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Abstract

Purpose—Family meetings can be challenging, requiring a range of skills and participation. We
sought to identify tools available to aid the conduct of family meetings in palliative, hospice, and
intensive care unit settings.

Methods—We systematically reviewed PubMed for articles describing family meeting tools and
abstracted information on tool type, usage, and content.

Results—We identified 16 articles containing 23 tools in 7 categories: meeting guide (n = 8),
meeting planner (n = 5), documentation template (n = 4), meeting strategies (n = 2), decision aid/
screener (n = 2), family checklist (n = 1), and training module (n = 1). We found considerable
variation across tools in usage and content and a lack of tools supporting family engagement.

Conclusion—There is need to standardize family meeting tools and develop tools to help family
members effectively engage in the process.
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Introduction

Methods

Consistent communication among patients, families, and care providers is a vital aspect of
high-quality end-of-life (EOL) care.! Family meetings are recognized as an effective method
for facilitating such communication, and several EOL practice guidelines routinely highlight
their importance.2-6 Family meetings offer a venue for patients, family members, and
providers to discuss the patient’s condition and prognosis, share information regarding the
patient’s preferences, and align goals of care. Family meetings have been shown to improve
concordance of care with expressed wishes’~9 and reduce posttraumatic stress disorder,
anxiety, and depression among bereaved family members. They are also associated with
reduced length of inpatient stay and higher ratings of the quality of the dying
experience.”9-11

Effective conduct of family meetings is a nontrivial task. It requires a wide range of skills,
particularly in empathic communication that provides support, minimizes stress among
family members, and meets basic standards for informed decision making.12 Most providers
do not receive formal training in conducting family meetings and do not feel adequately
prepared to participate in them, which can exacerbate the challenges of conducting them
effectively.13-15

The use of health care tools to aid the conduct of family meetings has potential to facilitate
translation of research into clinical practice and increase the routine conduct and
effectiveness of these meetings. Health care tools such as decision support aids,6 clinical
templates,1” and safety checklists'® have been shown to successfully support a range of
routine clinical processes including screening/assessment,1® documentation,20:21
communication,22 and health information exchange.23 Health care tools are particularly
useful for clinical processes that share common features across cases with potential for
standardization. While each family meeting is unique in its content and conduct, prior work
has suggested that family meetings as a whole share common elements that can be explicitly
defined and structured.24-26 The purpose of this systematic review was to identify and
describe existing tools available to aid the conduct of family meetings in palliative, hospice,
and intensive care unit (ICU) care settings for use in quality improvement activities. We
focused on decision aids, documentation tools, or other resources that could be incorporated
into electronic health records.

Search Strategy

We systematically searched the PubMed electronic database for English-language articles
published from inception through August 2013 describing work conducted in the United
States, Canada, England, and Australia. Studies could be of any design. We used several
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combinations of Medical Subject Headings terms to identify the various ways family
meetings are described in the literature and the range of EOL settings in which they occur
(Appendix A). Given the multiple ways health care tools might be described in the literature,
we did not include specific search terms to indicate “tool” but instead incorporated this into
our inclusion criteria as described subsequently. To identify additional tools that may not
have been captured by the search strategy or described in the published literature, we drew
on members of the study team with expertise in family meetings and EOL care (KAL and
SCA).

Article Selection

Analysis

Results

We included articles that described or tested tools that (1) supported the conduct of family
meetings in palliative, hospice, or ICU settings; (2) were developed with the intent of being
used in clinical environments; and (3) were described in enough detail that they could be
reliably implemented and replicated in clinical practice. Tools did not have to be formally
tested in these environments to be included in our review. Sources and tools identified
through expert review were subject to the same inclusion criteria.

We excluded articles describing (1) communication tools not explicitly intended for use in
family meetings; (2) models of communication that did not directly inform a tool as
described earlier; and (3) family meeting tools for use in pediatric populations (age <18
years).

Two reviewers with expertise in systematic review methodology and health services research
(AS and TA) conducted independent dual review of identified references first by title and
abstract, then by full text. At each stage, disagreements about inclusion or exclusion were
adjudicated by a third investigator (KAL or SCA).

Articles included after full-text screening were divided and abstracted by study/source and
tool into a data abstraction file. We categorized tools by the stage of the family meeting they
were intended for premeeting, including preparation, planning, and scheduling; during the
meeting, including structure, topics, and communication processes; and postmeeting,
including documentation and follow-up. We also qualitatively abstracted detailed
information about what the tools were composed of and how they were developed.

Literature Search

Our initial PubMed search identified 3242 references, which we narrowed down to 152
relevant articles after title screening, and 83 articles after abstract screening. Full review of
these 83 articles identified 12 articles that met inclusion criteria. Expert review identified an
additional 11 references of potential relevance, which were narrowed down to 4 articles that
met inclusion criteria. Of the 16 included articles, 2 articles described the same set of 4 tools
and thus were counted as 1 article with 4 tools,27:28 1 article described 3 separate tools,2°
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and 3 articles described 2 separate tools each.%:3%:31 In total, we identified 23 family meeting
tools (Figure 1).

Types of Tools

We identified 7 types of tools described in the 16 included articles: meeting guide or agenda
(n = 8), meeting planner (n = 5), documentation template (n = 4), meeting strategies (n =1
communication strategy and n = 1 conflict management strategy), decision aid/screener (n =
2), family checklist (n = 1), and training module (n = 1; Table 1). Subsequently, we describe
key features of the identified tools by type and stage of meeting. For the 2 articles describing
the same set of 4 tools,27:28 we hereafter only reference Nelson et al?” as the source and
developer of the tools. Table 2 lists each tool by the stage of the family meeting it was
intended to address: premeeting, during meeting, and postmeeting.

Premeeting Tools

Meeting planner (n = 5)—Wke identified 5 family meeting planners that described steps to
be taken in preparation for a family meeting.27:29-32 All 5 tools were developed using
literature review and sometimes expert panel opinion. All meeting planners included
logistical steps necessary for conducting a family meeting, such as identifying and inviting
family members/surrogate decision makers to be present at the meeting, identifying care
team members to participate and designating a meeting leader, and confirming the time and
location of the family meeting. Three of the 5 planners also suggested a premeeting among
the care team participants to establish consensus on the meeting goals and agenda and
meeting leadership.27:31:32 One of the planners specified the need for a premeeting data
review, to review the patient’s medical history, evaluate likely prognosis, elicit medical
opinions of consultants, review advance directive information, and make determinations
regarding potential care plans.32 Only 1 of the 5 meeting planners was time defined,2” in that
it specified certain steps to be undertaken in the days preceding the family meeting (ie,
identifying surrogate information on the day of ICU admission and scheduling the meeting
within the first 72 hours). Another meeting planner highlighted specific considerations for
family meetings in a cross-cultural context, including meeting with a professional medical
interpreter to review the purpose of the family meeting and relevant cultural information.30

Decision aid/screener (n = 2)—We identified 2 decision aids or screeners that identify
patients likely to need a family meeting on the basis of clinical factors.>27 One of these tools
was developed using literature review, expert consensus, and survey data?’; the development
of the other was not described.® One listed variables to be identified by the attending
physician which were likely to indicate the need for a family meeting in the ICU, such as
predicted length of stay >5 days, predicted mortality >25% as estimated by the physician, or
a potentially irreversible change in functional status sufficient to preclude return to home.®
The other focused specifically on clinical variables indicating the likelihood of a >5-day stay
in the ICU, such as S/P cardiac arrest, advanced malignancy, multisystem organ failure, or
age older than 80 years with comorbidity.2’

Family checklist (n = 1)—We identified a single family checklist aimed at helping
families organize their thoughts, prepare questions, and maximize their time in the family
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meeting.2 This tool was developed using literature review, expert consensus, and survey
data. It included suggestions such as reviewing what the family knows about the patient’s
illness and treatment, identifying topics for clarification with the care team, writing down
concerns or fears to be shared, and identifying goals for the family meeting.

Training module (n = 1)—We identified 1 communication skills training module for
health care providers that addressed how to conduct a family meeting in palliative
care.33This tool was developed using the Comskil conceptual model of communication skills
training. The module was composed of 6 key categories of skills particularly relevant to
family meetings to be taught during the training: (1) establishing the consultation
framework, (2) information organization, (3) checking, (4) questioning, (5) empathic
communication, and (6) shared decision making.

During Meeting Tools

Meeting guide/agenda (n = 8)—We identified 8 meeting guides/agendas, each
specifying different levels of guidance regarding content and process of family
meetings.?:29-31.34-37 These were developed using various methods, including literature
review,29:30.38 existing conceptual frameworks and expert panel guidance,?? and analysis of
videotaped and audiotaped family meetings.3® Two articles, each testing the impact of a
multifaceted family meeting intervention on patient3’ and family® outcomes, specified
objectives for the meeting, including the review of medical facts, the identification of patient
preferences for care, the development of an agreement on a care plan, and the determination
of clinical milestones to judge the success or failure of the care plan. Several other
articles?9:34-36 added to this by describing specific processes to help satisfy the meeting
objectives, such as determining what the family wants to know and eliciting family
understanding, summarizing disagreements and consensus, providing information and
resources, and responding to family concerns and questions. Two meeting guides were
designed with specific considerations for conducting family meetings in situations in which
the patient could not participate3! or in which cross-cultural issues were present.30

Meeting strategies (n = 2)—We identified 2 articles that described strategies to help
clinicians address and manage difficult situations that might arise during family meetings.
Both were developed using literature review. One details discrete steps for responding to
strong emotional reactions,*? including acknowledging, legitimizing, and empathizing with
the emotion and exploring reasons and feelings underlying the emotion. The other included
strategy describes steps for evaluating the causes of conflict during family meetings,*!
including identifying complex emotions that might hinder acceptance of the situation and
gaps in information that the family might have, such as inaccurate understanding of the
patient’s condition or confusion about treatment goals.

Postmeeting Tools

Documentation template/progress note (n = 4)—We identified 4 documentation
templates, each specifying key content and outcomes of the family meeting to be
documented in the patient’s medical record.27:29.4243 Al 4 templates were developed using
literature review and expert panel opinion. They all included space to record meeting
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attendance, and some included the extent of patient participation in the meeting (eg,
cognitive capacity),2’ free-text space to document the topics of discussion during the
meeting, and a place to record advance directive information and code status. Templates
varied in all other elements of documentation. For example, one included space to record the
patient’s problem list and symptom assessment information,*2 and others included free-text
space to document family understanding of the family meeting content and the patient’s
clinical situation.2” Only 1 template included free-text space to document family concerns
expressed during the meeting,3 and another template included space to record decisions
made and a follow-up plan.2°

Tool Efficacy

Of the 16 included articles, only 4 formally tested their tools in clinical environments with
patient and family populations. Three used pre—post designs,®2842 and 1 was a controlled
clinical trial.3” Two of the 4 described multiple tools that were tested together as part of
comprehensive family meeting interventions.28 Three of the 4 showed significant impacts
on process and outcome measures: life support withdrawal,#2 reduced ICU length of stay,®
and a variety of ICU quality measures, including identification of medical decision maker
and offer of social work support.28 However, family meeting tools were only one of many
components of the latter’s intervention. The fourth was unable to show significant changes
in ICU length of stay, aggressiveness of care, or treatment limitation decisions.3’

One study evaluated the effect of its tool in a population of providers who conduct family
meetings and found that providers were satisfied with the tool and reported significantly
improved self-efficacy in conducting family meetings.33 It used a pre—post design. There
was no association between type of tool and efficacy in improving patient/family or provider
outcomes.

Discussion

Our systematic review identified 23 tools used to aid the conduct of family meetings in
palliative, hospice, and ICU settings pre-, during, and postmeeting. The most common tools
identified were meeting guides/agendas and documentation templates. Only 1 identified tool
was aimed at family participants, and the majority were designed to support provider
practice. There is a large research base that addresses many different aspects of family
meetings (eg, studies that classify provider communication patterns observed during family
meetings),24-26 and EOL care guidelines argue that family meetings should be a routine part
of care for patients with advanced illness.#8 In spite of this, our review found that there is
little standardized guidance available for structuring these meetings in practice.

Meeting guides/agendas were the most common type of tool identified, and the majority
shared core elements recommended in prior work.24:26.44 These elements included
introducing participants, reviewing medical history, evaluating patient and family
understanding of the clinical situation, discussing the patient’s values and preferences, and
making decisions if appropriate. The availability of existing meeting guides/agendas that
share common elements can help to structure the emotionally complex task of
communicating about EOL care, reduce process variability, and support quality
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improvement in family meeting conduct across settings and health care systems. Future
work might focus on strengthening the linkage between the family meeting agenda and
documentation for follow-up from the meeting.

Our search identified several documentation templates, many of which included space for
patient and family information, content and topics of discussion, and any decisions made.
Among these templates, we found little focus on key elements of follow-up, such as
documentation of clinical milestones or date of the next family meeting. We also found little
focus on documenting family questions and concerns, which is critical to family-centered
care, to improving communication between care team providers and family members
following the family meeting, and to sharing consistent information within the care team and
assuring timely follow-up and accountability. There is some concern that overly
standardizing family meeting documentation templates may lead to the mechanization of
interpersonal communication; however, our findings suggest there is still room to identify
core elements for documentation across family meetings, particularly those elements that
support follow-up and consistent communication.

We identified 2 decision aids/screeners that proactively identify patients likely to need a
family meeting, both for use in the ICU. Both screeners employed clinical variables such as
predicted mortality or conditions likely to result in a longer length of stay. This approach has
also been successfully employed in triggering palliative care consultations.114% Although
useful, such screeners overlook the importance of family members’ communication and
information needs as the motivation for family meetings. Family meetings may be relevant
in cases in which multiple family members are involved or disagreement regarding the
patient’s preferences arises, regardless of clinical status. Future work may need to focus on
developing additional screening criteria to ensure more appropriate and timely access to
family meetings.

Our search identified only 1 tool that helps families prepare to participate in the family
meeting. Informed family participation in family meetings at the EOL is critical to helping
family members comprehend the clinical situation, provide substituted judgment, and
effectively serve as surrogate decision makers. Moreover, there is consensus that while
physicians are obligated to provide information about a patient’s condition and prognosis to
the family, family members can be a critical source of information regarding the patient’s
values and preferences.12 Various professional societies have highlighted the importance of
supporting and involving the family at the EOL.46-48 There may need to be greater attention
placed on tools that are designed to help families effectively engage with clinicians and
participate in decision making during family meetings.

Only one-quarter of the included articles formally tested their tools in clinical environments
with patient and family populations and evaluated their impact on clinical process and
outcome measures, and one other article evaluated its tool in a provider population. These
articles suggest that family meeting tools can be effective in promoting provider self-efficacy
and addressing a range of patient and family quality and utilization outcomes, especially
when employed as part of comprehensive patient- and family-focused interventions.
However, more and higher quality evidence is needed to refine our understanding of the
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impact of these tools: Most studies did not evaluate their tools at all, and the ones that did
employed mostly low-quality study designs.

Our review has some limitations. Although we used a large database of indexed references
on biomedical topics and supplemented our search with expert review, as with any
systematic literature review, our search strategy may have missed some relevant articles. For
the sake of feasibility, we limited the geographic scope of our search and may have
overlooked relevant tools described in other countries. The heterogeneity and limited
information found on each tool precluded a meta-analysis. Finally, we limited our search to
family meetings in palliative, hospice, and ICU care because they are primarily conducted in
these settings. It is possible that our review excluded family meeting tools designed for other
domains; however, given that most research on family meetings is performed in the context
of EOL care, this is unlikely to be a major concern.

In summary, we identified a number of tools that aid the conduct of family meetings and can
provide structure and support for a critical and complex communication task. There is
potential for further standardizing such tools and developing new tools to help family
participants effectively engage in the process. There is also a need for further research in
leveraging electronic resources to facilitate family meetings. All family meeting tools should
be evaluated at high levels of evidence in order to assess their efficacy and promote their
uptake.
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A
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Relevant Titles:
152 Titles

A
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Relevant Abstracts:
83 Abstracts

71 excluded

a
<«

Relevant Articles:
12 Articles Included
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Expert knowledge:
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Relevant Articles:
4 Articles Included

Total from PubMed and expert
knowledge:
16 articles

Total Tools identified:
23 tools

Figurel.
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Tools Organized by Stage of Family Meeting (Premeeting, During Meeting, and Postmeeting).

Table 2

Stage of
meeting Type of tool First author/year
Premeeting Meeting planner Hudson P (2008)

During meeting

Postmeeting

Weissman DE (2009)

Billings JA (2011)

Sharma RK (2011)

Nelson JE (2009)/Penrod JD (2011)

Decision aid/screener Lilly CM (2000)

Nelson JE (2009)/Penrod JD (2011)
Family checklist Nelson JE (2009)/Penrod JD (2011)
Training module Gueguen JA (2009)
Meeting guide/agenda Lilly CM (2000)

Hudson P (2008)
Ambuel B (2009)
Weismann DE (2009)
Daly BJ (2010)
Fineberg IC (2011)
Billings JA (2011)
Sharma RK (2011)

Communication strategy Weismann DE (2010)
Conflict management strategy ~ Weissman DE (2010)

Documentation template Whitmer M (2005)
Hudson P (2008)
Machare Delgado E (2009)
Nelson JE (2009)/Penrod JD (2011)
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