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Summary of Peer Reviewer Comments and Author Response

We appreciated the comments from the Key Informants, Peer and Public Reviewers. We
addressed the comments and note below the common themes:

1. Overall the reviewers believed that the report was well written and clear and
appreciated the Figures, especially the Evidence Map.

2. We aimed to address questions and concerns about Figure 1, the Conceptual Model.
In particular, we described the rationale for adapting the original model (by Carman
and colleagues) and the steps we took to adapting it. We also revised the “examples”
of engagement strategies in the Figure.

3. We clarified definitions for levels of patient and family engagement in terms of direct
patient care, health system and organization level, and community/policy level. We
also provided more examples, and presented these definitions earlier in the Executive
Summary.
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Peer Reviewer, Technical Expert/Key Informants, and Public Comments and Author Response

Commentator & Affiliation Section Comment Response

Carmody Summary patient and family engagement at the health system and
community/policy levels. That's it in a capsule, and personally, |
believe this statement supports the need for reports like these to
be conducted and continued for more patient/caregiver

2. | Public Reviewer #1: Debbi | Evidence More research is needed to address a large gap in evidence on | Thank you.
engagement in general

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020



https://effectivehealthcare.ahrq.gov/products/family-engagement/research

Commentator & Affiliation

Section

Comment

Response

4. | Public Reviewer #3:
American Psychological
Association

Kl Peer Reviewer #3

Evidence
Summary

Introduction

While this may be outside of the scoping review for the technical
brief, it would be important to highlight the need for more
research in strategies to engage patients and families in
community mental health systems alone or in tandem with
primary care services.

One of the ways to identify effective strategies for engaging
patients and families in addiction and mental healthcare
systems is by having the patient and family involved in
assessing the patient experience (for example, Currie et al.,
2020).

Clear and comprehensive, given the current state of the field
and the evidence

We did identify mental health conditions
that were addressed in studies included in
the report, and these are highlighted in the
results.

We appreciated the citation you provided
(Currie SR and colleagues). The article
describes the development of a novel,
comprehensive patient experience
measure that can be used to assess
patient and family engagement, so we
referred to the article in the Discussion.

Thank you.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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Peer Reviewer #5

Introduction

The background section notes that they have “adapted a widely
used conceptual framework on patient and family interventions
by Carman and colleagues...”

The authors have adapted the initial framework, and while they
briefly summarize the model as they show it, they do not
articulate how and why the initial framework was adapted.

Adapting the framework is certainly appropriate as frameworks
are meant to evolve. It would have been very helpful for the
authors to have articulated the reason for the changes, and how
they have either improved on the framework or the reasons for
the updated version -- example, the authors eliminated the
continuum of input to partnership That would place this
framework in an evolving research context.

There are two areas in the framework | wish to highlight.

1. One decision to adapt the framework introduces potential
conceptual confusion that should be addressed. The “levels” of
patient and family caregiver engagement are described as:
direct patient care, health care organization and system, and
community policy level.

The definition of “health system level strategy” as a strategy that
has an impact beyond the individual's health care (e.g.,
informing changes to the services of the clinic and the health
care system), mixes two concepts. The first concept, which was
intended to distinguish “direct care” versus “health care
organizations” was how interventions to support individual’s
engagement in their own care is quite different that interventions
that offer genuine opportunities for patients (and caregivers) to
engage in the decisions in the organizations that delivery care
(e.g., PCMH's, hospitals, ACO'’s, etc.) in hiring, patient safety
committees, participating in improvement design, advisory
groups, and board membership etc.

In the current adaptation, the authors add a second concept,
any elicitation of “input” from patients and caregivers about their
experiences of care, as well as what the organizations do in
response to the feedback or input, as organizational level
patient engagement.

This second use of the term “organization and system
engagement” is quite distinct, and how an organization chooses
to act, ignore, etc. input from patients and caregivers at the
direct care level is not an act of supporting engagement at the

Thank you for these helpful comments.

In the Introduction and Methods, we
described the rationale for and changes
we made to adapt the framework,
including how we addressed the
continuum of engagement. We have
added text (in the Introduction and
Discussion) to describe how we addressed
the continuum of engagement in this
report [see first and second paragraphs
under Conceptual Framework on page 2].

We added a statement in the limitations
section on the impact of the heterogeneity
of interventions along the continuum of
care.

We did not intend to modify the definition
of a health system level strategy. We
agree that input from patients and
caregivers broadly, such as through
patient experience surveys, does not
generally constitute patient engagement at
the organizational level. We added
language to describe that there could be
overlap between direct care and health
system interventions, or that one
intervention could have several
components and expected outcomes.

We have clarified the definition of a health
system level strategy. [Please see the
second paragraph under Conceptual
Framework on page 2].

In addition, we have modified the figure,
removing the third and fourth bullets from
the figure to eliminate this confusion. In
place of these bullets, we have added a
third bullet to broadly represent strategies
not included in bullets 1 & 2.

2. It was our goal to capture all potential
outcomes and categorize them in these

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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organization level. It could be considered supporting patient
engagement at the direct patient care level, as it asks them to
talk about how they experience care, or quality improvement,
but it is not, conceptually, a mechanism where the organization
invites patients and caregivers to participate in the organization
and design of care.

I think this decision might have consequences for the ultimate
findings of this project, and this combining of concepts might
muddy the findings, especially the questions that support the
elements abut implementation, findings of what works, etc.

2. The potential outcomes and measures seem quite narrow
and it is not clear if the outcomes as stated should track to the
levels of engagement.

KI Peer Reviewer #7 Introduction Background: Good

groups The figure is intended to
accommodate the possibility that each
type of outcome could be relevant to any
of the levels of engagement.

Thank you.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020
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Carmody current research are good and seem vital to discovering
answers to the challenges that exist for patients, their family and

12. | Public Reviewer #1: Debbi | Introduction The final questions asking about covering gaps that exist in the | We agree.
caregivers in being proactively involved in their care.

14. | Public Reviewer #4: Introduction Instead of opening up with the purpose, this draft started with a | We worked to make the definitions and
Roxana Hasanat, UX/UI list of key points. Without setting the context, these key points Key Points clearer and also adhere to the
Designer meant nothing. Also, some definition setting would have been format required by AHRQ.

useful. | found that in the ending, on page 38. If this statement
was the first paragraph in the beginning, my reading would have
gone a lot smoother because all the time, | was wondering what
parts were included where. Such as: did the health system level
include the use of EHR’s? Does the community level include
school nurses and councilors who are a vital part in a child’'s
development and the first round of help when a child is in need?

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020
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15. | Public Reviewer #4: Introduction Going back to making the first paragraph, | would take the quote | We revised the section describing the
Roxana Hasanat, UX/UI | copied up above and rewrite it to be a bit more friendly to the conceptual framework, but the team
Designer stranger like this: “In this Technical Brief, we built on a decided not to add the numbering of the

conceptual framework on patient and family engagement. To categories.
categorize the engagement strategies, we used from Carman
and colleagues’ framework to create three categories. 1. Direct
patient care = Strategies that directly impacted individual
patients’ treatment or decision making), 2. Health system level =
strategies with a health system impact beyond the individual
patient’s care) 3. Community/policy level = strategies that
engage consumers and communities in health care policies)
(Figure 1).39" | found after reading the final chapter, the
beginning (evidence summary, introduction) made much more
sense.

16. | Public Reviewer #3: Introduction Could you explain a little more about how “cognitive behavioral Because of our reliance on the use of
American Psychological therapy” was utilized in engaging patients, families, and systematic reviews, we were unable to
Association caregivers in a medical setting as this was not specified include more information about

beyond listing this strategy in the introduction section. intervention details like use of cognitive
behavioral therapy. We noted this in the
Limitations.
17. | Kl Peer Reviewer #8 Methods We did not assess the risk of bias in the original studies. Why In a Technical Brief, assessment of the
not? quality of original studies and the risk of
bias was beyond the scope of this project.
We noted this in the Limitations.
18. | Kl Peer Reviewer #2 Methods The brief does an effective job of mining key findings from the Thank you.
discussions with key informants, though only limited information
is provided about these conversations. The criteria for the lit
reviews was similarly effective, though, as mentioned before,
hamstrung by the lack of a consistent theoretical framework or
metrics to compare results.
19. | Ki Peer Reviewer #3 Methods Good Thank you.
20. | Peer Reviewer #4 Methods Excellent PICOTS. One question is if you had any more Chronic conditions were broadly defined.

definitive criteria on what defines a chronic condition.

-One rather major limitation is that PUBMED and CINAHL dont
have great MESH terms to link to PFE, especially for the system
level. Gray literature search is a plus.

-another limitation is that its very, very hard to find system level
PFT strategies that have a compelling comparison group -did
you use any software to assist in this technical brief?

We used MESH and other search terms
for chronic conditions (see Appendix). We
agree that there are not great MESH terms
for PFE; we developed and tested each
search string to capture these articles.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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21. | Peer Reviewer #5 Methods The methods as outlined are appropriate. Thank you.

22. | Ki Peer Reviewer #6 Methods | wasn't clear if the search included reviews of engagement that | Employer-delivered programs would have
came from employers? I'm thinking of employer-based been included in the scope of this review.
incentives for wellness? Mobile and web-based aps for Incentives for wellness would have been
counseling and education and how to make appointments? excluded because we focused on chronic
Please state if this is in scope and if not, perhaps why not and disease management. The chronic
that it is a limitation. disease focus is described as a limitation

of the scope of the review in the
Discussion.

23. | Kl Peer Reviewer #7 Methods Methods: Fine- Thank you.

24. | Kl Peer Reviewer #1 Methods sentence 1 and 2 are unclear. Consider changing to: This is addressed in the revised
"We employed an established framework that categorizes description of the Conceptual Framework
patient and family engagement strategies according to whether in the Introduction. We do not think it
they are deployed at the direct patient care, health system, or needs repeating in the Methods.
community/policy level. This framework was adapted using key
informant input."”

25. | Kl Peer Reviewer #1 Methods Page 5, lines 13-14. In retrospect, the limited sample of types of | We did not include representative of
key informants may have biased the search strategy. To mdid professional organizations like ACS and
not include patient and family key informants involved in RHICs. | AHA but included these organizations’
All kinds of RHICs -include AHA, ACS, Etc? websites in our grey literature. We had a

very broad search strategy and did not
limit the search based on Kl input.
Page 6. Table 2. Under Interventions row and "Community-
level interventions, including:" you need to add "health policy
initiatives", "community-wide public reporting of health care We included these interventions in this
quality information”, community chronic condition screening and | section of the PICOTS Table.
self-management initiatives". Or, less pleasing to me, you could
explicitly exclude these but then you need to note the major
limitation to the framework.
26. | Public Reviewer #1: Debbi | Methods Interviewing patients and families is one of the most important We agree.
Carmody ways to collecting data that will identify opportunities as
stated in the method section. These interviews allowed us to
characterize different engagement strategies that
may not appear in either the grey or published literature
27. | Public Reviewer #2: Pam Methods There was no mention of patient activation measures (PAMs). Patient activation measures (if assessed)

Carroll-Solomon, Retired
Patient Advocate

were captured under patient-reported
outcomes. We added this to the table to
be clearer.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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28. | Public Reviewer #5: Methods Would encourage expanding the grey literature search to We added the relevant information from
Jennifer Coldren, include, The Beryl Institute, The Lucile Packard Foundation these publicly available sites
Children's Hospital and the Children& Hospital Association for additional literature
Association around pediatric healthcare and best practices for

patient and family engagement.

29. | Public Reviewer #6: Methods This might be explained more in picots framework, but curious Our engagement definition included
Lowrie Ward, Children's why you excluded some of the less intense patient interventions that had 2-way interaction
Hospital Association feedback interventions? To me, these could be useful subgroup | and we excluded low-intensity

analysis or useful to see effort vs results continuum. interventions such as handing out
pamphlets that did not involve 2-way
(patient-provider) interaction.

30. | Public Reviewer #4: Methods Looks good. The only thing | wonder is if the people interviewed | Our Key Informants were selected
Roxana Hasanat, UX/UI knew that appointment reminders and calling a patient to see if because of their range of knowledge about
Designer they will confirm are examples of engagement strategies. patient engagement methods.

31. | Public Reviewer #4: Methods In the brief, it stated that the articles reviewed were at the latest | We had full access to these reports as well
Roxana Hasanat, UX/UI from 2015. Yet, going to the AHRQ website for this page, | saw | and had reviewed them as part of the topic
Designer other direct pages describing patient engagement strategies refinement process for this report.

that were from 2015 and would have provided a large amount of
data and detail into this report.

Here are some of the links and references that | found on the
AHRQ website, but were not included here: (Multiple references
are attached in pdf)

32. | Kl Peer Reviewer #2 Results Page 38, line 23 aptly conveys the difficulty of surveying the Thank you.
literature on engagement: "What it means to do patient and
family engagement vastly differs by setting, scale, and intended
outcomes." Still, the review found value or potential value for
most patient engagement interventions that it looked at, and it
found no interventions that caused harm. This is significant.

33. | Kl Peer Reviewer #3 Results Clear; figures were helpful Thank you.

34. | Peer Reviewer #4 Results In results, | don't see a rigorous assessment of evidence quality. | We noted the limitation of not assessing
I do find the summation of positive/negative evidence figures quality of the evidence, given the limited
extremely helpful, but an evidence quality level to ground these | scope of a Technical Brief.
figures is needed. Overall, with the caveat of the quality/rigor
assessment of evidence, | found this technical brief easy to Thank you for your compliments.
follow with excellent visual depictions. I look forward to citing
this and sharing with my research group.A9

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020
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35. | Peer Reviewer #4 Results | would not combine adolescent with adult. | find from practical We agree, but several reviews included
and research experience that these have distinct needs as both adults and adolescents, and we
populations. opted to include these reviews but report
-1 don’t know if Figure 6 added much useful information -what them in a separate section.
were examples of "other" chronic conditions category?

We added a footnote to describe the other
chronic conditions.

36. | Kl Peer Reviewer #6 Results | wouldn't say insurance "provider” (p.9, line 38). How about We agree with using the ‘insurer’ term and

insurance "carrier"? Or an insurer? Just to make sure we don't
confuse "provider".

I was confused by the use of the word "modality," in Figure 5 (p.
14) and in the Evidence Table 3 in the appendix. The list
seemed like it was a mix of the communications channel
(mobile, telehealth), the content of the communications
(counseling, peer support), and the person or thing providing the
communications (nurse/case manager, team, community health
worker).

Please explain why these categories were chosen and the
rationale. If the idea is the "who"--who is providing the content,
then we need more information on the "who." To me, a RN
case manager based in the hospital may be different from a
certified case manager specialist in behavioral health based at a
health plan, just to illustrate. Training, employer, credential, |
would think is important. The employer is particularly important if
we are thinking broadly about incentives (ACO? value-based
contracts?--this idea is mentioned on p.31, line 28 because the
payment model is a barrier). For example, if a patient is a
member of Kaiser health plan and seeing Kaiser doctors, the
incentive to manage costs is different, and the case manager is
working for a health plan and a provider. | did see a sentence
about case managers (p.13, line 37) and another sentence on
the variety of persons in the telehealth modality (p. 17, line 25)
but this kind of idea is more important than two sentences. To
further illustrate, maybe advance care planning is useful in a
complex hospital-provider system based on out of primary care,
and maybe that same message is not well received from their
insurance company. Maybe these aren't described or this detail
is out of scope. Then this is a limitation.

have edited the report accordingly.

We clarified in the methods that the term
modality was used to describe the
interventions in regard to how they are
being delivered and by whom. The
categories were chosen based on expert
input on features of commonly tested
interventions, and then included in
abstraction forms so that we could
systematically collect information on those
from all included reviews. Given the broad
scope of this project and the need to rely
on systematic reviews, it was not possible
to abstract information about each of the
tested interventions at a more granular
level, thereby limiting our ability to report
on difference between individual studies.
The reviews typically included large
numbers of heterogenous studies without
detailed information on the interventions in
each of the studies. We agree that thisis a
limitation of this report and we have added
this to our discussion/limitations section.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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Findings: Excellent presentation and summary of studies
reviewed. The review is comprehensive and thorough for the 2
areas of the framework assessed.

Page 33, lines 18-51 -Community/Policy Engagement
Strategies and Results from the Grey Literature very minimal
and incomplete as a result of methodological approach.

Pages 34-35 -A number of changes might result here depending
on how framework and methodology issues addressed.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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We expanded on this concern in the
Limitations and agree that the inclusion
strategy, though broad, may have missed
some community-based strategies.
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40. | Public Reviewer #2: Pam Results While | applaud the effort, it also disheartens me as the studies Thank you.
Carroll-Solomon, Retired mentioned in the report appear to focus on how providers want
Patient Advocate to engage patients and families not necessarily how patients
and families want to be engaged.
As an industry, we need to look further and do more research
on this aspect as it drives not only patient outcomes but the
patients safety whether in their home or other setting and as
related to medication, mobility, nutrition, etc. Office of Management and Budget (OMB)
Policy (https://www.usability.gov/how-to-
The number of key informants does not seem to be and-tools/quidance/pra-overview.html)
representative: why only 2 health system perspectives, 1 payer, | limit the number of people can be
etc. Why no representation from major players like Press Ganey | included. Many of the experts on our
or NRC for patient surveying/research perspective? project team have experience working with
health systems, payers, and other
stakeholders such as Press Ganey.
Related to the studies and lack of harm reported. Have to
wonder if this is a limitation as it is unclear how harm is being
defined and if this is based on self reporting. We agree this is a limitation of the report,
Did any of the studies look at rates of patient as we were not able to extract that level of
grievances/complaints? This could further inform, especially detail from the systematic reviews we
when it comes to harm reported. included.
41. | Public Reviewer #5: Results Appreciated that the results were separated by adults and Thank you
Jennifer Coldren, children.
Children’s Hospital
Association
42. | Public Reviewer #6: Results The separation of groups is confusing. Adults vs adults/children | This was a limitation of the previously

Lowrie Ward, Children’s
Hospital Association

vs children only.

Is there a way to have it just be adults

or children? | expect that the literature review conclusions
wouldnt be as applicable in this way, but it would read
simpler.

| also am curious why so many of the articles with children
focused on lower complexity children when there is
quite a bit of literature bout high complexity children.

published reviews. Some included both
children and adults. We wanted to include
these reviews and elected to describe
them in a separate section.

We highlighted the health conditions we

identified. Overall, there was a paucity of
evidence in high complexity children and
we added this in the Discussion.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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43. | Public Reviewer #4: Results From page 18 to page 22, most of that was just text repeating We appreciate these suggestions,
Roxana Hasanat, UX/UI what the graphs already said. As a UX Designer, that text particularly the use of a donut chart. Our
Designer should have been a data table attached to the figures because team, including our medical

the problem you'll find is that figures start to get disjointed. Page | illustrator/designer, discussed these

18 mentions “Fig 9” while showing “Fig 8” and page 21 calls out | suggestions and we elected to retain the
“Fig 8" when “Fig 9” is the figure directly before the paragraph. current presentations. We will consider the
For some of the data paragraphs that did not have figures but use of a donut graph in our future work.
listed off numbers and categories, | would have suggested using

a donut graph. A brief is supposed to be concise, and having

more visuals would decrease the reader’s cognitive load.

44. | Public Reviewer #4: Results For some of the data paragraphs that did not have figures but Thank you for your suggestions. We
Roxana Hasanat, UX/UI listed off numbers and categories, appreciate these suggestions, particularly
Designer I would have suggested using a donut graph. A brief is the use of a donut chart. Our team,

supposed to be concise, and having including our medical illustrator/designer,

more visuals would decrease the reader’s cognitive load. I've discussed these suggestions and we

taken certain sections of text that could be cut out and replaced | elected to retain the current presentations.

with better graphs/tables. (See pdf) We will consider the use of a donut graph
in our future work.

45. | Public Reviewer #4: Results In the brief, it stated that the articles reviewed were at the latest We only included articles that met the
Roxana Hasanat, UX/UI from 2015. Yet, going to the AHRQ website for this page, | saw | eligibility criteria defined in our protocol, as
Designer other direct pages describing patient engagement strategies explained in the Methods section. .

that were from 2015 and would have provided a large amount of
data and detail into this report. Here are some of the links and
references that | found on the AHRQ website, but were not
included here:
46. | Peer Reviewer #4 Results Figure 9: very helpful, really appreciate this organization - for Thank you very much for these
(Figures) section "Implementation of Health System and Organization suggestions. We reviewed them but these
Strategies — In Patients with Chronic Conditions (Guiding articles did not meet criteria for inclusion.
Question 1.d-1.f)" --> We have added a limitation acknowledging
http://www.annfammed.org/content/16/2/175.full kiran et al that we may have missed innovative
provide an excellent example of data-based recruitment strategy | methods that have not yet been evaluated
to achieve diverse/representative input. for their impact on outcomes. We cited
these articles in the Discussion.
-RE community input: Please look into the "Boot camp
translation” studies conducted regarding asthma and
hypertension out of the University of Colorado (Norman et al.)
these might not meet inclusion criteria but in case you did not
assess them.
47. | Peer Reviewer #4 Results Figure 16: do the colors have any significance? The colors were selected for consistency
(Figures) across figures and do not have
significance.

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020

15


https://effectivehealthcare.ahrq.gov/products/family-engagement/research

.

warr. w2

i, Research and Quality

Commentator & Affiliation Section Comment Response

Peer Reviewer #4 Results -Figure 17 is an excellent depiction. Thank you.
(Figures)

Public reviewer #4: Results Figure 1 is not a good representation of the conceptual We decided to retain Figure 1 with edits to
Roxana Hasanat, UX/UI (Figures) framework. I've created a rough copy on address reviewers’ comments.
Designer what would be more useful: (Please pdf of public comments for

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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52. | Public reviewer #4: Results Original Fig: Figure 12: When using simple bar graphs as a We decided not to remove the bars.
Roxana Hasanat, UX/UI (Figures) percentage, at first glance, the graphic is a bit misleading. Using
Designer a donut graph would be clearer. Or, if you are dead set on using

the graph, a simple revision would be to eliminate the “Self-
management” and “Shared Decision making” labels that are
being repeated for each bar because you have a key at the
bottom. (See pdf for more details

KI Peer Reviewer #3 Discussion Guiding Questions: Appropriate, esp. the emphasis on the gaps
and in current research Clear outline of needs for future research in
Conclusions Guiding Question 2 and related evidence maps (Fig. 16 & 17)

Thank you
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56. | Peer Reviewer #5 Discussion Guiding Questions: The authors did not include a question that The organization that nominated the topic
and assessed whether the type of involvement in projects -- whether | established the guiding questions. In
Conclusions patients and caregivers had a more substantial role in addition, it was beyond the scope of this
collaborating or making decisions in the approach to the project to extract the details on the
interventions had an impact. individual articles included in the reviews.

A future, more focused review on health
system or community strategies would
benefit from extraction and assessment of
the role of patients and families in the
interventions and further assessment on
impact.
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step will be to do a focused review on
health system and community approaches
to expand beyond direct approaches.

58. | Peer Reviewer #5 Discussion The broad nature of engagement and lack of clear agreement
and on how to achieve it mean that the approaches and literature
Conclusions are heterogenous. that is to be expected, as theoretical and
conceptual underpinnings for why to engage differ. The
conclusion and implications could do a better job of explaining
how this affects the review and understanding of the
interventions and literature.

When the goal is to engage patients to do what you think they
should do, this likely needs to specific set of solutions and
interventions.

When the expectation is that patients co-lead their care and
decisions, this leads to a very different set of solutions and
interventions.

So, a better understanding of why certain underlying
conceptualizations of engagement might lead to such disparate
findings would be helpful.

Of course, the authors chose to exclude this domain from the
framework, and it makes sense in the review as authors to not
place themselves on this continuum. but recognizing that such a
continuum exists might better aid putting the findings and next
steps into context.

Thank you for the comment. We worked to
highlight these points in the Discussion
and also described the model changes
(i.e. without the continuum) in the Methods
and Discussion.

59. | Kl Peer Reviewer #6 Discussion Guiding Questions: These are relevant and clear. | struggled a
and bit with how 1a-c and 1d-f were combined. Maybe some
Conclusions comment to explain how the document is organized or why
these are combined? | would have like to hear a conclusion for
each of the sub-questions for 1, particularly d-f.

Thank you. We provided a description of
the organization in the Methods.

60. | Kl Peer Reviewer #6 Discussion I would like to see a synthesis statement on the role of payers
and and employers in engagement. Everyone cares about cost, or
Conclusions they should. Please do not mention that only providers whose
payment is affected cares about costs (p.34, line 46).

I love the comments (p.40, line 47) about diverse voices and
about (p.41, line 11) about how synthesis statements are
challenging due to the variation.

We agree this is important, but these were
not data that we extracted during our
review.

61. | Kl Peer Reviewer #7 Discussion Guiding Questions: Good. I'm not sure it's built for wider
and audience of patient partners but helpful to clinicians and
Conclusions researchers

Thank you
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Kl Peer Reviewer #1

Public reviewer #2: Pam
Carroll-Solomon, Retired;
Patient Advocate

Section

Discussion
and
Conclusions

Discussion
and
Conclusions

Research and Quality

Comment

Guiding Questions: Page 4, lines 6-7. Just a reminder that
many of the community organizations listed above have
extensively invested and studied ways to engage patients and
families in community level efforts to "help patients, families,
and caregivers manage their chronic conditions and improve
patient health outcomes”.

To the objective of the technical brief, | believe more research is
needed. | would also strongly advocate for longitudinal

surveys on patient experience. It is so difficult for patients to
segment out a piece of their care especially if they had an

ED visit, an inpatient visit, an office visit, home care, etc.
Regardless of what survey they receive, a bad experience in
one setting can color their perception of the other especially
when they receive a survey months later. And, if the

industry is trying to improve chronic condition outcomes,
wouldn't it behoove the industry to create a cross-cutting

survey instead of using a tool used more for value-based care?

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
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Public reviewer #4:
Roxana Hasanat, UX/UI
Designer
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Discussion
and
Conclusions
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Comment

Of the entire document, the conclusions were the ones that
were the most understandable.

However, there is a line on page 40, “our review aimed to
describe barriers and facilitators to implementing patient and
family engagement” where | found that there was scant
description on “barriers.” As a reader, | was not told why the
barriers played such a large role that one could

not recommend effectiveness in these engagement strategies.
The majority of the results section text were data tables written
as paragraphs. This made reading overly technical as the
writing should be providing commentary and context to the
results of the data.

I'm also confused by the formatting on pages 40 and 41. “Future
Research Needs” and

“Conclusion” have the chapter heading font, but are placed as
sections.

Final comment: You may want to revisit the title. For me, their
brief didn’t really present or go into detail on strategies. It mainly
presented the results of systemic reviews.

Response

Thank you for your helpful comments. We
hope we were able to address them and
make the report clearer.

Unfortunately, we are not able to change
the title, as it was determined as part of
the Contract.

67.

Public reviewer #7: Cara
Coleman, Family Voices

Discussion
and
Conclusions

Agree 100% that more research is needed to evaluate the
impact of family engagement.

Perhaps there is need to mention and research what matters
most to families in terms of engagement- and that is the role
that referral to a family-led organization plays in supporting a
family to navigate the healthcare and multiple other systems as
well as to partner in systems change for their child and all
children with chronic healthcare issues.

Thank you for this comment.

68.

Public Reviewer #1: Debbi
Carmody

References

Complete with good resources.

Thank you.

69.

Public reviewer #6: Lowrie
Ward, Children's Hospital
Association

References

There are MANY more organizations that could be included in
grey lit search. Children’s Hospital Association
has several white papers on this topic and sub topics.

We expanded the grey literature review.

70.

Public reviewer #4:
Roxana Hasanat, UX/UI
Designer

References

I'd like to add some articles and places of interest to look up for
systemic reviews.

The first one is from Patietnengagementhit.com and the article
is called: Patient Portal Adoption Tops 90%, But Strong Patient
Use Is Needed. This part of the article kind of coincides with
what I've already spoken about patient communication via
patient portal.

We included several organizations in the
grey literature review.
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71. | Public reviewer #4: References The second place of interest | think would provide a current, We included several organizations in the
Roxana Hasanat, UX/UI health care system review is from grey literature review.
Designer Bon Secours because of their Homeless outreach program. |

went to the Adventist Hospital Fall

Conference in 2016 and listed to Samuel Ross, MD, MS, (Bon
Secours Baltimore Health

System) talk about how it is more expensive for the homeless to
keep getting admitted to their

hospital than it is to provide them with free housing, so they
created their own housing units.

They then expanded upon that to give youth activity programs
and some child care. Here is a full list of their community
programs: https://www.bonsecours.com/aboutus/ community-
commitment/community-programs/baltimore

72. | Public reviewer #4: References Now, if you were to contact them, they are an Epic hospital. The goal of this review was not to do
Roxana Hasanat, UX/UI They can create crystal reports that primary data collection from the electronic
Designer show metrics from their software usage (a crystal report is the health record, but these are great

nickname to a graphical report suggestions for the EPIC collaboratives
used by the EHR vendor). | listened to Patty Sengstack (in you described in this comment.

2015, Bon Secours, Nursing

Informatics) talk about new technology and from her | found out
they create a lot of data

dashboards. If there was some metric that you wanted to see,
you can easily get it from that

hospital system. As a former Epic employee, | know that the
software is capable of running

reports. The question is what would you like to see?

I'd imaging you'd like to see how many patients use the patient
portal?

How many homeless people do you treat? What is their
readmission rate over time?

It looks like Patty Sengstack is now at Vanderbilt. That is
another Epic hospital system and they

are considered by the EHR vendor to be one of the best HIT
builders they have. They can easily

create a set of reports for AHRQ granted you know what you're
testing for.

And, if you need a 3rd Epic hospital, you can look up
Massachusetts General or Kaiser

Permanente. Both are Epic hospitals with decent development
teams. They should be able to

run a report.
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Public Reviewer #1: Debbi | Appendix Complete and evidence of good research Thank you
Carmody

KI Peer Reviewer #9 Quality of the Report: Superior Thank you

KI Peer Reviewer #3 General Quality of the Report: Good. Brief clearly and systematically lays
out the limitations of the evidence about patient and family
engagement

Thank you.
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Peer Reviewer #5 General In general this is a well written and researched report. The
descriptions, tables, etc. are easy to see and understand. The
authors were also very thorough. The authors have done an
admirable job of addressing one of the key challenges of this
review, which was to take a broad, multi-dimensional
perspective on engagement to assess the state of evidence.

Thank you.

We worked to address these concerns

| have some questions and concerns some aspects of the about the conceptual framework, which
conceptual framework. The execution based on the framework resulted in several modifications noted

is strong; however, the framework as adapted seems to muddy | above in Comment #8. We worked to
some key issues that need clarification and might require a bit of | address the “scope issues” throughout the
a reconsideration of the later data tables. It might also help to review, particularly in the Discussion.
address a bit of the challenge noted by the authors about the
scope challenges, which require the focus on systematic
reviews, and excluding individual studies
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Kl Peer Reviewer #1 General General Comments: Excellent report overall. Concise clear We agree about the limitations you
summary of evidence to date. My only major concern is that the | highlighted in the other comments. We
methodology employed limited the review's ability to report on worked to address these limitations about
the substantial examples of patient and family engagement capturing the diversity of community-level

strategies that have been used at the community/policy level to engagement strategies (see Discussion).
help people manage chronic conditions. See suggestions on
Methodology below. We have decided not to change the title
for the review, but will consider this

Title. Consider changing to "Strategies for Patient, Family, and | suggestion for the other scholarly products
Caregiver Engagement to Improve Chronic Disease Care" that emerge.

-there is lack of clarity in the manuscript around this. Patient
and family engagement has to have a purpose. We are not
interested in engaging them to play baseball for example. The
purpose should inform the search strategy as described in
methodology section below. And the purpose needs to be
consistently described throughout the manuscript.
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Public reviewer #9: Rabia General don't really see much emphasis in this brief about workforce Thank you for your comments.
Khan issues and how it is a serious limitation and barrier to improved
patient satisfaction. | am not a clinician/provider, but it seems Occupational health and employer-

odd that in a field where there is so much customer interaction focused interventions that met our criteria
that workforce satisfaction and provider culture are not identified | would have been included here, but we did

as significant factors. There is mention of limited studies in the not identify any that met the inclusion
brief, because only 1 noted 6 organizational characteristics, criteria. We excluded articles focused on
including culture. The brief notes management support as an prevention and wellness among healthy
organizational factor affecting sustainability, but does not individuals, as the focus was on improving
explicitly address provider burnout, shortages, and lack of chronic disease management.

consideration for provider health and experience as underlying
causes or critical factors for patient experience. | would expect
that within any company/industry, employee satisfaction strongly
influences and impacts customer satisfaction. An underlying
culture of provider health considered as secondary or health
systems with little concern for provider well-being/health
outcomes can affect how providers engage and care for their
patients. Would someone go to a life/wellness coach knowing
the person is burned out, depressed, and unable to manage
their own health? | would not and if | did, | should expect a
similar outcome for myself. | have encountered individuals,
including family members, who work in the medical field who are
forced to work 26-32 hours with little to no sleep. They then call
others to help them stay awake as they operate a vehicle to just
go home and sleep. Are these individuals also seeing and
treating patients while deprived of sleep? Sleep deprivation can
be considered torture for an individual but appears to be a rite of
passage for some physicians, residents, fellows, nurses, and
other staff. Could there be more emphasis in this brief about
these factors and discussion about workforce issues and its
correlation to patient health? We are aware of provider
shortages and are expecting it to worsen with baby boomers
retiring, but there is a lack of accountability and research on
effective strategies that improve provider health and methods to
increase the workforce. For instance, my niece is disabled
(cognitive and physical) and it is extremely challenging to
identify caretakers/support who are properly trained to help her
grow and develop. Also, there are a lack of incentives (like
benefits, organizational support/training, etc.) to maintain and
grow a strong sustainable workforce. This is problematic
because her needs are lifelong and this will be a long-term
issue. The state program’s recommendation was for someone in
the family to become a caregiver, but the only family member
who may be capable is my Medicare-enrolled mother with her
own health issues that affect her mobility. Organizations/health
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systems creating internal workgroups to talk about workforce
issues is a basic first step, but measuring and taking actions to
improve life and increase workforce is needed. Quality
measurement/reporting is a means to address accountability
and identify health outcomes, but it is usually considered a
burden. Without organizational changes to the
environment/culture then it will continue to be burdensome for
providers. This may not be something the industry may want to
openly discuss since change is challenging, but it affects
everyone who interacts with the medical field/healthcare
providers.

As a public citizen, relative of individuals with long-term needs
and chronic conditions (e.g., severe obstructive sleep

apnea, hypertension, etc.), and relative of those in the provider
workforce, | strongly support and encourage additional
research and developing the evidence base related to
organizational/health system workforce and policy factors
influencing patient engagement and outcomes. Beyond that,
there needs to be an actionable national strategy to address
these issues.

Providers are not just the workforce, but can be patients too.
Link to info on burnout:
https://www.medscape.com/slideshow/2020-lifestyle-burnout-
6012460

85. | Public Reviewer #1: Debbi | General Very comprehensive and complete for a draft, good job Thank you
Carmody

Source: https://effectivehealthcare.ahrg.gov/products/family-engagement/research
Published Online: August 26, 2020

29


https://effectivehealthcare.ahrq.gov/products/family-engagement/research
https://www.medscape.com/slideshow/2020-lifestyle-burnout-6012460
https://www.medscape.com/slideshow/2020-lifestyle-burnout-6012460

86.

Commentator & Affiliation

Public reviewer #10:
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Comment

A stated purpose of the brief is to inform individual health plans,
providers, and purchasers as well as the

healthcare system as a whole by providing important
information to help improve healthcare quality. This goal

would be better served if the scope of the review were
expanded to include recent developments in payment policy at
the federal level and among commercial payers.

Providers could make better use of the evidence provided if it
included review of payment modalities available to

support the resources and effort required to provide highlighted
elements of care. Federal policy has made major strides

in this area. Relevant policy has been documented in sources
such as annual updates to the Medicare Physician Fee
Schedule (a source that appears not to have been included in
this review). Similar information about commercial

payment may require some original investigation.

Further review of the current payment landscape would also
inform policy making by identifying payment gaps for
promising care delivery strategies.

Response

We agree completely with this comment
and hope that this technical brief will
stimulate future research
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Public reviewer #2: Pam General This is a great first start; however, much more needed. Thank you. We agree with this comment.
Carroll-Solomon, Retired;
Patient Advocate
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Comment

In the EHR world, we think of patients having communities. In
epic, we used the term “The Care Continuum” and at Dr First,
we use “HealthiVerse.” Both mean the same thing: it’s a list of
people and locations who help manage a patient’s care. For me,
as a patient, | have a primary care, a dentist, and several years
ago, | had a dermatologist and an eye doctor. I'm now taking
therapy from a psychiatrist to treat my depression. From that
list, I've already gotten 5 people. My medications are another
list. The truth is, any one patient is a complexity of data and
interactions and unless if the patient stays up on their routines, it
is hard to keep your health up.

Response

We appreciate your sharing your personal
health experiences.

90.

Public reviewer #4:
Roxana Hasanat, UX/UI
Designer

General

The amount of research done is impressive. | was really looking
forward to learning about new trends and discoveries of different
outcomes. With some revising and better formatting, the final
draft will be more beneficial to my needs which is to understand
and apply effective patient engagement strategies. And if
something is not effective, | need to know the context and why.
Despite my numerous comments, | fully intend to read the final
draft of this brief in the hopes that it helps me learn more about
the effectives of certain patient engagement strategies.

Thank you for your careful review and
suggestions.

91.

Public reviewer #4:
Roxana Hasanat, UX/UI
Designer

General

The evidence that was provided of specific patient engagement
strategies were each described in a specific sentence, and
failed to mention the barriers to each. Page 17 is perhaps the
closest to what | was expecting, but it did not go into describing
what are the barriers to each. | keep mentioning ‘barriers’
because that was the word used in the conclusion where it said
the draft was more focused on, yet | barely see any commentary
on the barriers. I'm going to take a moment to format the first
paragraph on page 17 here just to show what | was more
expecting to see: ( See pagel9 in pdf)

Thank you for your careful review and
suggestions.

92.

Public reviewer #4:
Roxana Hasanat, UX/UI
Designer

General

Q:10. Did you find this report unnecessarily difficult to read?
Yes. It took me well over 10 days to read this entire document.
The majority of that time was spent in the beginning section. |
would revisit this with the comments I've made for the
document. Some figures were poorly made and some used the
wrong type of graph to convey the meaning of the text.
Sometimes, the same type of data would be presented in the
text but use different metrics. For the outcome benefit use of
Adults, the text used percentages, while talking about the
remaining two groups, they used number of reviews.
Consistency would help.

We appreciated the suggestions and
made revisions throughout the report to
improve the readability.
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National Center for Health currently available evidence on patient and family suggestions to improve the report.
Research (NCHR) engagement strategies for managing chronic conditions, we

Public reviewer #12: General While we commend the Technical Brief's aim to outline the Thank you for providing detailed

Public reviewer #12: General The Brief notes a lack of systematic measurement of potential We included studies about patient-provider
National Center for Health harms, such as anxiety. For example, the Brief mentions that communication and portals in this review.
Research (NCHR) receiving information through patient portals may be

distressing or confusing to some patients, but this potential
stress was not systematically measured.

Is research needed to determine how providers can be sensitive
to the engagement preferences of patients, regarding patient
ortals and other strategies?
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98. | Public reviewer #12: General In summary, this Technical Brief provides a needed analysis of Thank you for your comments and
National Center for Health the research on engagement strategies for patients, families, recommendations.
Research (NCHR) and caregivers. As such, it is a valuable tool to assist healthcare

providers in making decisions regarding strategies for patient
engagement. We recommend that the above suggestions be
added to the identified needs for future research.
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