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“Nothing about us without us” (Latin: " Nihil de nobis, sine nobis")

Hospitalists are at the forefront of decisions, innovations, and
system-improvement projects that impact hospitalized pa-
tients. However, many of our decisions—while centered on pa-
tient care—fail to include their perspectives or views.

In his book Total Leadership, Stewart Friedman describes
the importance of identifying and engaging key stakehold-
ers." Friedman exhorts leaders to engage stakeholders in
conversations to “confirm or correct your current understand-
ing of stakeholder expectations.” In other words, instead
of assuming what stakeholders want, ask and verify before
proceeding.

Although hospitalists frequently include stakeholders such
as nurses, pharmacists, and therapists in system-improvement
initiatives, engaging patients is less common.

Why do we omit patients as stakeholders? There are consid-
erable barriers to seeking patient input. The busy hospital envi-
ronment or the acuity of a patient’s illness may, for instance, limit
engagement between hospital caregivers and patients. Further,
the power imbalance between physicians and patients may
make it uncomfortable for the patient to offer direct feedback.

However, the importance of patient input is increasingly
recognized by researchers. For example, community-based
participatory research “involves community members or recip-
ients of interventions in all phases of the research process.”?
Similarly, we believe hospitalists should engage patients when
designing new clinical initiatives.

Examples from some institutions provide further support of
this concept. The Dana Farber Cancer Institute created a pa-
tient and family advisory council in response to the loss of trust
over errors and in the face of community outrage over an im-
pending joint venture. While the scope was initially limited to
the collection of feedback regarding patient satisfaction and
preferences, the council evolved to become an integral part
of organizational decision making. Patient contributions were
subsequently assimilated into policies, continuous improve-
ment teams, and even search committees. Additional ben-
efits included patient-generated initiatives such as “patient
rounds.”3 Specifically soliciting input from hospitalized patients
to inform hospital-based interventions may be uncommon, but
this practice holds the potential to yield vital insights.*
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We have experienced this benefit at our institution. For exam-
ple, before implementing an inpatient addiction medicine con-
sult service, we asked hospitalized patients struggling with ad-
diction about their needs. The patient voice highlighted a lack
of trust for hospital providers and led directly to the inclusion of
peer-recovery mentors as part of the consulting team.®

Many organizations, including our own, have instituted a
patient/family advisory committee comprising former patients
and family members who participate voluntarily in projects and
provide input. This resource can serve as an excellent platform
for patient involvement. At the University of Michigan, the pa-
tient and family advisory council provides input on every major
institutional decision, from the construction of a new building
to the introduction of a new clinical service. This “hardwired”
practice ensures that patients’ voices and views are incorporat-
ed into major health system decisions.

In order to engage patients as stakeholders, we recommend:
(1) Be sensitive to the power imbalance between clinicians and
patients and recognize that hospitalized patients may not feel
comfortable providing direct feedback. (2) Familiarize yourself
with your institution’s patient/family advisory committee. If one
does not exist, consider soliciting responses from patients via
interviews and/or postdischarge surveys. (3) Deliberately seek
the opinions, experience, and values of patients or their repre-
sentatives. (4) For projects aimed at improving patient experi-
ence, include patients among your key stakeholders.

Involving patients as stakeholders requires effort; however, it
has potential to reap valuable rewards, making healthcare im-
provements more effective, inclusive, and healing.
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