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Abstract

Background: Care partners of people with seriousillness experience significant challenges and unmet needs during the patient’s
treatment period and after their death. Learning from others with shared experiences can be valuable, but opportunities are not
consistently available.

Objective: This study aims to design and prototype a regional, facilitated, and web-based peer support network to help active
and bereaved care partners of persons with serious illness be better prepared to cope with the surprises that arise during serious
illness and in bereavement.

Methods: An 18-member co-design team included active care partners and those in bereavement, people who had experienced
seriousillness, regional health care and support partners, and clinicians. It was guided by facilitators and peer network subject-matter
experts. We conducted design exercisesto identify the functions and specifications of apeer support network. Co-design members
independently prioritized network specifications, which were incorporated into an early iteration of the web-based network.

Results: Theteam prioritized two functions. (1) connecting care partners to information and (2) facilitating emotional support.
The design process generated 24 potential network specifications to support these functions. The highest priorities included
providing a supportive and respectful community; connecting people to trusted resources; reducing barriers to asking for help;
and providing frequently asked questions and responses. The network platform had to be simple and intuitive, provide technical
support for users, protect member privacy, provide publicly available information and a private discussion forum, and be easily
accessible. It was feasible to enroll members in the ConnectShareCare web-based network over a 3-month period.
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Conclusions: A co-design process supported the identification of critical features of a peer support network for care partners
of people with serious illnesses in a rural setting, as well as initia testing and use. Further testing is underway to assess the

long-term viabhility and impact of the network.

(JMIR Hum Factors 2024;11:€53194) doi: 10.2196/53194
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Introduction

Care partners of people with serious illnesses are often
overlooked and poorly understood by health care professionals,
lack support and educational resources, and are likely to
experience significant challenges and unmet needs [1,2]. For
many, the work of caring for a person with aseriousillness can
bring deep satisfaction and can aso be challenging [3]. Care
partners experience burdens in every area of their
lives—emotional, physical, social, spiritual, and financial
[2,4,5]. The death of someone with aseriousillness (aswell as
the eventsleading up toit) also brings hardship, including stress
related to loneliness, grief, trauma, role recognition, and
self-identity [6-9]. Socia isolation and grief are strongly
correlated with subsequent depression and related symptoms
in bereaved spouses, including sadness, appetite loss, and lower
quality of life [5,10]. Bereaved care partners may also face
challenges navigating household, financial, social planning, and
legal affairs, aswell asreintegrating into their local community
[11] and accessing avail able resources. Addressing care partner
needs has become a pressing health, economic, and social
imperative [12].

Increasingly, care partners are joining online peer support
networks to obtain emotional support, access information, and
connect and sharewith othersin similar circumstances[13-17].
While peopl e often prefer connecting with health professionals
for medical information, they prefer connections with peers
over professionals for accessing emotional support or practical
advice [18]. In the case of serious illness, when patients may
not be well enough to use online peer support networks
themselves, care partners are more likely to participate [19].

Previous research has demonstrated a number of variables that
contributeto an online peer support network’s success or failure
[20-22]. Communitiesthat have a clear, defined purpose; foster
astrong sense of community; and have a high level of activity
are more likely to be successful [20]. Additionally, sustained
organizational and financial support for maintaining an online
community from inception to maturity is essential, including
support for a community manager who sets the tone for the
community, creates content, conducts outreach, and fosters a
sense of community [20,23]. Successful online networks also
harness the interests and abilities of their users to strengthen
the community. Networks with more active users are generally
more successful [21] because they maintain a critical mass to
allow for diversity in experiences and individual attributes,
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allowing for the natural formation of relationships and answering
questions.

Evidence on theimpact of online peer support networksfor care
partners is promising [14,24-26]. For care partners of people
with cancer, studies show evidence of decreased care partner
emotional distress [27], negative mood [28,29], and sense of
burden [29], as well as increases in quality of life and
self-efficacy [27]. For care partners of people with dementia,
online networks can lead to improvement in self-efficacy [30],
decision-making confidence [31], and care partner and patient
relationship quality [32]. Care partners also benefit from being
able to freely express their sentiments and provide mutual
support in adedicated digital space apart from their loved ones
[33,34]. Even people who observe network activity without
participating report that reading about the experiences of others
is empowering and informative [35,36]. Online networks offer
certain  advantages. 24/7 home access, flexibility
(communication is often asynchronous), anonymity, and awide
range of expertise and experience not limited by geography
[37-39].

Online peer support networks for care partners often target
specific health conditions (eg, breast cancer and Alzheimer
dementia) or stages of caregiving (treatment vs bereavement),
but infrequently support care partners of people with diverse
conditions or the transition between stages of caregiving. They
may also fail to provide active facilitation and moderation;
identify and vet regional resourcesand support fromlocal peers;
or provide the possibility of meeting in person. A co-design
process can elicit those factors that matter most to the people
for whom the network is intended to serve and ensure the
successful adoption of the proposed solution [40].

The objective of this paper is to describe a co-design process
and the resulting key functions and specificationsfor aregional,
facilitated, and web-based peer support network that can meet
the needs of active and bereaved care partners of persons with
seriousillnesses.

Methods

Overview

We applied a co-design framework (Figure 1 [41,42]), which
combines human-centered design [43] and engineering design
[44,45] processes, to create the specifications for a regional,
facilitated, and web-based peer support network. The framework
includes 4 stages. defining the problem, understanding the
context for use, developing and building consensus around
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establishing and pilot-testing design specifications.

Figure 1. Co-design framework (reproduced from The Dartmouth Institute for Health Policy & Clinical Practice, which is published under Creative
Commons Attribution 4.0 International License). HIT: health information technology.

1

Define Problem from
Perspective of End Users

Context includes current state of
care flow and processes, data
flow and processes, and HIT
environment and capabilities.

Conduct background research
on the client and on their
problem to identify the problem
statement

Ethical Considerations

The study was approved by the Dartmouth Collegeinstitutional
review board (#2000907).

A waiver of written informed consent was used for the surveys,
as the only link to the survey respondent would have been the
written informed consent document. No identifiableinformation
was collected and individual s were not paid for participating in
human subjects research.

Target Population

The target population, hereafter referred to as end users, was
defined as care partners (ie, informal caregivers or family
members) supporting or providing careto adults (aged 18 years
or older) with aseriousillness and those who have experienced
the loss of someone to a serious illness. The term care partner
was chosen by the co-design team to reflect their role and
relationship in partnering with a person with a serious illness.
Serious illness has been defined as one that carries a high risk
of mortality and either negatively impacts a person’'s daily
function or quality of life, or excessively strains their care
partners [46]. Care partners include relatives, spouses or
partners, friends, neighbors, or others who have a significant
personal relationship with, and who provide a broad range of
assistance to, a person with a serious illness. We focused on
care partners living in New Hampshire and Vermont, the
catchment area for Dartmouth-Hitchcock Medical Center.

Participants

We formed an 18-member team to co-design the network. The
team included 2 active and bereaved care partners of people
with serious illness, 4 adults with serious illness, 6
interdisciplinary palliative care clinical team members, and 6
support service staff. Care partners and people with serious
illnesses were recruited by our clinical team partners. Clinical
team members were affiliated with Dartmouth-Hitchcock
Medical Center, arural tertiary care academic medical center
in New Hampshire. Facilitation of the co-design process was
led by researchers with expertise in co-design, evaluation, and
quality improvement (EAO and ADVC). The design process
wasinformed by consultation with an expert in human-centered
design (EK) and asystems engineer (1SK). To ensure our design
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Develop driving specifications,
constraints, and functional
specifications for future state
care processes and HIT
design

Pilot new prototypes, care
processes, and HIT functionality
in alpha sites. Evaluate care
processes and outcomes for
their ability to meet objectives
of system and user needs.

aligned with best practices, we consulted with external advisors
with expertise in facilitated support networks (DG and CY),
met with regional health care and support partners, and obtained
input from an external advisory committee with expertise in
scaling innovations, business, and seriousillness.

The co-design team met twice a month for 8 months (April to
November 2019) to identify and prioritize the functions and
specifications of the network and met monthly for 6 months
(December 2019 to May 2020) to test prototypes.

Defining the Problem and Under standing Context for
Use

We conducted human-centered design exercises [43] to dlicit
community needs and assets, define the problem, and understand
the context for use. We drew upon stories of serious illnesses
shared by care partners to identify needs arising from lived
experiences. Design facilitators shadowed [43] outpatient
palliative care visits and attended interdisciplinary palliative
care team meetings to further understand the context of use;
services provided by the care team; and the daily lives of people
with seriousillness, their care partners, and clinicians [47]. We
developed empathy maps[43] to reflect and articulate what end
users hear, see, say, do, think, and feel, and to identify points
of pain and gain. We used a visual thinking exercise [48] to
sketch ideas for an ideal support network (example, Figure 2).
Design exercises were reviewed during design sessions to
discuss critical functions and important features that fulfill and
support these functions.

We supplemented design activities with surveys of potential
end users. Between December 2018 and April 2019, we
collected 28 surveys from a convenience sample of active care
partners presenting at the Dartmouth-Hitchcock Medical Center
outpatient palliative care clinic and 21 surveys from a
convenience sample of bereaved care partners effiliated with
theclinic or regional health organizations (eg, hospice) to dlicit
information on the challenges, needs, and desire for peer
connection among active and bereaved care partners (surveys
are provided in Multimedia Appendix 1). We used descriptive
statistics to summarize categorical data, and thematic analyses
to identify themes from open-ended questions.
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Figure 2. Sketch of a seriousillness community network, created by a co-design team member.

Building Design Consensus

We collated, organized, and systematically described the
identified needs into a hierarchica list. We converted the
highest-level needs into functions for the network to achieve.
At the highest level, for example, “care partner need for
information” was converted to “connecting care partners to
information” and “ care partner need for emotional support” was
converted to “facilitating emotional support.” We identified
potential specifications associated with each function of the
network.

Co-design team members independently rated the importance
of each specification using afive-item prioritization scale: (5)
must have, (4) high importance (feasible without), (3) should
have (very important), (2) could have (consideration), and (1)
desirable (will not have at thistime) [49]. Team members were
provided an opportunity to describe their understanding and
thought processfor preference identification as agroup. Scores
were weighted and averaged by respondent type to ensure that
patients and care partners, clinicians, and support service staff
had equal participation weight (eg, scoresfrom 6 clinicianswere
averaged to create 1 clinician average).

Pilot-Testing Design Specifications

We tested a series of prototypes to identify the importance of
different network components. These included storytelling
exercises, face-to-face group conversations, one-to-one matching
of care partners, group videoconferencing, an onlinediscussion

forum, and a “Caregiver Day” event at the health center.
Summaries are provided in Multimedia Appendix 2.

After finalizing design functions and specifications, we
identified potential vendors to host the network by conducting
an environmental scan of web-based networks focused on people
with serious illnesses and care partners and mapping desired
design specifications to vendor capabilities. Four vendors
provided demonstrations of their platforms between April and
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May 2020. Vendor selection was driven by the vendor’s ability
to provide the prioritized functions and specifications, the cost
to build and maintain the network, and being a US-based
company. Following vendor selection, the web-based network
platform was customized by the design team to deliver upon
design functions and specifications.

User acceptance testing was conducted between April and July
2021. Four care partners and 2 people who previously had a
seriousillness were invited to register as founding members of
the network in April. These founding memberswere encouraged
toinvite care partnersthey knew into the web-based community
to test the feasibility of enrolling members. Three clinical
champions (physicians and social workers), a chaplain, and a
staff member who manages complementary care programs
referred care partners to the network. The research team met
weekly with the vendor during the user acceptance testing period
to resolve issues. The web-based platform remained available
for registered membersto use whileissueswere addressed. The
network moderator met monthly with the design team to plan
future improvements using a quality improvement framework
[50].

Results

Problem Definition

The co-design process led to clarity around the objective of the
network: to help care partners cope with the surprisesthat arise
during serious illness and bereavement. The network, named
“ConnectShareCare,” was intended to supplement existing
services, to be provided outside of clinical encounters with the
health care system or regional professional support and service
organizations, and to tap into the wisdom of those with lived
experiences.

If successful, the design team antici pated that the network would
benefit 4 groups, as outlined in Table 1.
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Audience Anticipated objectives
Care partners « Improve access to information that can guide decision-making
«  Improve sense of empowerment in making decisions and providing support
o  Decrease sense of distress and social isolation
Community partners « Improve understanding of needs and gapsin service
«  Provide asystem to share assets or resources
Clinicians or health care system « Addressgapsin servicesthat are not currently met
« Improve availability to see patients who seek services
« Improve efficiency of health care encounters
Quiality improvement |eaders and researchers «  Improve understanding of the needs of care partners

o Align services with care partners and community needs
»  Demonstrate a positive impact of the network over time

Context for Use and Lived Experiences

Our co-design process identified that active and bereaved care
partners have different needs but have common interests in
sharing information and providing or receiving support. Active
care partners who completed an assessment survey were most
challenged by emotional difficulties (eg, worry, uncertainty, or
lack of control; 12/28, 43%), providing care and emotional
support (7/28, 25%), and practica matters (6/28, 21%).
Bereaved care partners were most challenged by loneliness
(10/21, 48%), managing grief and emotional difficulties (6/21,
29%), and managing practical matters (5/21, 24%). Active care
partners were most helped by support from friends, family, or
other social connections (12/28, 43%), as well as by medical
professionals (9/28, 32%), while bereaved care partners were
most helped by support from friends, family, or other social
connections (16/21, 76%) and by devel oping self-care strategies
that led to personal resilience and growth (12/21, 57%).

Most active (18/27, 67%) and bereaved (18/21, 86%) care
partners were interested in 1 or more forms of connecting with
other people who have shared a similar care experience. Both
active and bereaved care partners anticipated that a network
could provide support, knowledge, and resources but anticipated
challenges associated with timeto participate and with forming
personal connections.

The series of human-centered design exercises and interviews
led to additional insights. First, active and bereaved care partners
may benefit from connecting and sharing information with each
other. Peer-generated information from care partners who have
shared asimilar experience feels more authentic, detailed, and
actionable. Second, care partners wished to belong to a local
support community that was connected through geographic
proximity and could provide recommendations for local

https://humanfactors.jmir.org/2024/1/€53194

resources. Third, aweb-based network enables care partnersto
access information at any place or time, alows anonymity,
improves access for people who are home-bound or grieving,
and may reach an increased number of care partners. Fourth,
trained staff who can moderate, promote, and manage the
web-based community and volunteers who can recruit and
engage users are important. Paid or volunteer moderators can
play an important role in listening, making connections, and
highlighting information, services, and programs. Fifth, a
web-based network would benefit from supplemental
opportunities for the community to meet face-to-face or through
digital programming.

The design process also identified several potential risks and
possible mitigation strategies. First, there was arisk of causing
harm to vulnerable end users if the design failed to provide a
safe and supportive environment, protect the privacy of sensitive
information, or enact acceptable data ownership guidelines.
Second, there was a risk associated with the usability of the
network among end users who were |ess facile with web-based
services. Third, there was arisk associated with the inability to
form a personal connection with peers through a web-based
network. Other potential risks included those associated with
competition from other networks, inaccurate content or
information, and care partners having minimal timeto participate
in aweb-based support network due to other responsibilities.

Build Design Consensus

Two primary functions emerged from the design activities: to
support care partnersin (1) providing each other with emotional
support and (2) exchanging helpful information and resources.
We developed specifications related to these functions (Table
2), as well as the form of the network, including the user
interface, data and security, and other considerations (Table 3).
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Table 2. Prioritization ranking of design specifications associated with network functions (weighted average scores across patients and families [n=5];
clinicians [n=4]; clinical support service providers [n=5]; and network advisors [n=2]).

Network functions and prioritization ranking of associated design specifications Ranking?

Function 1: provide each other with emational support
Must have

«  Provide asupportive and respectful space 5.00
« Ability for established “Guidelines and Ground Rules’ to be clearly visible to users
» Ability to protect individual identity (opt-out options for sharing personal information; opportunity to keep
geographic location private)
«  Allows moderator functionality for policing interactions and blocking usersif necessary

Should have (very important)

« Incorporate and help facilitate, one-to-one connections 327
« Ability tolocate “true peer” (similar users) through the platform viamatching on similar life circumstances
(through backend algorithm or user profile details: type of loss, disease, time caregiving, or time since |0ss)
« Allow for private one-to-one messaging to facilitate amore personal connection, not monitored by an external

entity
« Includes opportunity for storytelling based on personal user content or experience 3.00
«  Providesan opportunity to share solutions 3.00

Could have (consider ation)

.  Differentiate between whether people want to feel heard or want to hear solutions 2.88
« Ability for users to designate whether they are looking to hear solutions or feedback or simply share

Function 2: exchange helpful infor mation and resources
Must have

«  Provide connections to trusted and curated local, national, and international resources 4.56
« Ability to host webinarsin order to share educational content
« Ability for newsfeed or wall that features newly published content
«  Provide document or resource repository related to user needs
« Ability to highlight and share local events via calendar, bulletin board, or other
«  Robust search function available to find targeted resources within the platform

High importance (feasible without)

«  Reducethe difficulty of asking for help by normalizing needing help 3.88
« Ability to add a button in various locations that asks “Having a hard time asking for help?’ and that opens
anew page that contains tips or guidelines on how to ask for help and what to expect when asking for help

«  Provide freguently asked questions list and answers 3.76
« Siteprovidesalist, or ability to create alist, of the most popular or frequently asked questions and answers
(eg, “How do | cope with stress?")

Should have (very important)

« Ability to identify most common needs 347

«  Ability to organize conversations around themes (or topics) and make it easy for someone with a specific
guestion, topic, or theme to locate information pertaining to it

« Ability to “like” (showing interest, support) posts, topics, or comments so that users can see which posts
are popular and most useful

« Ability to follow adiscussion thread, topic, etc. Once auser has “followed” something or someone, they
can receive a notification when there is new content posted

« Ability to bookmark posts (to save content) that users would like to revisit

« Ability to be supported by local or regional expert moderator (community manager) 3.38
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Network functions and prioritization ranking of associated design specifications Ranking?

« Includethe ability to publish videos related to the content of the network 3.06
«  Allow usersto record and post videos instantly (personal and other)

3prioritization ranking: (5) must have, (4) high priority (feasible without), (3) very important (should have), (2) consideration (could have), (1) desirable
(will not have at thistime).
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Table 3. Prioritization ranking of the form of the network: user interface, data and security, and other considerations (weighted average scores across
patients and families [n=5]; clinicians [n=4]; clinical support service providers [n=5]; and network advisors [n=2]).

Form of the network and its prioritization ranking Ranking®

User interface
Must have

«  Simpleor intuitive interface 5.00
«  Providesupport, guidance, and assistance with how to navigate and use platform (ideal: offer video tutorials)
o Passes Web Content Accessibility Guidelines (WCAG). Example: large font
« Ability to easily identify new content (since user’s last login)

o  ProvidesIT technical support (for members) 5.00

«  Easy accessto support user engagement 4.53
«  Smooth and simple login process
«  Optimized for mobile device
« Real-timeinformation and comments available and accessible (not prescreened by community moderator)

High importance (feasible without)

o Aecsthetically refined 4.00
« Pleasing to the eye, organized, and appropriate imagery
«  Symmetrical and aligned (Ilooks modern)

« Appropriate use of pop-ups and other interactive elements 4.00

« Doesnot alow advertising 3.76
«  Doesnot have advertisements on the platform itself
«  Doesnot send any unsolicited promotional emails related to the platform or other

Data and security

Must have

«  Secure platform or user privacy protected (Health Insurance Portability and Accountability Act [HIPAA] com-  5.00
pliant)

«  Public forum for information and resources, but opportunities for private discussion forums 5.00

Should have (very important)

» Dataare owned by the co-design team’s institution (not the vendor) 347
. Establish terms and conditions for how information or data will be accessed, stored, and used
« Nosdling of datato for-profit or not-for-profit entities (pharmaceuticals or other) for financial gains

. Dataaccessand analysis 3.00
»  Provides actionable metrics related to user activity and engagement (including | P address)
« Dataanalysis capabilities available within local database
«  Create an extract of selected data
« Ability to survey users

Other considerations
High importance (feasible without)

«  Health-focused support network 4.00
. Network software is targeted to health-focused communities, has features and functions relevant to health,
self-management, etc (eg, health needs assessment) and has experience working in peer-to-peer health care

«  Sustainability (retaining users) 4.00
«  Providesfacilitation and network growth support (through designated pump primers, marketing, etc)
«  Opportunity to offer member incentives (through badges, quality improvement initiatives: creating educa-
tional material, etc)
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Form of the network and its prioritization ranking

Ranking?

. Scalability

4.00

« Interactive and responsive; ability to customize and add measures and functionality over time

3prioritization ranking: (5) must have, (4) high priority (feasible without), (3) very important (should have), (2) consideration (could have), (1) desirable

(will not have at thistime).

The most highly prioritized specifications to support each
function (Table 2) included providing a supportive and
respectful space; providing connections to trusted and curated
local, national, and international resources; reducing the
difficulty of asking for help by normalizing needing help; and
providing curated resources to address the most common
concerns (eg, easy access to frequently asked questions and
answers).

The user interface (Table 3) must be ssimple and intuitive,
provide technical support for users, and be easy to access. It
was highly important for the user interface to be aesthetically
refined, include appropriate use of interactive elements, and not
allow external advertising. The platform must be secure and
protect user privacy. It must be available as a public forum for
information but also alow participants to communicate via
discussions not visible to others outside of the network. Other
highly important considerations included hosting by a vendor
with experience in providing health-focused networks and
providing features that support sustainability and scalability
(such as member incentives and the ability to customize or add
functionality over time).

Pilot Test Design Specifications

Following the vendor selection process, we worked with
CareHubs, an online health network vendor, to build the
ConnectShareCare network. The network included (1) asingle
support community for active and bereaved care partners; (2)
ashort list of curated resources based on needsidentified during
the design (planning ahead, practical issues, emaotional issues,
communication issues, and family resources); (3) acalendar of
onlineand in-person regional support programming; (4) astory
from an end user about their experience as a care partner; (5) a
roster with member profiles; (6) a help center; and (7)
community guidelines. Screenshotsareincluded in Multimedia
Appendix 3.

Theinitia feasibility of the network was demonstrated through
the active participation of founding members, beginning in April
2021, with expansion to include 12 new care partner members
in May 2021 and 15 new members in June 2021. During this
period, the network had an average of 135 posts per month. A
total of 16 members posted a message to the network, with an
average of 11 members posting per month.

Discussion

Principal Findings

A co-design process generated a useful and feasible regional,
facilitated, and web-based peer support network for care partners
of peoplewith seriousillnesses. The co-design process ensured
that all voices were heard, especially among people who

https://humanfactors.jmir.org/2024/1/€53194

typically may not work together. Design decisions were made
collectively and systemically, which allowed network functions
and specificationsto beidentified and prioritized. By doing so,
the co-design process ensured that the most critical decisions
wereresponsiveto regional needsand preferences. Theresulting
network connects active and bereaved care partners with peers
tofacilitate emotional support and exchange information related
to caregiving for people with seriousillness.

Comparison With Prior Work

Similar to other networks[15,33,51-62], ConnectShareCare has
a clear purpose, includes mechanisms to foster a strong sense
of community and support among regional care partners, and
provides value to a variety of groups. The network builds on
the resources, wisdom, and experiences of care partners. The
inclusion of a moderator helps ensure a safe environment that
is protected from misinformation, trolling, or cyberbullying.
The moderator sets the tone and etiquette with members,
modeling behavior and other preventative measures, aswell as
moderating posts, facilitating connections, and providing
feedback to adjust member behaviors [20,23].

Our design process had several strengths. First, our process
engaged people who would be end users of the network in
making critical design decisions[40]. In contrast to asking end
users about single decisions, our process allowed end users to
make decisions in the context of all other design requirements
and options. This led to a more systemic approach to
engagement that ensures that decisions are optimized to fit
together. Second, our process brought together people with
different expertise (in being a person with serious illness or a
care partner, in medicine, in health network design, and in
community management and moderation) that may typically
not work together to create services, and each had different
needs to maintain the value of the network. The process aso
engaged people with engineering design [44,45] and
user-centered design [43] expertise to ensure that the process
was rigorous enough to produce a network tailored to the needs
of end users. Third, our design was responsive to regional needs
by addressing gapsin available services and drawing upon local
assets. We intentionally worked with multiple health care and
support organizations in the region to broaden our network and
reach care partners most in need of support, regardless of where
formal health care services were received. Care partners are a
vulnerable population who often receive minimal structured
support from the health system, yet they have significant
knowledge to contribute on how to navigate health care systems,
health and socia resources, and losses at every stage (eg,
relationships, identity, and freedom). This knowledge is often
actionable by peers. Finally, our process may have supported
growth in network participation due to health care and regional
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support partners feeling heard and included in the design
process.

Limitations

This project has certain limitations that should be considered
by those wishing to adapt the methods and findings to different
contexts. First, the project was built around a recognition that
people who live in north-east rural areas can be particularly
isolated and lack access to sources of support. It is unclear
whether the network will meet the needs of people in other
regions of the country. Second, similar to local demographic
characteristics, our design team had limited racial or ethnic
diversity. We do not know how greater racial, ethnic, or
sociodemographic diversity would enhance or create barriers
to its success. Third, the network is built around an
asynchronous model. This can be very important because it
respects the different schedul es that people are on; however, it
limits the opportunities for people to hear and see each other in
real time. It is unknown whether a network that combines
synchronous and asynchronous components would be useful in
our context. Finally, whilethe design process requires extensive
back and forth among participants and may not be feasible in
other situations, it also represents a strength in creating a
network that more closely reflects community needs. In our
situation, the decision to create a new network was a result of
the recognition that other solutions are not likely to fulfill the
needs of our end users.
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Conclusions

Care partners of people with serious illness often lack support
and are likely to experience significant challenges and unmet
needs. We followed a structured co-design process to
collaboratively identify and prioritize the functions and
specifications of aregional web-based facilitated peer support
network to help care partners cope with the surprisesthat arrive
during serious illness and bereavement. The network was
designed to provide emotional support and exchangeinformation
related to serious illness caregiving. The coproduction of
accessible peer-led information, resources, and support may
extend the scope of services offered by a heath system to
support lay care partners—becoming part of a sustainable,
person-centered value-creation system [63,64]. Opportunities
exist to evaluate the feasibility of actively engaging community
members and moderators in the network [65,66] and will be
reported on in a publication under development. Moreover,
there is a need to understand effective mechanisms to recruit
and retain participants and provide a safe environment to people
who are in vulnerable situations; to monitor the network life
cycle through metrics related to activity and growth [20,22];
and to consider the creation of network subgroups to support
care partners of people with particular illnesses (eg, cancer,
dementia, and Parkinson disease) or people from specific
minority populations. Finaly, there is an opportunity to
understand the impact of a regional support network on care
partner quality of life, self-confidence, loneliness, and isolation
[67,68]; and on health system reputation, use, and visibility.
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