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Overall Project Motivation Phase 2: Large National Survey

e During COVID-19, access to spiritual care was severely limited Methods: Methods:

e Beyond COVID, millions continue to seek support online for e National Survey of USA Stakeholders (n=1010): e Co-design workshops (n-24 chaplains)

spiritual and existential concerns during serious illness o Spiritual care providers (437), lay users (573) e Purpose: Design novel interfaces that can effectively
e Need to explore alternative models of spiritual care delivery e Distributed by spiritual care orgs (e.g., APC, SCA) and online mediate spiritual care via commuity
e This 3-phase project examined acceptability, feasibility, and communities (e.g., CaringBridge, Reddit, Facebook) ¢ Interface Prototyping with CaringBridge.org
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design of Online Spiritual Care Communities (OSCCs).

e Excessive support from
chaplains to invest resources
implementing OSCCs

Methods: e Significant preferences for

e Interviews with professional spiritual care providers (n=22) building new communities

e User testing sessions to elicit feedback on “state-of-the-art” rather than rely on existing ones ..
online support communities on Reddit.com e OSCCs will require institutional .| === E2 50 BN B &

¢ Ideation on what needs to change to enable
meaningful spiritual care in future OSCCs

e Simulated user interaction: Writing

Chaplain ratings of
support for OSCCs
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Phase 1: Interviews & User Testing

Surrounded with support at every step of the
health journey

ur terms.
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Hybrid OSCC Configuration:

o

affiliation for feasibility & trust “Extremely oppose” < “Extremely support” Begin with “Micro-Group” (Synch, Private, Identified)

Preferred Moderation by Professional Chaplains: Transition to “Congregation” (Asynch, Public, Anonymous)
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e Increased agency for e Trustworthiness e — | Cogﬁ%ﬁ?‘tf S o o
patient-initiated care e Onlinerisks, e.g., scams —. . || -~ |andalhliations. | Pigital Presence & Relational Togetherness:

e Care Loop Model: OSSCs should e Distracting/busy UI/UX Y e | (e s
be implemented as a e Need user trainings W () (rmewee —_— | narrative comic | presence through ritualized transition from
supplemental form of care to o Need referrals to formal care | [veerton proriey of a fictional asynchronous feed into a synchronous space with others.

extend clinical care pathways N J——

Grounded in “Light a candle” provides nonverbal solidarity and shared

User (85), Prov (96) kUser (168), Prov (107) L User (110), Prov (71)

e user persona) @ Grief & Loss Support Grief & Loss Support Grief & Loss Support
® ® 2.8k members « 156 online 5 people present 5 people present
Elisa Garcia.
Platform-Based
Referring online users to standard care Community Care M
} OSt Grief & Loss Support
“Encourage to seek Support,” e.g., pI'OVide direct Informal care in online ‘ ° Spmtuil care provider-moderated
links, referrals, or resources to connect users with communities. Currently unclear . P Oplllalf _— [pi e
healthcare professionals, hotlines, etc. financial accountability & not [ Syn (133, 35.8%) ]_  Sranot il ioene:
subject to traditional medical U (74), P(59)
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AsynCh ronous Finding peace during difficult times

I've been struggling with anxiety lately and

constraints, training, regulation. - -

Requires careful future work. Asyn (239, 64.2%) Asyn (105, 58%) Asyn (151, 54.7%)
U (135), P(104) U(55), P(50) U(96), P(55)

Institutionally-Based
Formal Care

. ; : : = ' - 2 : - Amy Bond \
Syn (76, 42%) Syn (1 25, 45_3%) Syn (117, 64.6%) 1 hd ® community support. All faiths welcome.
U(30), P(46) U(72), P(52) u(64), P(53) | O Il lg °

Traditional care (in-person or

virtual). Subject to medical
liability, HIPAA constraints,
insurance, financial structures,
regulatory training.

wanted to share what's been helping me. Daily

Recommending patients for
supplementary online community support

Join in a moment of presence
prayer and meditation have become my anchor.

Light a candle for Grief & Loss Support

® ® Sometimes just sitting in silence for 10 minutes
l' l ll a r tO makes all the difference. What practices help you Join in a moment of presence Your light joins others from Grief & Loss Support
‘t . ) find calm? B Light a candle for Grief & Loss Support in this sacred space. Take a moment for

E.g., clinicians provide information on trusted online
communities and integrating these options into care plans.

reflection, prayer, or simply to be present with
Join others from Grief & Loss Support in creating a o Py P l
g this commun ity.
beacon of hope and prayer. Your presence brings I g

light to this shared sacred space. 2 5present Q) Prayers shared
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