the United States increasingly have begun to focus on addressing particular
barriers to care for patients, as well as ways to improve their self-management. Patient activation has
emerged as one way to describe, and hopefully to improve, an intangible sense of patient control and
self-management. The Patient Activation Measure (PAM) was initially described by Hibbard and
colleagues in 2004 as a way to quantify patient activation; their 13-question short form, published
in 2005, is now being used by investigators both as a primary outcome and as a predictor for various
health interventions (Greenfield et al., 1985; Greenfield et al., 1988). Activation has been shown to
be correlated with both health behaviors and health outcomes. A 2012 study by Greene and Hibbard
found that for every additional 10 points on the PAM scale, the probability of smoking, being obese, or
having an emergency department visit was 1 percent lower, whereas the likelihood of having normal
hemoglobin Alc, high-density lipoprotein, or triglycerides, or of having had a mammogram, was 1
percent higher.

Activation is particularly relevant for public health interventions because it has been shown to be lower
in many groups with lower health outcomes, who are traditionally more difficult to connect to health
care resources. Thus, it represents potential opportunities to identify individuals who may struggle with
self-management of their health and to explore which types of interventions may help them improve
self-management in the future, especially in a system that increasingly will demand it.

Previously, PAM scores have been shown to be lower in Latinos and African Americans, as compared
with whites; adjusting for demographic variables and socioeconomic status erased much of the
difference between African Americans and whites, but not between Latinos and non-Hispanic whites,
indicating that differences may have been more affected by immigration and language factors (Kaplan
et al., 1995). In a patient activation study focused exclusively on Latinos, activation was found to be
higher in U.S.-born and bilingual Latinos than in foreign-born or exclusively Spanish-speaking patients
(Jahng et al., 2005). Lubetkin et al., in 2010 found that better educated patients were more activated,
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as were patients with adequate health literacy and better self-rated health, as we might expect from
the PAM questions (Haskard et al., 2008). Additionally, Mosen et al. found that not only were their
study patients with higher PAM scores more likely to perform self-management behaviors and report
medication compliance, but they also were more likely to report high patient satisfaction, quality of
life, and physical and mental functioning scores (Street et al., 2005). Finally, activation previously has
been shown to be correlated with better quality of care and communication with physicians, even after
controlling for demographics and language (Jahng et al., 2005). A number of studies have demonstrated
the ability to increase PAM through a variety of interventions (coaching/counseling, online wellness
portals, obesity programs, workshops, etc.) (Kaplan et al., 1989; Cegala, 2003; Cegala et al., 2007;
Cegala and Post, 2009; Cegala et al., 2012, 2013). One study found that in older adults with chronic
disease (diabetes or heart disease), 52 percent of patients’ activation levels changed at one-year follow-
up (without an intervention); 54 percent increased and 46 percent decreased (Post et al., 2002).

Of particular importance is whether the increase in activation then corresponds to increasing performance
of certain health behaviors. A small number of studies already have begun to explore this issue; many of
them have been able to improve PAM scores, although at times the scores of control groups improved as
well, and the related increase in health behaviors has not been expanded yet to demonstrating improved
health outcomes. Shively and colleagues designed an intervention in which advanced practice nurses
developed individualized plans for coaching/counseling patients diagnosed with heart failure based on
their baseline activation stage (Shively et al., 2013). They significantly increased PAM scores over the
six-month intervention period (especially for patients with medium levels of baseline activation), as
well as adherence to health behaviors, but were not able to show a consistent decrease in hospitalizations
for these individuals (Smith et al., 2013). Hibbard and colleagues published an article examining the
Chronic Disease Self-Management Program (weekly workshops for six weeks), which attempted
to increase patient activation and to study whether that increase in activation was associated with
improved health behavior performance. Activation increased in both the intervention and the control
group (although more quickly in the intervention group); they could not draw strong conclusions about
effective ways to improve activation. However, they did demonstrate that with improved activation, there
was improved performance of a number of baseline health behaviors (including exercising, managing
stress, monitoring dietary fat, monitoring home blood pressure and glucose, and taking recommended
diabetes medications), even among some participants who weren’t performing such activities at the
beginning of the study (Cegala, 2003; Hibbard et al., 2007; Hibbard et al., 2009). A similar study
compared an activated consumer program (seminars and coaching on evaluating health information,
preventive guidelines, and importance of taking medications as prescribed) to a traditional health
promotion program and to a control group. They found that PAM increased significantly, with a mean
change of 4.31. Those at level 1 at baseline improved the most (average increase of 17). Overall, these
increases were related to a decreased health risk score for patients, and specifically to improved aerobic
exercise, safety, and frequency of breakfast, and to decreased stress and lowered cancer risk (Epstein and
Street, 2011).
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In summary:

» Patient centeredness and integrating patients on the team leads to better outcomes. Team functioning
predicts patient outcomes.

*  TeamSTEPPS and other models have been useful in health education (AHRQ, 2014b).

* The power of the electronic health record has been addressed somewhat in terms of making
computer templates that would detail the process of the team and the involvement of patients.

*  There is wide variation within teams, and a certain chemistry is required for teams to work. Several
barriers can impact the team dynamics—including personalities and the environment. There can
be a naiveté about integrating the patient into the team; one cannot think about it in the same way
as incorporating a more technical part of the staff into the team. However, patients bring technical
skills in their own right.

* Studies outside the field of medicine show that diverse groups are more innovative and creative
than monolithic groups.

TEAM PARTNERING WITH PATIENTS TO IMPROVE OUTCOMES
Dale C. Strasser, Emory University Medical School

Extensive literature exists to support the superiority of team-based care and increased care coordination
across a spectrum of settings and medical specializations. Team-based care emerged concurrent with
the development of geriatrics, rehabilitation medicine, public health, and mental health (Rusk, 1972;
Mathews, 1984). In stroke rehabilitation, for example, the value of team-based care and dedicated
stroke units have been endorsed widely, are written into accreditation standards, and are referenced by
regulatory agencies (Duncan et al., 2005; CARF, 2013). Furthermore, reviews on the topic across settings
support team care while simultaneously acknowledging the challenges of realizing its potential. Team-
based care plays a major role in the IOM work on quality and patient safety, including the landmark
report, Crossing the Quality Chasm (10M, 2001).

The background and justification for team-based health care is summarized in the Core Principles and
Values of Effective Team-Based Health Care discussion paper (Mitchell et al., 2012). For the early
adopters of team-based care (e.g., geriatrics and rehabilitation), the impetus for an interdisciplinary
approach arose in contrast to the existing medical model as a way to address patient-centered goals
more directly. Although the assumption that team-based care promotes (or has the potential to promote)
greater patient-centered care is reasonable, it merits further study and refinement.

This section examines “how” team care impacts outcomes. The relationship of Team Functioning (TF)
to patient outcomes resides at the core.

TF refers to the “skill and reliability with which team members work together” (Mitchell et al., 2012,
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p- 3). The spectrum of TF runs from “parallel practice, in which clinicians mostly work separately, to
integrative care, in which the interdisciplinary team approach is pervasive and non-hierarchical and
utilizes consensus building, with variations along the way.” Common sociobehavioral themes (e.g.,
communication, discipline boundaries, leadership, and goal directed) run through the diverse literature
on teams. Hence, the partnership between the team and the patient can be operationalized as the
sociobehavioral characteristics of teams that impact patient outcomes.

Potentially modifiable variables

This section discusses potentially modifiable variables of TF extrapolated from existing research, and
is organized along the lines of the conceptual model of treatment effectiveness in stroke rehabilitation
developed in 1997 by Strasser and Falconer (Smits et al., 2014). This model provided the conceptual
framework for the Department of Veterans Affairs (VA) Rehab Teams Project (VA Merit E1101R;
B2367R; O3225R), a 15-year effort examining team functioning and patient outcomes. This model was
developed to guide clinician-centered research linking TF to patient outcomes.

The model posits that team care mediates between system inputs (hospital organization, treatment/
technologies, and participants) and patient outcomes. TF is based on team actions and team relations.
Team actions are conceptualized along a spectrum anchored by team leadership at one extreme and
managerial practices at the other. Likewise, team relations are seen as a spectrum anchored by social
climate (e.g., interprofessional relations on a team) and professional networks (e.g., interprofessional
relations of team function).

Modifiable variables: Which interventions work?

In a cluster randomized trial of team training for stroke rehabilitation, Strasser et al. (2008) tested
whether a team training intervention in process improvement would be associated with improved
outcomes for stroke patients over a one-year period. The team training consisted of a six-month staff
education intervention centered on a 2.5-day workshop for two self-identified team leaders from each
intervention site. Prior to the intervention, both groups received a customized TF portrait. This portrait
compared the participant’s specific team characteristics to national norms and offered interruptive
comments on the findings. The primary outcome was improvement in function. Stroke patients treated
by the experimental group had statistically greater gains than patients in the control group. These
findings support the use of staff education and skills development that target relevant clinical issues,
along with peer feedback on self-identified barriers, site-specific action plans, and an empirical model
consistent with clinical experience (Stevens et al., 2007).

To summarize, the general thesis that TF impacts outcomes is well supported. More specifically, a
growing body of literature finds that TF can be characterized in sociobehavioral constructs and that
different attributes of TF (e.g., managerial practices, professional networks) are associated with
different outcomes (e.g., functional gain, community discharge). Of interest, the specific impact of TF
interventions relates to the particular TF attribute addressed. Strasser and colleague’s (2008) clinical
trial supports the value of direct clinician engagement on relevant aspects of TF associated with a self-
identified problem.
58



The nature of team care

By its nature, team care is both subtle and complex. The chemistry underlying effective teams varies by
tasks, settings, and personnel. In one instance, a pivotal issue may be smooth interprofessional relations
while, in another instance, social climate or physician engagement may be critical. In Alexander
and colleague’s longitudinal study of 40 VA mental health teams (2005), effective team functioning
involved active patient engagement and not necessarily smooth-running teams. One can imagine a
smooth-running team disengaged from the patient (e.g., not patient—centered care), which has limited,
even detrimental, impact on outcomes. These findings suggest a dynamic interplay between team care
and patient engagement.

The challenges of methodology and measurement in researching this area reflect the complexity of the
topic. For example, the high intercorrelations of both TF measures and outcomes (patient, team process,
organizational-financial) mean that specific relations must be interpreted cautiously. This complexity
may partially explain the limited direct research on TF and patient-centered care. Patient engagement,
including team-based care, presupposes clear communication and implementation approaches. A high-
functioning team commonly arrives at that stage of engagement after internally processing the patient’s
circumstances. There are usually some starts and stops along the way.

A patient cannot be a member of the team in the exact same manner as a trained health professional.
As well, by definition, patients requiring team care are vulnerable because they are sick or have a
chronic condition. This may differ for patients with stable conditions requiring simpler clinical decision
making, like that which can be made in a straightforward outpatient visit with a primary care physician.
Rather than integrating patients as team members, more useful framing questions could be:

* How can the patient’s perspective guide effective treatment goals and activities of team-based care?
and

*  What aspects of TF impact patient-centered care and how can they be improved?

Basic principles of group and team process provide insights into this team partnership with the patient.
Diversity in groups promotes broader, more innovative results. It is generally recognized that more
diverse work groups, such as by age, gender, ethnicity, and professional background, result in more
creative and generally effective solutions than groups dominated by one gender or ethnicity. It is likely
that a similar dynamic occurs on interdisciplinary patient care teams. The diversity of professional
backgrounds along with usual diversity in age, gender, and ethnicity provides more opportunities for
meaningful engagement between clinicians and patients. Shared leadership tasks may default to the
clinician who connects best with a given patient in a particular circumstance. Effective teams flow with
this dynamic for optimal results.
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KEY FACILITATORS AND BARRIERS TO INTEGRATING PATIENTS ON TEAMS
Pamela H. Mitchell, University of Washington

The AHRQ search produced 231 citations using keywords and databases cited in the evidence base that
appears on p. 40. This section summarizes the 28 citations in our review that were based on some type
of systematic inquiry and included patient/family perspective. Most commonly, these were single or
multiple case reports using mixed methods (interviews, surveys, observation) of primary care practices.
However, psychiatric and rehabilitation teams were reported on the second most frequently. There was
one cluster randomized trial of collaborative care that explicitly included patients/families with their
clinician team (Dobscha et al., 2009). Although this trial demonstrated significantly improved patient
outcomes from chronic pain management, facilitators and barriers to collaborative care processes were
not reported. One group had several reports on different palliative care and hospice teams that explicitly
included analysis of patient-family-team interactions (Wittenberg-Lyles, 2005; Wittenberg-Lyles et al.,
2008a; Wittenberg-Lyles et al., 2008b; Wittenberg-Lyles et al., 2010a; Wittenberg-Lyles et al., 2010b;
Wittenberg-Lyles et al., 2012). Fennel and colleague’s review of organizational influences on quality
team care and Greenhalgh and colleague’s concept analysis indirectly help illuminate facilitators or
barriers (Fennel et al., 2010; Greenhalgh et al., 2009).

The majority of the papers reported facilitators to integrating patients on teams (see Table B-4,
pp. 62-65):

e Team-based care;

* Improved communication within the team;

e Feedback to clinicians;

*  Family-centered care with parents as improvement partners;
e Cultural awareness;

*  Keeping families together;

»  Treating patients with respect;

*  Showing care and concern; and

» Patient-centered care with explicit patient involvement, active listening, and a culture of quality
improvement and shared learning (Bunniss and Kelly, 2008; Davies et al., 2008; Mercer et al.,
2008; Chan et al., 2010; Brierley et al., 2012; Carr et al., 2012; Foster et al., 2012; Markova et al.,
2012; Wittenberg-Lyles et al., 2012; McAllister et al., 2013).

When barriers to integrating patients on teams were mentioned, they usually were implied as lack of the
facilitators (see Table B-4, pp. 62-65). However, explicit barriers noted included:
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e Poor team cohesion;

» Differences in consultative style;

*  Poor communication, including lack of training in communication;

*  Emphasis on medical model (versus biopsychosocial model);

»  Patient perception of being disrespected;

e Mechanical behavior of staff;

* Lack of leadership commitment (from larger organization or practice);
» Isolation of physicians from rest of staff;

» Isolation of decision makers in acute settings;

e Information overload; and

» Lack of time for team briefings, improvement, and professional support (Chesluk and Holmboe,
2010; Miller et al., 2010; Wittenberg-Lyles et al., 2010a; Brierley et al., 2012; Carr et al., 2012;
Markova et al., 2012; Wittenberg-Lyles et al., 2012; Kdrner et al., 2013; McAllister et al., 2013;
Watt et al., 2013).

Additional barriers included poor conflict management, physical layout precluding team communication,
not involving the patient as much as he or she wants, lack of experience in using feedback and data, and
absent or inadequate staffing for care coordination (Davies et al., 2008; Mercer et al., 2008; Oandasan
et al., 2009; Korner et al., 2013; McAllister et al., 2013).
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Table B-4: Key facilitators and barriers to integrating patients as team members
Paper: Medical home transformation in pediatric primary care—What drives change? (McAllister et al., 2013).

Facilitators: (1) a culture of quality improvement; (2) family-centered care with parents as improvement partners; (3)
team-based care; and (4) care coordination.

Barriers: (1) difficulties in recruiting and engaging parent partners; (2) minimal support for improvement in the
pediatric setting, a strenuous activity; (3) unreasonable practice standards; and (4) lack of payment for care
coordination.

Paper: Improving services for back pain: Putting the patient at the centre of interprofessional education (Carr
etal., 2012).

Facilitators: Patient involvement, active listening.
Barriers: Emphasis on medical model, rather than biopsychosocial one.

Paper: Encouraging family engagement in the rehabilitation process: A rehabilitation provider’s development of
support strategies for family members of people with traumatic brain injury (Foster et al., 2012).

Facilitators: Explicit structuring that includes early engagement, meeting cultural needs, keeping families together,
actively listening, active involvement, education, skills training, and support for community reintegration.

Barriers: Logistical and psychological, including emotional state (grief, fear, anxiety, and confusion); sudden economic
burdens; stress-related impacts on family members; power imbalances and conflicts between rehabilitation professionals
and families; and such legal issues as identifying a decision maker for a patient with amnesia.

Paper: Working with young adults with Type 1 diabetes: Views of a multidisciplinary care team and implications for
service delivery (Brierley et al., 2012).

Facilitators: Patient-centered care and a range of interventions appropriate for individual levels of need.

Barriers: Working in a multidisciplinary team was complicated by differences in consultation styles, poor team
cohesion, and communication.

Paper: Family-centred care: A qualitative study of Chinese and south Asian immigrant parents’ experiences of care in
pediatric oncology (Watt et al., 2013).

Barriers: Parents not perceiving themselves as part of the team; disrespectful and mechanical behavior of staff; parental
discomfort with communication of sensitive information directly to child; and staff not understanding family structure
regarding communication.

Paper: Implementing teams in a patient-centered medical home residency practice: Lessons learned (Markova et

al., 2012).

Facilitators: A team approach.

Barriers: Inferred: lack of leadership commitment; lack of engagement of all; lack of investment in staff, resident, and
faculty development; poor communication.

Paper: Parent—provider-community partnerships: Optimizing outcomes for children with disabilities (Murphy and
Carbone, 2011).

Facilitators: Providing a medical home; supporting education and community-based transition services; promoting
family members’ well-being; expanding access to public programs and public health services; increasing awareness of
self-care strategies; encouraging participation in community-based activities; involving family in decision making;
enacting legislation that aids children with disabilities; and supporting care coordination.

Barriers: Poverty; minority status; financial burdens; functional limitations; lack of integration, coordination, and
communication among service providers and agencies; inadequate funding for system infrastructure; insufficient
funding to meet children’s needs; lack of responses tailored to children with disabilities; and balancing privacy concerns
with service providers’ need for information.

Paper: Culturally sensitive collaborative care models: Exploration of a community-based health center (Bruner et
al., 2011).

Facilitators: Providers’ perceptions of care revealed a patient-centered approach with serendipitous family and
community involvement.
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Table B-4: Key facilitators and barriers to integrating patients as team members (cont.)

Barriers: Recognized challenges included the need to improve family and community involvement, develop ongoing
cultural sensitivity training for staff at the center, and hire more providers who match the ethnic and racial makeup of
the center’s clientele.

Paper: How teams work—or don’t—in primary care: A field study on internal medicine practices (Chesluk and
Holmboe, 2010).

Barriers: Current practice structures, which support physicians’ hectic routines, but fail to accommodate patients’
diverse needs.

Paper: The organization of multidisciplinary care teams: Modeling internal and external influences on cancer
care quality (Fennell et al., 2010).

Barriers: “Model of the connections between team context, structure, process, and performance and their subsequent
effects on cancer treatment care processes and patient outcomes. Finally, we will discuss future research directions to
understand how multidisciplinary treatment care teams improve patient outcomes and how characteristics of team struc-
ture, culture, leadership, and context (organizational setting and local environment) contribute to optimal
multidisciplinary cancer care.”

Paper: Involving patients in service improvement (Matthews et al., 2010).

Barriers: Care transitions for patients who were frequently hospitalized.
Paper: Primary immunodeficiency disease: A model for case management of chronic diseases (Burton et al., 2010).

Facilitators: Self-management by patients affected by rare illnesses, specialists familiar with the diseases’ complexity,
and self-administration of medical therapies by patients with chronic disease.

Barriers: Challenges with chronic pain management within the framework of other chronic disease management
programs.

Paper: Collaborative care for chronic pain in primary care: A cluster randomized trial (Dobscha et al., 2009).
Facilitators: Assistance with pain treatment included a two-session clinician education program, patient assessment,

education and activation, symptom monitoring, feedback and recommendations to clinicians, and facilitation of
specialty care.

Barriers: Physical and psychosocial impairments, depression, increased health care use and costs, busy primary care
practices, duration of pain, disability, unemployment, cost, and case manager time constraints.

Paper: Multidisciplinary teams in cancer care: Are they effective in the U.K.? (Fleissig et al., 2006).
Barriers: “This review describes the many practical barriers to the successful implementation of multidisciplinary

teams (MDT) working and shows that, despite an increase in the delivery of cancer services via this method, research
showing the effectiveness of MDT working is scarce.”

Paper: Designing an interprofessional training program for shared decision making (Korner et al., 2013).
Barriers: Time, need for respect from professionals, lack of participation in decision making, conflict management in
difficult situations.

Paper: Family caregiver participation in hospice interdisciplinary team meetings: How does it affect the nature and
content of communication? (Wittenberg-Lyles et al., 2013).

Facilitators: Caregivers present focused more on biomedical education, relationship building, and increased
socioemotional talk from social workers and chaplains.

Barriers: Hospice team only more task focused, shorter, and little participation from social workers, chaplains.

Paper: Conveying empathy to hospice family caregivers: Team responses to caregiver empathic communication
(Wittenberg-Lyles et al., 2012).

Facilitators: Team acknowledgment of caregiver statements.

Barriers: Hospice team lack of training in how to respond to empathic opportunities.

Paper: Transforming chronic illness care education: A longitudinal interprofessional mentorship curriculum (Collins et
al., 2011).
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Table B-4: Key facilitators and barriers to integrating patients as team members (cont.)
Facilitators: Persons living with chronic condition as mentors to health care professional students.
Barriers: Speculate exposure to patients as mentors later in their program.

Paper: Finding common ground? Evaluating an intervention to improve teamwork among primary health care
professionals (Chan et al., 2010).

Facilitators: Intervention improved communication among practice staff and with patients, and increased patient
empowerment.

Barriers: General practitioners and allied health professionals are seldom located in the same place; practices lack the
capacity to coordinate care with other services; poor communication exists between general practitioners and allied
health providers; and poor understanding of the roles and capabilities of other health care team members.

Paper: Care coordination in intensive care units: Communicating across information spaces (Miller et al., 2010).
Barriers: Lateral isolation within decision levels (charge nurses); information overload (residents).

Paper: The ACTive intervention in hospice interdisciplinary team meetings: Exploring family caregiver and hospice
team communication (Wittenberg-Lyles et al., 2010a).

Facilitators: Team-prompted caregiver participation.

Barriers: Lack of training for hospice staff on best communication practices.

Paper: The impact of space and time on interprofessional teamwork in Canadian primary health care settings:
Implications for health care reform (Oandasan et al., 2009).

Barriers: Negative impact of “poor design” and “cramped offices” on patient privacy and administrative productivity;
time constraints as barriers to communication, team work, and chronic disease management and prevention; team
composition and size, duration of time worked together, regularity of team meetings, and physical proximity of
providers to one another.

Paper: ‘The unknown becomes the known’: Collective learning and change in primary care teams (Bunniss and
Kelly, 2008).

Facilitators: Shared learning and understanding of relational processes, collective learning capability.
Barriers: Lack of internal learning processes or culture.

Paper: Patient perspectives on communication with the medical team: Pilot study using the Communication Assessment
Tool-Team (CAT-T) (Mercer et al., 2008).

Facilitators: Treating patient with respect, paying attention, showing care and concern.

Barriers: Lack of appropriate greeting; showing interest in patients’ ideas about his/her health; involving patient in
decisions as much as he/she wanted.

Paper: Evaluating the use of a modified CAHPS® [Consumer Assessment of Healthcare Providers and Systems] survey
to support improvements in patient-centered care: Lessons from a quality improvement collaborative (Davies
etal., 2008).

Facilitators: Strong quality improvement structure, simple intervention, frequent surveys.

Barriers: Insufficient time to engage staff and clinicians in behavior change, lack of engaged leadership, lack of
experience interpreting and using data.

Paper: Teamwork: A concept analysis (Xyrichis and Ream, 2008).
Facilitators: Interdependent collaboration, open communication, and shared decision making.

Barriers: Lack of common definition results in discrepancies across professions. (Note: Patients are NOT included
in definition.)

Paper: The community intensive therapy team: Development and philosophy of a new service (Darwish et al., 2006).
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Table B-4: Key facilitators and barriers to integrating patients as team members (cont.)

Facilitators: Working with the child and family in their own environment, tailoring therapy, and leveraging the
patients’, family’s, and agencies’ strengths.

Barriers: Demands of outreach models for skilled professionals’ time, continual pressure for inpatient services, toll of
care on family members, financial responsibility, and lack of support from family members.

Paper: The role of the patient care team in elderly people decision on influenza vaccination (Milman et al., 2005).
Facilitators: Significantly higher rate of immunization when patient care team was consulted and provided information.

Barriers: Lack of knowledge about the vaccine, untrustworthy information sources, failure of health care practitioners
to consult with patients about receiving the vaccine, and feeling powerless in the decision-making process.
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APPENDIX C
Jessie Gruman, Sandra Leal, Beth A. Lown, Carly Parry, and Ron Stock

INTERVIEW GUIDE

Introduction

Can you please confirm that you have agreed to have this interview recorded?

Hello and welcome. We are here today to discuss your opinions about and experiences with team-
based health care.

My name is [...]. | represent the Best Practices Innovation Collaborative, volunteer participants
working to improve patient care.

I am taking notes. In addition to taking notes, we are recording this session because we want to

make sure that we capture everything that you would like to tell us. All of your responses will be
confidential and any mention of personally identifying information, such as your name, will not be
included in the transcript. After the written transcript is verified for accuracy, the recording will be
promptly destroyed. You can also ask us to stop at any time if you no longer want to participate. Your
decision to participate will not affect your care.

The interview will take about 25 to 30 minutes.

It’s important to remember that there is no “right” or “wrong” answer. We’re interested in learning
about your experiences.

Increasingly, health care is provided by a team of health care professionals, such as doctors, nurse
practitioners, nurses, medical assistants and technicians, and even pharmacists, dieticians, dentists,
social workers, case managers, and other staff. In this team-based health care model, a team of health
care professionals work together, and with patients, to prevent or treat health conditions.

We want to know about your opinions about and experiences with these types of health care teams.
What works? What doesn’t work? And what team members could do differently to improve your
care?

Are you ready to begin?

Q1: First of all, where do you currently get most of your health care needs met? Would that be [name
of referring institution] or somewhere else?

Probes:
*  How often do you visit [name of referring institution]?

*  Overall, in the last six months, approximately how many different health care practitioners have
you seen, such as doctors, nurses, physical therapists, etc., including people at [name of referring
institution] and elsewhere?

Q2: At [insert name of referring institution] do you feel like you (are/were) treated by a team? Do
you feel like it (is/was) a team-based approach to your care?
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Q3 TO BE ASKED OF THOSE WHO SAID “YES” OR “MOSTLY” TO Q2

Q3: When you think about health care provided by a “team” at [name of referring institution], what
indicates to you that you are being treated by a team?

Probes:
*  Who are the main members of your health care team, as you see it?

o Are there other health care practitioners or other staff at [name of referring institution] who
are involved in your care?

*  What are the different health care services and treatments you receive from the different team
members? Who does what?

* Has [name of referring institution] provided other services, supports, help, or resources? If so,
what?

*  How does your health care team coordinate or manage your health care needs?
o Does the team work together to come up with a plan for your care?
*  How do the team members communicate with each other and with you?

o Is there a patient portal where you can go to look at your records, get test results, or make
appointments? If so, tell me about that.

Q4 TO BE ASKED OF THOSE WHO SAID “YES,” “MOSTLY,” OR “SUPPOSEDLY” TO Q3

Q4: Overall, how good a job does [name of referring institution] do at delivering team care to you as
a patient?

Probes:

*  How, if at all, did [name of referring institution] do a good job delivering team care? In what
ways was it good/successful?

* How, if at all, did they fall short?

ASK Q5 OF ALL

Q5: Do you feel that you are involved in your health care in a way that meets your needs?
Probes:

* IF NO: What would make it better?

* IF YES: What needs are being met now? How is that happening?

+ ASK THOSE WHO SAID YES OR MOSTLY TO Q3: To what extent do you feel that you are
part of your health care team? Ifyes, how so?

« ASK THOSE WHO SAY THEY DO CONSIDER THEMSELVES A MEMBER OF THE TEAM:
Overall is you being a member of the team a good thing or a bad thing for you as a patient?

o How so?

INTRO TO Q6 FOR THOSE WHO SAY THEY HAVE NOT RECEIVED TEAM CARE IN Q3:
In the team-based health care model, health care is provided by a team of health care professionals,
including doctors, nurse practitioners, nurses, medical assistants and technicians, and even

67



pharmacists, dieticians, dentists, social workers, case managers, and other staff. The idea is that the
team members work together, and with patients, to prevent or treat health conditions. Based on this
description...

ASK Q6 OF ALL
Q6: Overall, do you feel team-based health care is good or bad for patients?
Probes:

*  What, if anything, is/might be good for patients about team-based care? How does it benefit
patients?

0 ASK THOSE WHO HAVE RECEIVED TEAM CARE: How has it benefited you? How
does it improve your care and your experience as a patient?

*  What, if anything, is/might be bad for patients about team-based care? How does/might it harm,
or fail to help, patients?

0 ASK THOSE WHO HAVE RECEIVED TEAM CARE: How, if at all, has it harmed or
failed to help you?

ASK OF THOSE WHO HAVE SAY THEY HAVE NOT RECEIVED TEAM CARE IN Q3:

Q7: What do you think it would mean for you, as a patient, to be considered as an actual “member of
your health care team?”

Probes:
*  What would your role be? What would your responsibilities be?
*  Would you like to be a member of your health care team?
o Why/why not?
*  What would be good about being a member of your health care team?
*  What would be bad about being a member of your health care team?
Q8: What would you consider the ideal way to provide for your health care needs?
Probes:
* Imagine the ideal experience of getting your health care needs met. What would that look like?
*  How would this be different from the care you receive now at [name of referring institution]?
*  Would this ideal involve team-based health care?

Q9: Is there anything else about (your experience with or) the idea of health care provided by a team
that we haven’t discussed that you’d like us to know about?
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APPENDIX D
Table D-1: Organizations interviewed

Organization

Patient- and Family-Centered Care Innovation Center of
University of Pittsburgh Medical Center

Planetree

Bureau of Primary Health Care—Health Resources and
Services Administration*

Center for Advancing Health

Consumers Advancing Patient Safety

National Association of Community Health Centers
The Institute for Patient- and Family-Centered Care
Cincinnati Children’s

Dana-Farber Cancer Institute
Eureka Internal Medicine
Vidant Health/North Carolina Hospital Association

Virginia Mason Medical Center

Phase
Pilot

Pilot
Policy (Phase I)

Policy (Phase I)
Policy (Phase I)
Policy (Phase I)
Policy (Phase I)

Provider
(Phase II)

Provider
(Phase II)

Provider
(Phase II)

Provider
(Phase II)

Provider
(Phase II)

* The views expressed in their responses are solely the opinions of

the individual and do not necessarily reflect the official policies of the
Department of Health and Human Services or the Health Resources and
Services Administration, nor does mention of the department or agency

names imply endorsement by the U.S. government.
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Table D-2: Questions posed

Q1: What are the most important organizational elements that promote
successful partnering of patients and care teams?

Q2: What are the roles and responsibilities of patients, families, and
caregivers on care teams? How can this be measured?

Q3: How can patients or families initiate discussions to actively engage
as part of the team and most meaningfully contribute?

Q4: How does the patient’s health status affect membership and
participation on care teams?

QS: What are the attitudinal, educational, and organizational barriers to
integrating patients and families on the care team?

Q6: How can the successful integration of patients on care teams be
sustained over time?

Q7: Is there a role for electronic health records and IT to facilitate
meaningful patient engagement?
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