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“What Matters” to Older Adults: The Basis
of Age-Friendly Health Care

In March 2012, Michael Barry, MD, and Susan Edgman-Levitan, PA, introduced the concept of
asking patients “What mattersto you?” in addition to asking “What is the matter?” Their goal was
to increase providers’ awarenessof criticalissuesin their patients’ livesthat could drive
customized plans of care. Since then, the Institute for Healthcare Improvement (IHI) and other
organizations around the world have been encouraging providers and health care organizations to
ask patients and their caregivers about “What Matters” to them to inform their care.:

ITHI’s past workon The Conversation Projectzand Conversation Readyshassought to encourage
individuals, families,and health systems to have conversations about “What Matters”in the
context ofend-of-life care. The A ge-Friendly Health Systems initiative builds upon THI’s previous
work inshared decision making, expanding the asking of “What Matters” beyond the context of
end-of-life care to allcare with older adults acrosstheirlifespan. “What Matters” is the foundation
ofthe Age-Friendly Health Systemsinitiative, which in itsentirety encompasses four evidence-
based elementsof care for older adults — What Matters, Medication, Mentation, and Mobility.
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e The Age-Friendly Health Systemsinitiative defines “What Matters” as knowing and aligning
care witheach older adult’s specific health outcome goals and care preferencesincluding,

but notlimitedto, end-of-life care, and acrosssettingsofcare.

e Healthoutcome goals relate to the values and activities that matter most to anindividual,
help motivate the individual to sustainand improve health, and could be impacted by a
declinein health — for example, babysittinga grandchild, walking with friendsin the
morning, or volunteeringin the community. Whenidentified in a specific, actionable, and
reliable manner, patients’health outcome goals can guide decision making.

e Care preferences include the health care activities (e.g., medications, self-management tasks,
health care visits, testing, and procedures) that patients are willing and able (or not willingor

able) todoorreceive.
The aim isto align care and decisions with the older adult’shealth outcome goals.

Within the Age-Friendly Health Systemsinitiative, the “What Matters” element ensures ongoing
communication and relationship building with older adults and their caregivers. Instead of one-
time conversations between older adults and clinicians, “What Matters” conversations should take
placeat multiple pointsofcare (e.g.,annual visits, majorlife events, or changesin health status)
and be coordinated among all members ofthe care team.

Operationalizing a system to understand, document, and act on “What Matters” to older adults in
health care organizations requires organizational culture change as well as clinician trainingand
specific changes to workflows and the electronic health record. “What Matters”is of great
importanceto older adults, caregivers, and the health care workforce.

Notethataligningcareto each patientis still a relatively new concept, particularly for patients who
are notseriouslyill ornear the end of life. Thistoolkit brings together the best available evidence
from health systemsaround the world to help guide the testing and implementation ofthis
important conceptin yourlocal health system.

The toolkitis intended to serve as a resource for multidisciplinary care teams, including, but
not limited to, physicians, nurses, physician assistants, medical assistants, social workers,
chaplains, nurse navigators, community health workers, and trained volunteers. The toolkit
providesactionable stepsand guidance to ensure that every older adult’shealth outcome goals
and care preferences are understood, documented, and integrated into their care by the entire
health careteam.
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The Age-Friendly Health Systems Initiative

What Are Age-Friendly Health Systems and Why Are
They Important?

Threefactorsthatimpact caring for older adultsin the United Statestoday are occurring
simultaneously. Together, the factors make a compelling case for health systemsto better support
the needsofolder adults and caregivers:

¢ Demography: The number of adultsoverthe age of 65 yearsis projected to double over the
next25years.

e Complexity: Approximately 80 percent of older adults have atleast one chronic condition,
and 77 percenthave at leasttwo.

¢ Disproportionate Harm: Older adultshave higherratesofhealth care utilizationas
compared to other age groupsand experience higher rates ofhealth-care-related harm, delay,
and discoordination.

Becoming an Age-Friendly Health System entailsreliably providing a set of specific, evidence-
based best practice interventionsto allolder adults, as needed, in your health system. Thisis
achieved primarily through redeploying existing health system resourcesto achieve:
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e Betterhealthoutcomesforthis population
e Reducedwaste associated withlow-quality, unwanted, orunneeded services
¢ Increasedutilization of cost-effective services for older adults

¢ Improvedreputation and market share with a rapidly growingpopulationofolder adults

The “4Ms” Framework of an Age-Friendly Health Sy stem

In 2017, TheJohn A. Hartford Foundation and THI, in partnership with the American Hospital
Association (AHA) and the Catholic Health A ssociation of the United States (CHA), launched the
Age-Friendly Health Systemsinitiative, which set the bold aim that 20 percent of US hospitals and
health systems would be Age-Friendly Health Systems by December 2020.

The 4Ms Framework that emerged from the Age-Friendly Health Systemsinitiative is both
evidence-based and abletobe putinto practice reliablyin the health care setting. The 4Msare:

e What Matters: Knowand align care with each older adult’s specific health outcome goals
and care preferencesincluding, but not limited to, end-of-life care, and across settings of care.

e Medication: Ifmedicationis necessary, use age-friendly medication that doesnotinterfere
with What Matters to the older adult, Mentation, or Mobility acrosssettingsofcare.

e Mentation: Prevent, identify, treat,and manage dementia, depression, and delirium across
settings ofcare.

e Mobility: Ensurethatolderadults move safely everyday in order to maintain functionand
do What Matters.

The 4Ms are the essential elements ofhigh-quality care for older adults and, whenim plemented
together, indicate a broad shift by health systems to focusonthe needsofolder adults. Reliable
implementation of the 4Ms is supported by board and executive commitment to becomingan Age-
Friendly Health System, engagement of older adults and caregivers, and community partnerships.

“What Matters” as the Basis of Age-Friendly Care

In the Age-Friendly Health Systems initiative, “What Matters”to the older adultis the basis for the
relationship with the care team and shapesthe care that is provided. “What Matters” integrates
careand decision making across care settings. “What Matters”is notlimited to end-of-life
planning. I'tis therefore essential to the older adult, the care team, and the health system that
“What Matters” to each older adultis identified, understood, and documented so it canbe acted
upon, and updated across settings of care following changes in care orlife events.

While fundamental to person-centered care, the practice of “What Matters”is the least developed
ofthe 4Ms. Because of itsimportance, and the need for further development in practice, this “What
Matters” to Older A dults Toolkit was developed by THI with support from The SCAN Foundation.
Bringing together the best available evidence from health systems around the world, the toolkit is a
startingplace and an invitation to learn together howto better understand and actupon “What
Matters”to older adultsand measure progressin doingso.
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Important Considerations for “What Matters”
Conversations

Understanding “What Matters” is an ongoing process, built onstrong relationships between care
team members and older adults. While there are some critical moments when anolderadult’s
healthand care goalsand preferences mayneed to be elicited or redefined, understanding “What
Matters” requires a series of conversations over time thatbecome the guide forhowcare is
delivered. There two considerations for “What Matters” conversations, as described below.

1. “What Matters” Conversations at Certain Care Touchpoints

Care touchpoints for older adults such as regular visits, annual wellness visits, a newdiagnosis, a
life-stage change, ongoing chronic disease management, and inpatient visits present opportunities
for “What Matters” conversations (see Figure 1). These typesof careinteractions tend to be time
limited and specific to a clinical interaction. “What Matters” conversations can and should take
place in various settings, including inpatient hospital, primary care, cancer care, skilled nursing
facility or nursing home, home-based care, and specialty services such as rehabilitation.

Ingtitute for Healthcare Improvement *ihi.org 8
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Figure 1. Care Touchpoints Wh en “Wh at Matters” Conversations Might Occur

Regular and Annual Wellness Visits

* A longer annual w ellness visit can be conducive to an initial “What Matters”
conversation. Regular w ellness visits are also an excellent opportunity to continue
“What Matters” conversations over time.

New Diagnosis or Change in Health Status

» Schedule an initial “What Matters” conversation one w eek after the older adult has
received a new diagnosis or change in health status, and use this information w hen
planning a course of care.

Life-Stage Change

* Initiate a “What Matters” conversation during a primary care appointment w ith an
older adult who has just entered retirement or enrolled in Medicare. Review “What
Matters” information at each visit follow ing the life-stage change for any updates on
the older adult’s care.

Chronic Disease Management

* Discuss “What Matters” during primary care visits, revisiting past conversations and
discussing any changes or updates to the older adult’s goals and preferences.

Inpatient Visits (hospital, nursing home, skilled nursing facility)

» Ask older adults whatis important to them at every hospitalization and document any
new information.

Notethat asking older adults about “What Matters” canbe difficultin the emergency department
(ED), when decisionsneed to be made quickly to addressthe urgentissue athand. Rather than
initiating “What Matters” conversationsin the ED setting, ED care teams are more likely
“customers” of thisinformation, usingit to guide care decisions, particularly as patientsin the ED
may notbe ableto communicate their goals and preferences during an emergency encounter.
Documenting “What Matters” information consistently and makingit easily and clearly accessible
to clinicians in all settings are the mostimportant factorsin ensuring patients’ “What Matters”
preferencesare known and respected in the ED.

2. “What Matters” Conversations as Part of Routine and
Recurring Care

Consistently incorporating “What Matters” as part of discussions between older adultsand
clinicians is a key part of relationship-based care. These conversations mightbebroad (e.g., “My
grandchildren and knittingare importantto me”) or specific (e.g., “I am worried I will be too weak
to attend a family reunion I've beenlooking forward to next month”).

“What Matters” conversations may be more effective and actionable if anchored to something
the older adult cares about, by connecting their goals and preferences to the impacts of care
and care decisions. “What Matters” conversations must also take into consideration cognition,
healthstatus,andidentity.
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Cognition

The careteam must consider howolderadults’ cognitive status does, and does not, impact their
ability to engage in meaningful conversations about their goals and preferences. Some clinicians
may thinkan older adult with cognitive impairment is not capable ofa “What Matters”
conversation, and thus will notintroduce the o pportunity or will only speakwith the family

or caregiver.

Older adultsliving with cognitiveimpairment and dementia are often capable of expressing their
goalsand preferencesand should participate in “What Matters” conversationsto the degree
possible. Itis the care team’s responsibility to get to knoweach older adult and engage with him or
her directly. Careful consideration should be givento the timing of “What Matters” conversations.
There maybe timesofthe daywhen the older adultis morelucid (e.g., earlierinthe day). Ifthere
is significant cognitive impairment, the mostimportant aspect of “What Matters” may be finding
out who the olderadult reliesmost onto help make decisions. The guiding principleis to maximize
autonomy of cognitively impaired older adults and not diminish their self-image (e.g., “changesin
cognition” versus “cognitive impairment”) .4

Health Status

Older adults’ goals and preferences will likely change over time as health status changes. What
matters most to someone who is functionally independent and has few health problems will differ
from someone with functional disabilities and a heavy disease burden. Accordingly, the “What
Matters” conversations to understand older ad ults’ goals and preferences may need to varybased
on healthstatus.

Identity

Itis critical to consider theimpact ofrace, ethnicity, language, religion, culture, and other
identitiesonhowolder adults view health andillness, and their preferences and willingnessto
engagein conversations about “What Matters.” Issues of trust between some populations (e.g.,
communities of color, the LGBTQ+ community) and the health care system, borne of past
experiences and historic mistreatment, can affect “What Matters” conversations.

Cliniciansarealso atrisk of expressing their own unconscious biases, which may manifestin subtle
verbal and nonverbal waysthat can alienate patients. Without trust, it is challengingto truly
understand “What Matters” to inform a treatment plan that incorporates the older adult’s goals
and care preferences.

“What Matters” conversations can openthe door to more culturally competent, affirming, and
humble care, as clinicians become better informed about the life and cultural contexts of each older
adult. We recommend that all clinicians undergo trainingonimplicitbias as part of their
preparation for having “What Matters” conversations, using toolslike the Project Implicit
assessmentss and the National Standards for Culturally and Linguistically A ppropriate Services
(CLAS) in Health and Health Care.6 Guidelines from cross-cultural care can help the careteam
have more successful conversations with older adults from different cultural backgrounds.”

Ingtitute for Healthcare Improvement *ihi.org 10
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ChecKklist for Culturally Appropriate “Wh at Matters” Conversations

O
O

O

aooo O

Learntheolderadult’s preferred term forhisorher cultural identity.

Determine the appropriate degree of formality. Learnthe older adult’s preference forhowhe
or she would like to be addressed and use this title and the surname (e.g., Mrs. Smith), unless
aless formal addressis requested.

Determine the older adult’s preferred language. Ifthe older adult has basic or belowbasic
literacy or English language proficiency, seek permission fromthe personto have a medical
interpreter assist in the “What Matters” conversation, or determine if a trusted individual
who is literate canbe present during the “What Matters” conversation.

Be respectful of nonverbal communication. Watch forbodylanguage cuesthatmightbe
linked to cultural norms. Adopt conservative body language, use a calm demeanor, and avoid
expressive gestures.

Address issues linked to culture such as a lackoftrust, fear of medical experimentation, fear
ofside effects,and unfamiliarity with Westernbiomedical belief systems.

Reviewthe medical recordsto determineiftherehas beena history oftrauma, including
refugee status, survivors of violence, genocide, and torture. These are very sensitive issues
and must be approached with caution. Reassure the older adult of the confidentiality of the
clinician—patient relationship.

Determine thelevel of acculturation and recognize that this is a factor forindividuals who are
recent immigrants, as well as for those who are notrecent immigrants.

Recognize healthbeliefs thatinclude the use of alternative therapies.

Consider howgender or gender identity might affect decision making.

Consider anapproachto decision makingthat recognizes family and community decisions
and doesnot automatically exclude them in favor of individual autonomy.

Who Should Initiate a “What Matters”
Conversation

Any member ofthe care team can initiate and document a conversation with an older adult about
theirgoalsand preferences:

While physicians maybe the default care team member guiding care decisionsbasedonan
olderadult’sgoals and preferences, they maynothave time orthe communication skills
necessary to engage in these conversations during a visit.

Nurses, physician assistants, social workers, and medical assistants may havea close
relationship withthe older adultand have more time for “What Matters” conversations.
Chaplains, nurse navigators, community health workers, or trained volunteers may also be
able to have meaningful conversations about goals and preferencesand record that
information for clinicians to access.

“What Matters” can also be elicited by self-report (for example, a form sentto an older adult
priortothe annual wellnessvisit or filled out whilein the waitingroom).

Because “What Matters” conversations should be part of an ongoingdialogue, several members of
the interdisciplinary care team may have conversations with the older adult about his or her goals
and preferences at different times (for example, an older adult’s general values preferences may
remainrelatively static over time, but specific goals may change from visit to visit). We recommend
that allmembers ofthe care team undergo training on motivationalinterviewing and shared

Institute for Healthcare Improvement *ihi.org 11
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decision making prior to engagingin “What Matters” conversations (see Appendix A : Resourcesto
Support “What Matters” Conversations with Older Adults for additional resources).

Regardless of who onthe care team conducts the “What Matters” conversation, there should be

a clear process for documenting and sharing this information. I't isimportant to document and
communicate the older adult’s exact words, as these can be the mostimpactful. The documentation
process mightinclude a write-in template (see Appendix Dfor one example), detailed notesin

the electronic healthrecord (EHR) withinformation on health goalsand care preferences, or

(for inpatients) a whiteboard in an older adult’sroom thatis updated with “What Matters” to
themdaily. Whichever method is used, every care team member needsto be trained on where

to record their “What Matters” conversations, and where to find documentation of previous

“What Matters” conversations.

What to Discuss in a “What Matters”
Conversation

“What Matters” conversations are more effective and actionable if they: 1) explore the older adult’s
life context, priorities, and preferences and connect them to the impacts of care, self-management,
and caredecisions; and 2) are anchored to tangible health or care eventsin an older adult’slife. It
may be appropriate to have aninitial conversation in an outpatient setting that is focused on
understanding an individual older adult’s life context, then followup with treatment-specific
questions orstarta conversation from a diagnosis and specific treatment decisions, and then
broadenthe discussion to the older adult’s life preferences.8
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Understanding Life Contextand Priorities

Thesebroad conversations explore what is importantto older adultsin theirlives outside of their
health (e.g., children, family, pets, hobbies), both overalland on the day of the conversation.
Questionsshouldideally be asked by a variety ofhealth care cliniciansin their everyday
interactions with older adults in different settings.

Guiding Questions: Understanding Life Context and Priorities

e What is important to you today?
e What brings you joy? What makes you happy? What makes life worth living?
e What do you worry about?

e What are some goals you hope to achieve in the next six months or before your
next birthday?

¢ What would make tomorrow a really great day for you?
e What else would you like us to know about you?

e Howdo you learn best? For example, listening to someone, reading materials,
watching a video.

Anchoring Treatmentin Goals and Preferences

“What Matters” conversations are anchored to an older adult’shealth statusand care needsand
may be most appropriate whenthere is a new diagnosis, treatment decision, or change in health
status. Questions need to focus on how treatment could facilitate orimpede hisorher ability to do
the thingstheyenjoy (e.g., walking, cooking, everyday activities) or attain certain life goals (e.g,,
attendinga meaningful event). Questions also should focus on a specific time frame, such as six
months or by the next birthday.

Guiding Questions: Anchoring Treatmentin Goals and Preferences

o What is the one thing about your health care you most want to focus on so thatyou can
do [fill in desired activity] more often or more easily?

e What are your most important goals now and as you think about the future with
your health?

¢ What concerns you most when you think about your health and health care in the future?
e What are your fears or concerns for your family?
¢ What are your most important goals if your health situation worsens?

¢ What things about your health care do you think aren’t helping you and you find too
bothersome or difficult?

¢ Is there anyone who should be part of this conversation with us?
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How to Prepare Older Adults and Caregivers
for a “What Matters” Conversation

Not all older adults are readyto engage in “What Matters” conversations. Most have never been
part ofa discussion with a care team member beyond specific medical problems. Some older adults
and caregivers may be concerned that the questions, which are often associated with end-of-life
care,indicate a dire prognosisand spark concern that they maybe terminally ill. Some may find
the questionsintrusive or are reluctant, unprepared, or embarrassed to share details about their
lives thatthey deem unrelated to their health care, or they are looking for more didactic
instructions. Othersare willingand eager to guide clinical conversations with their nonclinical
goals. The successofbeing able to understand “What Matters” to each older adult willdepend on
their (and their clinician’s) comfort, readiness, and expectation for incorporating their expressed
goalsand preferencesinto care planning.

One way to prepare for “What Matters” conversations s to present the idea ofidentifying health
goalsand care preferences prior to a face-to-face interaction with the health care system.
Conversationsare likely to be more fruitful when older adults reflect in advance of a visitand have
a chanceto prepare themselvesto talk abouttheir goals and priorities. Additionally, how older
adults respond to being asked depends onthe framing, and the care team must be able to explain
why theyare asking. Thus, setting the context for the conversation, before it happens, is critical.

Some ideas for how care team members can prepare older adults and their caregiversto have
“What Matters” conversations follow:

e Useaprevisit survey, either paper or through a patient-facing EHR portal, to obtain
information about “What Matters” that is reviewed by clinicians prior to a visit.

e Meet withgroupsofolderadultsto encourage themto talk with each other about goals,
preferences, and common experiences.

e Utilize existingrelationships with community-based organizations, such asfaith
communities, to encourage more conversations about “What Matters.”

¢ Provideolderadultswith resourcesto prepare themselves to talk with their clinician, such as
the Prepare for Your Care, Stanford Medicine’s Bucket List Planner, or The Conversation
Project Starter Kits (see Appendix A for more resources).

e Includea “What Matters” brochure in waiting areas, similar to existingbrochures onhealth
careproxies and advance care planning,

e Suggest thattheolderadult bringa familymember, caregiver, ortrusted friendtoa
conversationabout their goals and preferences.
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How to Conduct an Effective “What Matters”
Conversation

Belowis a list oftasks to complete before, during, and after a “What Matters” conversation. The
guidance generally follows the frameworkdescribed in the Serious Illness Conversation Guide
from Ariadne Labs: set up the conversation, assess understanding and preferences, share
prognosis, explore key topics, and close conversations.s See Appendix B for examples of “What
Matters” conversations.

Beforethe Conversation

[1 Preparethe older adultforthe conversation in advance.
Introduce theidea oftalking about “What Matters,” and ask the older adult to do some reflection
priortothe visit, including with hisorher family or caregiver, if appropriate. Let the person know
that theywill be asked about their goalsand preferences. The care team member should explain
why thisinformation is being sought, namely to identify what matters mostto the individual so
that care can bebetteraligned with “What Matters.” This preparation could take placeduringa
priorvisitoras part of previsit paperwork. For specificideas, see the section in this toolkit on
How to Prepare Older Adultsand Caregiversfora “What Matters” Conversation.

[0 Determinewho onthecareteam will havethe conversation.
The most appropriate personto conduct the conversation may depend onthe caresettingand the
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relationship a given care team member has with the older adult. For example, ifa physician will
be working closely with the older adult to designa care plan and he or she has the time and skills
to havethe discussion, it is beneficial for the physician to facilitate the “What Matters”
conversation. Alternatively, ifa nurse, care manager, or other care team member spends a
significantamountoftime with the older adult, then one of these people may be better positioned
to facilitate the conversation and communicate the older adult’s needs to therestofthe team.
Time and availability are also factors, which is why training allmembers of the care teamto
facilitate “What Matters” conversations is important to sustaining this work.

[0 Decideon asetting for the conversation.
Havinga “What Matters” conversation in a meeting room, sittingaround a table asequals, may be
more effective than having the discussionin an exam room, since the meetingroom setting can
help reduce the perceived power dynamics between the older adult and clinician. Ifthe
conversationmusttake placein an examroom, the older adultand care team member should sit
in chairs facing one another, withthe older adult dressedin his orher own clothes rather thanin
apatientgown, if possible. Ifthe older adult uses a hearingaid, be sureit is turned on. Homeis a
goodlocationforthe discussion, if feasible. For example, it can be done by a case manager, social
worker, orhomecare nurse who already visitsthe older adult’shome.

[1 Reviewthe recordsofprevious “Wh at M atters” conversations.
Look overnotes of previous conversations about the older adult’s goals and preferences, whether
documentedin the EHR or elsewhere, astheymay provide a good starting point for the current
conversation and the information mayneed updating.

[0 Conductascreen for cognitiveimpairmenttoinform approachfor a “What
Matters” conversation.
This screening (which should occur routinely in an Age-Friendly Health System) is criticalwhen
preparingfora “What Matters” conversation, giventhe burden of cognitive impairment among
many older adults. Some potential screening toolsinclude Ultra-Brief 2-Item Bedside Test of
Delirium;®© naming fourlegged animalsin one minute;* drawinga clock face, either in isolation
or as partofthe Mini-Cog;2and the Short Blessed Test Months Backward Timed. 3 Itis important
to bear in mind that memory deficits do not preclude capacity to make decisions about what
matters. Ifthereis cognitive impairment, consider howthe older adult’scognitive status does,
and doesnot,impacthis or herability to engage in a meaningful conversation about goalsand
preferences. Ask the person who they rely on mostto help them make decisionsand consider
windows oflucidity and timing ofthese conversations.

[l Preparefortheconversation.
Ifyouwillbeusing any handouts, prompt cards, or educationtools,linethemup ahead ofthe
conversation. Ifthe conversation will require an interpreter, include the interpreterin any pre-
meeting team conversations to ensure that they can translate questionsin a way that will be
understood by the olderadult.

During the Conversation

[0 Invitethe older adulttohavea conversation.
The success of a “What Matters” conversation depends onhaving a strong relationship between
the olderadultandtheir care team and both parties’ having similar expectations for incorporating
nonclinical goalsin care planning. Begin by asking the older adult if they would like to talk about
theirgoals and preferences, and (if applicable) howinvolved they want others tobein the
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conversation. Iftheyare not comfortable or wish for additional people to attend the conversation
(e.g.,family member, caregiver), ask what would make them more comfortable and offer the
optiontohavethe conversation ata different time.

[1 Startby asking one or more “What Matters” questions.
See the section What to Discussin a “What Matters” Conversation for guiding questions onhow
to start a conversation. Choosing an approach depends on the purpose ofthe conversation and
the level of comfort the care team member and the older adulthave with talking about “What
Matters.” While scriptscanbe helpful, many trained staff report not needing a scriptand prefer
tailoringa conversationbased on the older adultand the context. Rather than following a script,
think about the older adult’shealth status (e.g., advanced illness, single condition, multiple
chronic conditions, or generally well) and life context. See Appendix A foradditional tools
and resources.

[0 Listen carefullyand ask questions.
Give theolderadulttimeto thinkand provide answers. Ask follow-up questionsas needed, but
do notask anoverwhelming number of questions. Try to ask the fewest number of questionsto
obtaintheinformation.

[0 Use training andh ealth literacy tools tofacilitate the conversation and provide
clarification.
Being able to successfully communicate health or clinical information is a critical component
ofa successful “What Matters” conversation. Once the care team memberidentifiesthe
communication method that is most comfortable for the older adult,it maybehelpfulto use
healthliteracy toolssuchas educationvideos, flash cards, or pamphlets to communicate clinical
information. Asking the older adult to explainthe clinicalinformation in theirownwords (the
“Teach-Back” approach)willalso help confirm that the informationhasbeen effectively
communicated. Note that “Teach-Back” may not be effective for those with executive dysfunction.

[0 Affirm the conversation fortheolderadult.
Throughoutthe conversation, the care team member should take time to 1) acknowledge the older
adult’s thoughts and feelings; 2) confirm the older adult’s understandingof what theyare
communicating; and 3) ask for clarification o fanything thatis unclear. Ifthe older adult has
chosen toinclude other people in the conversation, thiscan also be a time to ask whether they
need any clarification from either the clinician or the older adult.

Afterthe Conversation

[1 Incorporate “What Matters”information into the care plan.
Once the careteamhas had the “What Matters” conversation with the older adult, the nextstepis
to incorporate their expressed goals and preferences into their care plan. By anchoring aninitial
“What Matters” conversation around specific pointsin the care process during which decisions
about carearelikely to be made (e.g., first visit, new diagnosis, change in health status, orlife
transition),theteam maybein a better position to build a clinical care plan that reflectsthe older
adult’s goals.

Ifthe conversation involves clinical decision making, we recommend the following steps:

e Presentpersonalized evidence, consideringall stepsabove, to helptheolderadult
reflectonand assess the impact of care decisions regarding their goals, preferences,

and lifestyle.
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e Identify choicesthe older adult canmake and evaluate the clinical research in the
context oftheirlife.

e Helpthe olderadultreflect on theimpact of different o ptions on themselvesand
their family.

e Come toadecisionpoint with the older adult and family (when appropriate).
e Agreeonnextstepsandplan forfollow-up.

[0 Documentthe “What Matters” conversation.
Document the conversation, ideally in the EHR, immediately following the conversation’s
conclusion, or within 24 hours. Use the person’sownwordsas much as possible (e.g., “Leslie
wouldliketobeabletowalk around the block” rather than “Patient wantsto mobilize”)and use
tags to make preferences and goals readily searchablein the medical record (see sectionon
Documenting “What Matters” information for more guidance on incorporating “What Matters”
inthe EHR).

[0 Shareinformationwiththecareteam.
Ifappropriate, discuss conversation outcomeswith the care team during regular team huddles.
Ifthe team does not currently conduct regular team huddles, the Better Care Playbook provides
strategiesfor careteamsto use huddles. Ifany informationrequires immediate action, share
with appropriate care team membersas soonas possible.

[1 Continuetheconversation.
During the next encounter with the older adult, revisit the previous “What Matters” conversation,
discussany newor changing topics,and update the conversation documentation in the EHR or
the agreed uponlocation for storing documentation.

Documenting “What Matters” Information

Reliable and timely documentation of the older adult’s goals and preferencesis a critical step in the
“What Matters” process. Documentation of the conversation should be easily accessible to the
olderadult and allmembers of the care team so that it can be reviewed and referenced ona regular
basisand during care planning. All documented information should be clear, concise, reflective of
the olderadult’s stated goals, and recorded using hisor her ownwords asmuch as possible.

Where to Document “What Matters”: High-Tech and
Low-Tech Solutions

Where a care team chooses to document goals and preferences depends on available infrastructure
and care context. A whiteboard or construction paper poster canbe a quick and highly visible way
to document and update “What Matters” for an older adultin an inpatient setting, butit is not
easily sharable acrosssettings and not a practical method for documenting information in a
primary care or outpatient specialty care setting. Documenting “What Matters”in an EHR allows
clinicians to document conversationsin more detail and allows the information to be reviewed over
time and by multiple membersofthe careteam.

Both methods maybe usedin tandem to documentboth short- and long-term preferences and care
goals,depending onthe care setting. Table 1 compares using physical versus electronic health
records for documentation.
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T able 1. Considerations for Documenting “Wh at M atters” Conversations in Physical
versus Electronic Formats

Physical Record

Electronic Health Record (EHR)

Ideal for

Inpatient/long-term care
Recording small amount of
information quickly (e.g., one or
two sentences)

Inpatient and outpatient care

Long-term recording

Recording detailed conversations

Sharing information across care
settings

Pros

Low cost

Easy and quick to document
and update

Easily visible to any member of
care team who enters older
adult’s room

Does not require changes to
hospital information technology
(IT) infrastructure

Does not require significant
training resources

o Readily accessible to all members
of the care team who have access
to the EHR, regardless of location

e Candocument “What Matters”
conversations over time

e Can document conversations with
more detail

e All health-related information is
stored in one centralized location

e Can link older adult’s goals and
preferences with key documents
such as advance care plan

Cons

Not shareable across different
care settings

Not good for documenting large
guantities of or nuanced
information

Not easily available to members
of the care team who do not
visit older adult’s room

Not a viable method for long-
term recording

Not effective for outpatient or
primary care setting where
exam rooms are used by
multiple patients throughout the
day

Not private, which could make
some older adults
uncomfortable

e Requires significant initial
investment in EHR infrastructure
modifications

e Requires care team members to
take time to enter information

e Care team members must be
trained on new processes for
documenting “What Matters” in the
EHR

Examples

Asking a hospitalized older
adult “What matters to you
today?” during daily rounds and
documenting responses on a
whiteboard in the patient’s room
Paper “Patient Passport”
booklet that older adult is
responsible for carrying to and
from appointments

e Creating “tags” in the EHR for all
notes that contain information on
older adults’ goals and
preferences

e Creating “flags” to remind
clinicians to update “What Matters”
information

e Documenting the older adult’'s
goals in Plan of Care section of
the electronic record
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Documenting “What Matters” in the Electronic Health Record

Ifthe organization’s EHR includesa patient portal, they may want to create a module for older
adults to enter and review relevant health care proxy information, advance directives, and
important notesontheir care goals. Specific guidance for different EHR vendorsis challenging
givenvariability between organizations and the newness of this work. While most examples are
from organizations using Epic, the guidance for Epic could contain some applicable lessons for
other EHRs. Some suggestions follow:

e Creatingtags: Tagsare keywordsusedtolinknotesin EHRs and canbeused toindicate
that a note contains “What Matters” information or anyrecord of a seriousillness
conversation. Once a taghasbeen created, Epic can be configured so that notes with specific
labels appearfirst in therecord. This canbe used to ensure that “What Matters” information
is clearly available to whoeveris checking the medicalrecord.

e Usingthe“Longitudinal Plan of Care” or other care planningfeature: These
provide a central location for documenting “What Matters” conversations.

¢ Usinga patient-facing portal: Many EHRs have patient-facing portals that allow patients
to directly message their clinicians, attend e-visits, and complete questionnaires remotely.:s
This toolcan be used to send questionnairesabout “What Matters” to older adults priorto
visits. Clinicians canthen use this informationto facilitate further discussion.

e Requesting a custom build: Some organizations have worked with their EHR vendors to
build a template that works for their care team. A custom-built template mayinclude the

followingsections:
o Self-perception of health status and trajectory
o Healthandhealth care concernsand fears
o Values
o Healthgoals
(©]

Care preferences
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Incorporating “What Matters” Information
Into the Care Plan

Once the careteam has begunthe process of talking with an older adult about “What Matters” to
them, the nextstepis to incorporate their expressed preferences and goalsinto their care plan. By
anchoringan initial “What Matters” conversation around specific pointsin the care processduring
whichdecisionsabout care are likely to be made (e.g., first visit, new diagnosis, change in health
status, or life transition), the team maybein a better positionto build a clinical care planthat
reflects the olderadult’s goals.

Beloware some key strategies to ensure that an older adult’s expressed goals and preferences are
incorporated intotheir plan of care.

¢ Patient education as part of care planning. Because most patientsare not medical
professionals, theymay notbe as knowledgeable about the harms and benefits of various
treatmentand care options. Applicable decision aids (e.g., patienteducation videos, flash
cards)may be used to educate them and support conversations about various optionsand
tradeoffsin some care decisions. While such aids canbe useful for relevant decisions, they are
not a substitute for a conversation to elicit the issues that are most important to older adults.
Additionally, the uncertainty ofbenefitsand harmsoftreatment options for older adults
makesthetraditional approach of decision aids and shared decision makinglesseffective. It
is incumbent uponthe cliniciansto understand each patient’s goalsand preferences and offer
treatment options within the context ofthose goalsand preferences.

¢  When an older adult’s preferences conflict with clinical advice. Generally,an older
adult’s goalsand preferencesshould be respected asmuch as possible when planning their
carewith them. However, in some cases, an older adult may have preferencesthat arein
directconflict with their clinician’s medical advice, orthey mayreject the advice of a clinician.
Ifthisis the case, more communication about “What Matters” to them maylead to more
clarity about why they arerejecting certain optionsor plans. Both the older adult and the
clinician mayneedto re-evaluate their perspectives and worktogether to find alternatives.

¢ Leveraging interdisciplinary resourcesto addressolder adults’needs. When
asking older adultsabout “What Matters” to them, many of their preferences or concerns may
involve social determinants of health onwhich a clinician is unable to have a directimpact
(e.g.,housing, food, accessto social services). Thisis where havingan interdisciplinary care
team canbe critical — a social worker or nurse navigator, for example, may be able to connect
peoplewith additional resources outside of the clinical sphere. Some teamsuseregular (e.g.,
weekly)interdisciplinary team huddlesto discussthe resultsof that week’s “What Matters”
conversationsand shareresourcesthat can be used to addressolder adults’ concerns. Sharing
these stories and problem solving together also helpsbuild will and improve satisfaction
among membersofthe careteam.

¢ Engagingwith community resources. Inaddition to theinterdisciplinary care team,
community-based organizations canbe excellent resources for addressing needs beyond the
health system. Maintaining a list of community organizations that can provide support forthe
socialdeterminants of health (e.g.,housing, food assistance, transportation, financial
support, behavioral health) can facilitate the provision of referrals. Documenting any referrals
given toanolderadult during a “What Matters” conversationin the EHR also allows
cliniciansto followup on these social determinants during subsequent visits.
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Measuring “What Matters”

Why measure “What Matters”? The right measures can help improve howwellthe care team
understands, documents, and acts on “What Matters” to older adults. Measurement for
improvementrelies onrelatively frequent observations, tracked over time, to guide and maintain
changestowork.

T able 2. “Wh at Matters” Measures

Measure Type | Measure Name

Process Documentation of “What Matters”
Outcome Care Concordance with “What Matters”
Balancing Impact on the Care Team

Process Measure: Documentation of “What Matters”
Why Measure Documentation of “What Matters”?

Documentation of “What Matters” signals that the care team has engaged the older adults they
serveinthese conversations, and thisdocumentation will guide the team asthey develop and carry
out careplansaligned with “What Matters” for each older adult.

The process measure for “What Matters” documentation is the percent of patientsserved by the
relevant hospital unit or primary care team who have documentation of “What Matters” at the end
ofeach measurement period. Appendix C gives measurement details for inpatient and primary
caresites.

Tips for Getting Started with Measuring Documentation of “What Matters”

¢ Createexamples. Havetwo care team members create or find at least three examplesthat
the teamleaders considerto be acceptable documentation. What features do the examples
havethatmakethem acceptable? Creating some good examplesis a startto a formal
development of an “operational definition” to support consistent measurement.

e Testthemeasure.

O Test1:Havea careteam member (a “tester”) who willbetestingthe measurereview the
examples of good documentation. Lookat one newinstance of documentation. Canthe
tester decide whether the documentationis acceptably aligned with the “What Matters”
questions and interaction proposed by the care team? If the tester cannot decide, what
features of documentation are missing that would enable a decision?

O Test2:RepeatTest1 forfiveinstances of documentation.

O Test 3: Havetwo membersofthe careteam assessthe same three patientrecordsfor
quality of “What Matters” documentation. Compare their decisions. Iftwo care team
members disagree on one or more decisions, discuss differences and propose changes to
the features (or criteria) that characterize good “What Matters” documentation.
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¢ Atargetgoalfor documentation of “What Matters” should be 95 percentor
greater. Thismeansthereis documentation showingthe care teamhas engaged 95 percent
or moreofolderadultsin their carein “What Matters” conversations. Remember that the
process should allowpatients to decline to engage in “What Matters” conversations; an older
adult who declines to answer should be included in the numerator for this process measure.
The careteam will have to assess whether the percent of older adults who decline to answer is
acceptable.Ifitis toohigh,this couldbean areafor study and improvement.

¢ Applyqualityimprovement methods to improve documentation. Directly observe
the documentation steps and have the care team member doing the documentingtalkout
loud about the task, focusing on what is difficult or confusing. What can be changed to make
it easier to document “What Matters”? Anotherideais to review 10 patient recordsthatdo
not meetthe health system’s standard for documentation to identify featuresofpoor
documentation. Then, identify one problem that canbe mitigated or prevented. Test changes
to address thisdocumentation problem.

Outcome Measure: Care Concordance with “What Matters”
Why Measure Care Concordance with “What Matters”?

While alignment between “What Matters” to older adults and the care they receive hasbeen
studied for care at the end oflife, understanding and aligning care with “What Matters” for all
olderadults, regardless oflife stage or prognosis, is critical.

Thereis currently no consensus or widely used approach to measure care concordance with “What
Matters,” thoughthere is greatinterest in this topic and health systemswill be actively testingand
learninghowto measure concordance in the future. We know enough now to get started and learn
by doing.

The outcome measure tracks answers to closed-ended questions about care experience and “What
Matters” (seethetablein Appendix Cfor details).

Ifthe health systemalready asks specific populations about the concordance of care with “What
Matters,” then they should continue to use those tools. For example, a survey used for patients of
palliative care services at Trinity Health includes some questions that touch on concordance of care
with “What Matters,” ranked ona 1-to-5 scale (very poor to very good). These include: 1) degree to
whichthe care team addressed the patient’s emotional needs; 2) the care team’s effort to include
the patientin decisions about his or her treatment; 3) the care team’srespect of the patient’s
wishes regarding continuing or discontinuing statements.

Most hospital unitsand primary care practices willnot yet measure care concordance with “What
Matters.” The next sectionintroducesthe collaboRATE™ tool to meet that need.

Introduction to the collaboRATE Tool

collaboRATE questions, developed by researchers at The Dartmouth Institute for Health Policy &
Clinical Practice, are appropriate after a specific clinic visit or during a hospital stay .
e Foraclinicvisit, the questions should be asked before the patient leavesthe clinic.

e Forahospitalstay, the questionsmay be asked at any time after the firstday of stay when the
patientis ableto communicate with the care team. Integration of collaboRATE into the
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courseofcareduringthestay oratdischargeincreasesthe number ofresponses (ratherthan
sendinga post-discharge questionnaire).

e Forthosepatients unable to communicate, there is a version designed forindividuals acting
onbehalfof patients.

The wording ofthe three questions and the appearance of the scales have been tested and should
not bevaried, though the opening statement can be varied to make it appropriate for the setting.
Notethat the Hospital Consumer Assessment of Healthcare Providers and Systems (HCAHPS)
guidelinesmayneedtobereviewed priortoregular use of collaboRATE in hospital settings.

Getting Started with Measuring Care Concordance with “What Matters”

As collaboRATE willbe a newmeasurement tool for most health systems, care teamswillneed to
figure outhowto capture and summarize the question scores.

¢ Gotothe collaboRATE Measurement Scales to find specific versions appropriate to your
populations (a Creative Commons license allows for free, noncommercial use).

e Consider joiningthe collaboRATE users group tolearn more about practicaluse ofthe tool.

e Share the collaboRATEtool withrelevant staff. Ask: What should we change so that almost

(el

every patient will answer “9” to all three questions?

Outline a methodto capture answersto collaboRATE and summarize top-box scores.
collaboRATEhas been tested using different approaches; while response rates vary, researchers
found similar clinician performance across different data collection approaches.® Spreadsheet or
paper systems can suffice forinitial testingandlocal application. REDCap software can also be
used to collect responses. Finally, health systems may want to investigate a third-party automated
solution, using existing patient portals or messaging systems, that maintains anonymity and helps
with clearreporting,

Learnabout collaboRATE by testing to improve measurement. For example:

¢ Test collaboRATE with one patient. Ask: Howwill the care team member introduce the
questions? Howwilltheyrecord the answers?

e Test collaboRATE with five patients. What doesthis testindicate about collaboRATE’s
impactonworkflow? What will it take to engage with patients and document answers

consistently?

e Repeat testswith older adultswho prefer a language other than English.

Alternatives to Care Team Use of collaboRATE in a Hospital Setting

The collaboRATE questions and scale format, in principle, canbe added to post-discharge patient
surveys administered after HCAHPS. Thisrequires discussion with the hospital’s patient
ex perience survey vendor to determine ifthe collaboRATE questions canbeincluded.

Ifitis not possible to use collaboRATE, hospitals can track the HCAHPS nurse communication
composite (HCAHPS questions 1, 2, 3)and physician communication composite (HCAHPS
questions 5, 6, 7)for patients 65 years and older who aretreated in the relevant unit. Note that this
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option willbe oflimited effectivenessif there arelow counts of patients 65 years and older who are
surveyed and respond to the survey.

Additionally, hospitals can also conduct regular conversations with patients 65 yearsand older
aboutthealignment oftheir care with “What Matters.” A related project carried out by National
Health Service Scotland suggests five conversations a month provide a good basis to monitor
performance and provoke improvement ideas.» Someideas for these conversations include:

e Asktwoopen-ended questions:
o Howwelldidweinclude “What Matters”to youin choosing whatto do next?
o  What couldwedobetter?

¢ Record theresponses verbatim; don’tattemptto reword or analyze.

e Reviewtheverbatimresponseswith yourteam once a month. What ideas emerge thatyou
can testto improve alignment of “What Matters” with patient experience of care? Then, test
theideas.

Balancing Measure: Impacton the Care Team

Balancing measures detect unintended consequences of a newintervention. Thisbalancing
measure assesses the impact of “What Matters” efforts onthe care team. Short term, the care team
needs to knowiftheir approach to engaging patients and documenting “What Matters” is feasible.
Long term, the care team needs to knowifengaging patientsin “What Matters” conversations
causes stress, if the task of documentation creates a burden, or if follow-through into care planning
falls short. Too much stress or burden leads to inconsistent engagement in “What Matters” and can
contributeto staff burnout.

Itis notnecessaryto create a formal survey or questionnaire to learn about work burdenand
barriersto “What Matters” conversations, documentation, and usein care planning. Leaders
shouldinstead committo regularly asking care team members, once a month, two questions:

¢ Whatare wedoingwell in our “What Matters” conversations?
e Whatdo weneedto changeto translate “What Matters” to our patientsinto more effective

care?

Tips for Getting Started

e To encourage care team members to continue to respond to the two questions, it is critical to
show thatleaders arelistening to their responsesand acting on them. One approachis to
engage theteamin testingone or moreideas and discuss together what waslearned, with the
aim to make the “What Matters” work easier.

e Ifthe questionresponsesare collected duringa team huddle or meetingand recordedon a
flipchartorwhiteboard, take a digital photo so thereis a time-stamped record.
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Conclusion

The practice of asking “What Matters” is gaining traction around the world. Still, there remains a
gap between what care team members know about what mattersto their patients and what care
patientsreceivein accordance with their goals and preferences. Thistoolkit was designed to bring
togetherthebest available current information abouthow clinicians and health care organizations
can askand actupon “What Matters” to older adults and ensure that each older adult’shealth
outcome goals and care preferences are understood, captured, and integrated intotheir care.

Even asthe number of older adults who are engaged in “What Matters” conversations increases,
this remainsanareain need ofadditional development and testing. Thistoolkit isa startingplace
and an invitationto learntogether howto better understand and act upon “What Matters” and
measure progressin doingso. We welcome feedback and shared learnings from organizations that
are undertaking the “What Matters” work as part of their efforts to provide age-friendly care. Email

us at: AFHS@IHI.org.
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Case Examples

Providence St. Joseph Health, Oregon Region

Providence St. Joseph Health, Oregon Region, began developing a process for operationalizing
“What Matters” conversations with older adults in February 2017. Theyinitially formed an
exploratory workgroup, comprising a medical director, chaplain, physician, nurse, and social
worker. This workgroup shared their knowledge and experiences in asking “What Matters,” and
discussed what was needed to make thiswork valuable to patients and the organization. The
workgroup then used their shared knowledge, along with resources from the literature, “What
Matters” workat NHS Scotland, and the Serious Illness Conversation Guide to develop guidelines
for successful “What Matters” conversations.

Afterreviewing the firstdraft of the guidelines, frontline care team staff reported that the
guidelines did not provide specific enough guidance for structuring and conducting “What
Matters” conversations. The workgroup gathered comments and feedbackfrom care teams

and created a list of suggested questions, introduced with the phrase “You can consider usingthe
following...” A second draft was developed and disseminated to frontline staff to begin testing
with older adultsin two servicelines: one primary medicalhome, and one elder at-home outreach
program.

Followinga first round of testing with five patients, the frontline care teams debriefed their
ex periences with the workgroup, who then used their feedback to revise the guidelines.
This cycle of testing is still ongoing, with the number of patients increasing each cycle. The
workgroup meetsonce every 2 to 3 weeks to review feedback fromthe frontline care teams
and revise the guidelines.

To date, the workgroup hasnoted the followinglearnings:

¢ Includingan opening statement for cliniciansto initiate “What Matters” conversationsis
helpful in making clinicians and patients feel more comfortable withhavinga conversation.

e “What Matters” conversations have typicallybeen shorterthan clinicians anticipated.

e The guidelines havebeen modified to indicate that a family member or surrogate should
alwaysbe present during conversations with patients with dementia.

e Storiesaboutrewardingexperiencesof “What Matters” conversations and howthe
information fromthemis integrated into care planningis particularly motivating for frontline
team members.

Providence St. Joseph Health hasalso integrated “What Matters” information into their Epic EHR
sy stem using two custom-built modules (developed internally): one for advance care planning, and
one forgoals.

Stanford Health Care, California

To better understand diverse patient perspectives, a team at Stanford Health Care conducted a
multisite, multilingual (English, Spanish, Burmese, Hindi, Mandarin, Tagalog, and Vietnamese)
study withthe help of medical interpreters. All patientsin the study uniformly reported that
discussing “What Matters” wasveryimportant to them, and a majority (60.6 percent) identified a
communication chasm between doctorsand patients, and cultural/religious factors asbarriers. All
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were very openabout expressing what mattered most to them and their goalsand valuesifthis
couldbedonein simplelanguage.

In close partnership with numerous patients and family members, a simple letter template (in

a question-and-answer format)waswritten at a fifth-grade readinglevelin eight different
languages. Thistemplate wasreviewed and refined based oninput provided by Stanford’s Patient
Family Advisory Council (PFAC). By answering some simple questions, this template allowed
patientsto share what matters most to them, their future life milestones, and wishes for care.
Patients could also choose to write a more personal “lastletter” to their friends and family using
a second template.

Stanford Health Care formed aninterdisciplinary team to implement the What Matters Most
(WMM) letter, including representatives from geriatrics and palliative care, blood and marrow
transplant, quality improvement, spiritual care service, nursing, patient advocacy, risk
management, legal counsel, information technology, social work, and patient care services.

A two-hour “train the trainer” training was conducted for a large group of volunteers from the
spiritual care service onhowto answer questions from patients and families about the WMM letter
and howto complete theletter. Participants who attended the “train the trainer” workshop held
training sessions for multidisciplinary clinic staff, including physician assistants, advance practice
nurses, and social workers, to use the WMM letter to elicit what matters most to the patients and
to complete theletter advance directive.

A small cluster-randomized study was conducted in which the medicine ward teamswere
randomized to the WMM letter arm or usual care arm. Patients admitted to the ward teamsin the
WMM arm completed theletter. Patients in the usual care arm completed the traditional advance
directive. All ward care teamswere given copies of their patients’ completed WMM letters (letter
arm) or advance directives (usual care arm).

For both study arms, clinician understanding of their patients’ goals of care and valueswas
assessed. Most clinicians preferred the WMM letter (92 percent), reporting thatit: 1) improved
theirunderstanding of the patient’s goals of care; 2) gave them more assurance inguiding the
proxy decision makersin making decisionsonbehalf of the patient; 3) captured end-of-life
preferencesin the patient’sown words; and 4) helped clarify patient v alues and family dynamics.

Clinicianswho had patients" WMM letter (letter arm) were also more likely to knowtheir patients’
preferred site of death (79 percent versus 20 percent of responsesrespectively, p<0.05) than
clinicians who gotthe advance directives (usual care arm). Clinicians reported that the WMM
letter helped them gain a better understanding of their patients’ preferences for care compared to
the traditional state-approved advance directives and the Provider Orders for Life-Sustaining
Treatment (POLST).

Patient groups have also been convened to help patients write their WMM lettersin an informal
setting. One facilitatoris typically needed for every 10 patients, and each sessionlasts
approximately 1 hour. Groups aslarge as 40 patientshave been convened, with three to four
facilitatorsto help them. When conducting groups with patients with limited English proficiency, a
medical interpreter is present and sessions typically last 80 to 90 minutes.
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Appendix A: Resources to Support “What
Matters” Conversations with Older Adults

Online Tools

Decision Worksheets (Health Decision Sciences Center, Massachusetts General Hospital):
Worksheets for diabetes, depression, high blood pressure, high cholesterol, and acute low
back pain, aswell asguidesforusingthetreatment worksheets during visits

Geritalk: Communication Skills Training for Geriatrics and Palliative Medicine Fellows2o

Hebrew Senior Life — Vitality 360 Program: Comprehensive wellness and exercise program
offered at Orchard Cove (partof Hebrew Senior Life)

How’s Your Health? Patient Checkup Survey: Tool for assessing patient self-confidencein
healthmanagement

Patient Priorities Care : Resources to support aligning care with what mattersmost to
patients. The Specific Ask(Matters Most) Conversation Guide and the Patient Priorities
identification conversation guide help identify the values, outcome goals, and care
preferencesforolder adults with multiple chronic conditions

Person-Centred Health and Care Programme (Healthcare Improvement Scotland): Practical
guidelines for person-centered health care

Preference Based Living and the Preference for Everyday Living Inventory: Toolsand
resources forassessingindividual preferencesfor “social contact, personaldevelopment,
leisure activities, living environment, and daily routine,” bothat home and in nursinghomes,
includingthe Preferences for Everyday Living Inventory (PELI)=

Project Implicit (Harvard University): Tests foridentifying social attitudesand implicit
associations

Shared Decision Making National Resource Center (Mayo Clinic): Tools and resources for
cliniciansto usein practicing shared decision making with patients, including patient
decision aids, trainings, and workshops

Stanford Medicine Bucket List Planner: Tool for reflecting on core valuesand goals through
“bucketlist” planning

Stanford School of Medicine Ethnogeriatrics Ethno Med Website: Resources for providing
high-quality geriatrics care to a multicultural population

STEPS Forward: Anonline physician education module that guides physicians through how
to discussend-of-life decisions with patientsand caregivers

Transforming Patient Experience, The Essential Guide (NHS Institute for Innovationand
Improvement) (Archived): Results fromthe UK National Health Service (NHS) on developing

an evidence base on what mattersto patients

Blog Posts

Bisognano M. “Why ‘What Mattersto You?’Matters Around the World.” Institutefor
Healthcare Improvement Blog. February 24, 2017.
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Kassam-AdamsN. “Asking (and Listeningto) Pediatric Patients” Health Care ToolboxBlog,
May 16,2016.

Pickard L. “Asking Pediatric Patients, ‘What matters to you?’” Institute for Healthcare
Improvement Blog. March18,2016.

Conversation Guides

Conversation Ready (IHI White Paper): Framework to help health care organizations become
“Conversation Ready” (i.e., reliably support cliniciansand patientsin having end-of-life
conversations, documenting these conversations, and providing concordant care)

How to Talk to Your Doctor Starter Kit (The Conversation Project): Conversation guide for
individualsto use whenhaving conversations to articulate end-of-life goals and care
preferences

Y our Conversation Starter Kit for Familiesand L.oved Ones of People with Alzheimer’s
Diseaseand Other Formsof Dementia (The Conversation Project): Conversation guide for

end-of-life care goals and preferences, with specific considerations for caregivers of
individuals with different forms of cognitive impairment

SeriousIllness Conversation Guide (Ariadne Labs): Conversation guide for clinicians that
outlines steps for having conversations with seriously ill patientsabouttheir goals and values

Books

The Ethnogeriatrics Steering Committee of the A merican Geriatrics Society . Doorway
Thoughts: Cross-Cultural Health Care for Older A dults (volumes1,2,and 3). Sudbury, MA:
Jones & Bartlett Learning; 2008.

Cruz-Oliver D. Hospice/Palliative Care: Conceptsof Disease and Dying. In: Cummings-
Vaughn L, Cruz-Oliver DM (eds). Ethnogeriatrics: Healthcare Needs of Diverse Populations.
New York,NY: Springer Press; 2016.

Schein EH. Humble Inquiry: The Gentle Art of Asking Instead of Telling. 2013.

Audio/Video

WIHI: Realizing “What Matters” to Patientsand Families (Podcast)
“What Mattersto Me” from Yorkhill Children’s Hospital (Video)

Commercial Tools and Trainings

PatientWisdom: Online digital platform for connecting patients and clinicians
Vitaltalk: Online faculty development courses onimproving communication skills

Motivational Interviewing Network of Trainers (MINT): Online network oftrainers for
motivationalinterviewing, including a library ofresources and event and training listings

Cake A pp: Mobile app with end-of-life preference and planningtools

PREPAREforYourCare: Online tools for advance care planning and advance directives

Massachusetts General Hospital Health Decisions Science Center: Multidisciplinary research
group that providestoolsand trainings on shared decision makingand informed medical
decision making, including decision worksheets
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http://www.ihi.org/resources/Pages/IHIWhitePapers/ConversationReadyEndofLifeCare.aspx
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-TalkToYourDr-English.pdf
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-StarterKit-Alzheimers-English.pdf
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-StarterKit-Alzheimers-English.pdf
https://www.ariadnelabs.org/wp-content/uploads/sites/2/2017/05/SI-CG-2017-04-21_FINAL.pdf
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Appendix B: Examples of “What Matters”
Conversations

Example: Newly Retired Man with Diabetes

Peteris 68 and hasbeen managinghisType 2 diabetes and moderate hypertension for the past two
years. Peteris getting ready to retire and wants to spend more time gardening and traveling
around the countryin an RV with his wife. His primary care physician (PCP) has prescribed
multiple medications to control his hypertension aswell as regular appointmentsto monitor
Peter’sblood glucose, which hasbeendifficultto getin control despite dietary changes.

At an annual wellness visit, the PCP asksabout goals and preferences around Peter’s retirement.
Peteris nervousabout bringingit up but mentions that he often feels lightheaded from the
hypertension medicationand, as a result,is notable to gardenasmuch each day ashe would like.
Peteralso mentionsthat the weekly doctor’s appointmentshis doctor hasrequested will affect his
abilityto go onlongertrips.It’s importantto him that hisdiabetes and hypertension are well
managed, but he worries that this management is making hislife less enjoyable. This createsan
opportunity for Peter and his PCP to have a conversation about howto reconcile his physician’s
goalsaround hypertension and diabetes management with Peter’s goals for doing what he enjoys.

Example: New Diagnosis

Last week, Carol, age 81, wasdiagnosed with colon cancer. Four days after her diagnosisvisit, a
nurse navigator called Carol to schedule an appointmentto talkabout “What Matters”to herand
treatment options. The nurse navigator sets up an hour-longappointment and arranges for Carol
to meetherin a small conference room rather thanan exam room. The nurse navigator starts the
conversation by asking Carol specific questions about her health preferences and goals. He then
broadens the conversationto talk to Carol about whather hopes, fears, and concernsare forher
healthas wellas how herhealth could impact her ability to do what she enjoys. Carol notes that she
isnot afraid of dying, but sheis afraid of missing out on important time and events with her family,
and it is important to herthat shebe able to spend as much timewith them as possible. Carol tells
the navigatorthat she wantsto start treatment soon, but also wants tobe able to attend her
granddaughter’sweddingin two months.

The nurse navigator shares thisinformation with Carol’s oncologist, who then sits down with Carol
to talk about options for the timing of chemotherapy so that Carol will be able to see her
granddaughter get married. Carol and the oncologist also discuss how different treatment o ptions
may affecther prognosis, her ability to stay at home, and other aspectsthat may impact her ability
to spend time with her family and attend important events. As Carol beginsher course of
treatment, the nurse navigator checksin with her monthly by phone abouthowhertreatmentis
goingand whether any ofher preferenceshave changed. At the beginning of every appointment,
Carol’s oncologist reviews notesin the EHR from previousvisits and calls with the nurse navigator,
and takesfive minutesat the beginning of the appointment to followup with Carol on any changes
or updates.
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Appendix C: Detailed Information on “What
Matters” Process and Outcome Measures

Process Measure: Document “What Matters”

Hospital Setting

Measure Name

Documentation of “What Matters”

Measure
Description

Percent of patients with documentation of “What Matters” conversations
(calculated as: numerator/denominator x 100)

Site

Inpatient unit

Population
Measured

Patients 65 years or older

Measurement
Period

Weekly or monthly

Weekly measurement will support faster testing and learning cycles but
has consequently higher measurement burden and may not be feasible.

Numerator

Inclusion: Patients in the denominator with documentation of “What
Matters,” per the unit's definition of “What Matters.” Y our process should
allow patients to decline to engage in “What Matters” conversations — an
older adult who declines to answer and has “declined to answer”
documented should be included in the numerator.

Exclusions: None

Denominator

Inclusion: Patients with length of stay (LOS) >= 1 day present on the unit
between 12:01 AM on the first day of the measurement period and 11:59
PM on the last day of the measurement period.

Exclusions: None

Method Details

1.

Asking “What Matters” is defined by the unit for the patients it serves.
At a minimum, asking “What Matters” involves: a) querying the medical
record for existing documentation of goals and preferences; and b)
engaging patients in discussion of “What Matters” to them as defined
by the unit.

Documentation standard is defined by the unit for the patients it
senes; standard describes the information that is recorded and the
method of recording that information.

If an automated report is possible, calculate denominator and
numerator.

If a complete manual tally is possible, calculate denominator and
numerator.

If neither an automated report nor a complete tally is possible, sample
records at the end of the measurement period and calculate numerator
and denominator. You can apply a stopping rule to reduce
measurement effort.
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Primary Care Setting

Measure Name

Documentation of “What Matters”

Measure Percent of patients with documentation of “What Matters” conversations
Description (calculated as: numerator/denominator x 100)

Site Primary care

Population Patients 65 years or older

Measured

Measurement Monthly

Period

Numerator Inclusion: Patients in the numerator with documentation of “What Matters”

within 12 months of the most recent office visit, home visit, or telemedicine
\visit in the measurement month, per the primary care unit's definition of
“What Matters.” Your process should allow patients to decline to engage in
“What Matters” conversations — an older adult who declines to answer
and has “declined to answer” documented should be included in the
numerator.

Exclusions: None

Denominator

Inclusion: All patients in the population considered to be patients of the
primary care practice (e.g., patients assigned to a care team panel and
seen by the practice within the past three years) who have an office \isit,
home visit, or telemedicine visit with the practice during the measurement
period.

Exclusions: None

Method Details

1. Asking “What Matters” is defined by the primary care practice for the
patients it serves. At a minimum, asking “What Matters” involves: a)
guerying the medical record for existing documentation of goals and
preferences; and b) engaging patients in discussion of “What Matters”
to them as defined by the unit.

2. Documentation standard is defined by the primary care practice for
the patients it serves; standard describes the information that is
recorded and the method of recording that information.

3. If an automated report is possible, calculate denominator and
numerator.

4. If a complete manual tally is possible, calculate denominator and
numerator.

5. If neither an automated report nor a complete tally is possible, sample
records at the end of the measurement period and calculate
numerator and denominator. You can apply a stopping rule to reduce
measurement effort.
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Outcome Measure: Care Concordance with “What Matters”

Hospital Setting

Measure Name Care Concordance with “What Matters”

Measure Percent collaboRATE “Top Box” score
Description

Site Inpatient unit

Population Patients 65 years or older

Measured

Measurement Weekly or monthly

Period

Weekly measurement will support faster testing and learning cycles, but
has consequently higher measurement burden and may not be feasible.

Numerator Count of surveys with top-box answers to all three questions (“all-or-
nothing” score)

Exclusions: None

Denominator Count of complete surveys returned from patients

Inclusion: Patients with LOS >= 1 day present on the unit between 12:01
AM on the first day of the measurement period and 11:59 PM on the last
day of the measurement period. For patients who are unable to respond to
the questions due to cognitive impairment, use the proxy version of
collaboRATE.

Exclusions: None

Method Details | 1. Collect a minimum of 25 completed surveys to compute a top-box
percent (see http://mww.glynelwyn.com/scoring-collaboRATE .html).

2. Recognize that if respondent confidentiality cannot be ensured, scores
may be biased upward.

3. To support informed analysis and interpretation, units should track
total number of patients approached to obtain the completed number
of surveys.

4. Paper/manual data tools will work for initial testing but may not scale
to additional units. Organizations will need to develop information
technology to allow patients to respond to the questions and to
summarize the measurement with low effort.
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Primary Care Setting

Measure Name

Care Concordance with “What Matters”

Measure
Description

Per cent collaboRATE “Top Box” score

Site

Primary care practice

Population
Measured

Patients 65 years or older

Measurement
Period

Weekly or monthly

Weekly measurement will support faster testing and learning cycles, but
has consequently higher measurement burden and may not be feasible.

Numerator

Count of surveys with top-box answers to all three questions (“all-or-
nothing” score)

Exclusions: None

Denominator

Number of surveys completed

Inclusions: Patients in the population seen for any reason by the primary
care practice during the measurement period

Exclusions: None

Method Details

1. Collect aminimum of 25 completed surveys to compute a top-box
percent (see http:/Mmww.glynelwyn.com/scoring-collaboRATE .html)

2. Recognize that if respondent confidentiality cannot be ensured, scores
may be biased upward.

3. To support informed analysis and interpretation, practices should track
total number of patients approached to obtain the completed number
of surveys.

4. Paper/manual data tools will work for initial testing but may not scale
to additional practices. Organizations will need to develop information
technology to allow patients to respond to the questions and to
summarize the measurement with low effort.
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Appendix D: A Multicultural Tool for Getting
to Know You and What Matters to You

This tool was developed by the Stanford Inreach for Successful A ging (iSAGE) for Diverse
Older Adults.

1. What matters most to you? (Examples: Being at home, gardening, going to church,

playing with my grandchildren)

2.Who are the peoplein your life you hold dear or care about? (Examples: My
friend Tom, my niece Maria)

Name Relationship When did you last see
this person

3. Name three treasured moments in your life? (Examples: Meeting the love of my
life, birth of my daughter, my graduation, getting my first car)

4. Name three life experiences you would like to have or tasks you would like to
complete in the next six months? (Examples: Travel to Europe, fishing trip, family
reunion, 50th wedding anniversary)

5. Name three activities you enjoy doing regularly? (Examples: Walking, reading,
cooking, hiking, dancing)

Activity When was the last What assistance do you need
time you did this to do this? (if no assistance
activity needed, say none)

1.

2.

3.
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6a. Describe whatagood daylooks like for you? (Example: | wake up at 7 and do
not have any pain. | have a hot breakfastwith my family. Then go for a walk and meet
my friends. In the evening, | would watch football while eating chocolate ice cream.)

In the morning:

In the afternoon:

In the evening:

Before bed:

When was the last time you had a good day like this?

7.In what languages are the TV programs you usually watch? (Examples: English
Spanish, Cantonese)

8. How confident are you with filling out medical forms by yourself?

1 2 3 4 5
Not confident Very confident

Do you need help? Yes No

9. Who/what provides you with strength and hope? (Examples: Going to
church, meditation)

10. Do you have a community that supports you? Who are they and how
do theyhelp?
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