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[Part I] Describe prerequisites and qualities 
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Learning Objectives



Pulse Check: Who’s here on Zoom?!

Complete this brief google form: https://bit.ly/SCA-intro 
(Responses will be anonymously displayed to the group.)

We invite your continual participation during the workshop!

● Ask questions for the organizers or discuss ideas in the chat feature
○ Time-permitting, we’ll answer them at the end of each section.

https://bit.ly/SCA-intro
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CaringBridge & University of Minnesota 
Research Collaboration since 2015



1997



Evolution of Tech Platforms & Health Policy

  1876     1960s      1971    1990s     1996      1997     1998     2000     2001     2003      2004     2005     2006     2010      2011     2015      2017     2022

First telephone call: 
Bell/AT&T services 
began in 1880’s

First ever 
email

More widespread EHRs: 
billing & scheduling

HIPAA: Privacy regulation + 
accountability of insurance 

(AOL)                       
(Hotmail)                       
(Yahoo Mail) 
CaringBridge

EHRs: only gov’t 
& big hospitals

Office of the National 
Coordinator for Health 
Information Technology: 
ensure that Americans 
have EHRs within 10 years

Nursing Code of Ethics: 
provisions on social media

Federal law: EHRs must 
be downloadable

WebMD

(Cancer 
Survivors 
Network)

Wikipedia

(MySpace) 
LinkedIn

Facebook 
Gmail

Reddit          
YouTube 
LotsaHelpingHands

Twitter TikTok 

SnapChat 
Twitch  
(GooglePlus)

Instagram 
MealTrain



Journaling:

● CaringBridge
● CarePages

Coordinating support:

● GoFundMe
● Lotsahelpinghands
● MealTrain

Personal:

● Facebook
● Instagram
● TikTok

Professional:

● Twitter
● LinkedIn

Patient-Specific Platforms:

● PatientsLikeMe
● Cancer Survivors 

Network

Niche Communities on 
Larger Platforms:

● Reddit (e.g., 
r/breastcancer)

Ecosystems of Tech

Patient-Centric General Social Media
Known Identity [Pseudo] AnonymousKnown Identity



App Store



Sharing Health Updates 
with Community



Receiving 
Supportive 

Communication



Expressions of Appreciation

C. Estelle Smith, et al. “I Cannot Do All of this Alone”: Exploring Instrumental and Prayer Support in Online Health Communities. (TOCHI 2020)

Survey (Likert Ratings)
   Patients/Caregivers    Friends/Family��



Spirituality 
is the aspect of humanity that refers to the way 
individuals seek and express meaning and 
purpose, and the way they experience their 
connectedness to the moment, to self, to others, 
to nature, and to the significant or sacred.

(Puchalski, 2009)

Interprofessional group from the 
National Consensus Project



Participatory Design Workshops 
CaringBridge Stakeholder Groups

CaringBridge Users 
(n=11) 

Spiritual & Religious 
Leaders (n=6)

Healthcare
Workers (n=7)

CaringBridge
Employees (n=10)

34 total participants
C. Estelle Smith, et al. What is ``Spiritual Support'' and How Should It Impact the Design of Online Communities? (CSCW 2021)



1. Structured 
Conversation 



2. IDEO Group Brainstorm



3. Rapid Prototyping

Sketching
e.g. “Care mApp”

Physical
e.g. 

“Therapy Dog 
Smart Collar” 



           Spiritual support is a dimension of social support that underlies and can be 
expressed through all forms of social support.

Informational

Instrumental Emotional

Network Esteem

Prayer



The “Sacred” or 
“Significant” 

(Transcends specific beliefs)

A “Provider” 
(e.g. community member, 

healthcare worker,
spiritual leader)

A “Receiver” 
(e.g. Patient, 

caregiver, 
family member)

Spiritual support      
forms a triadic 
relationship.



Three Prerequisites for Spiritual Support

1. Adaptability & openness to support 

2. Discernment & articulation of spiritual needs

3. Safe space for support exchange



Six Qualities of Spiritual Support
Technology Presence Meaning Location Relationship Temporality

The degree to which 
a human invention 
(e.g., pen & paper, 
the Internet, 
smartphones) must 
be involved for 
support exchange.

A quality of positive, 
intentional, and 
attuned presence 
between a person 
with themself, 
others, and/or the 
significant/sacred.

The ability and 
capacity to make 
meaning out of pain, 
suffering, and other 
challenging 
circumstances of life 
& death.

Where support is 
being exchanged, 
whether in-person 
(geographic 
co-location, or 
remotely (at a 
distance).

The nature of the 
social relationship 
between supporter 
and recipient, and 
which values or 
elements of identity 
are shared (vs. not).

When the 
support 
exchanged is 
intended to 
occur (e.g., now, 
near or distant 
future).

Is technology 
required in order for 
the supportive 
interaction to exist?

Is it required that 
technology be 
absent?

How can supporters 
cultivate a sense of 
genuine, connected 
presence with 
support recipient?

What might 
contribute to a sense 
of emptiness or lack 
of presence? (e.g., 
“empty” thoughts & prayers)

What barriers are 
making it hard for the 
support recipient to 
make sense of the 
situation?

What techniques, 
tools, and innate 
qualities help 
supporter/recipient 
to express spiritually 
healing narratives?

It is possible or 
necessary for 
supporter/recipient 
to be in the same 
location?

Is there a specific 
location 
(geographical or 
online) where the 
support needs to take 
place?

How well do these 
people know each 
other? (e.g., spouses, 
acquaintances, strangers)

What expectations, 
history, and 
responsibilities exist 
between them, if 
any?

Is support 
needed urgently, 
or very soon?

Is support 
intended to occur 
at an 
unpredictable or 
predetermined 
future moment?



● [L.O.] Describe prerequisites and qualities of 
online spiritual support

Q&A / Discussion [5 min.]



Part II: Best Practices

[L.O.] Discuss best practices for using
online spaces for spiritual support

● Recap ethical provisions
● Small group discussions of case studies 

(Be prepared for Zoom breakouts)



Provisions of the Nursing Code of Ethics (2015)

https://www.nursingworld.org/practice-policy/nursing-excellence/ethics/code-of-ethics-for-nurses/coe-view-only/



Nursing Ethics [3.1]: 
Protection of the Rights of Privacy & Confidentiality
Privacy:

the right to control access to, and disclosure or nondisclosure of, 
information pertaining to oneself and to control the circumstances, 
timing, and extent to which information may be disclosed.

Confidentiality:

nondisclosure of personal information that has been 
communicated within the nurse-patient relationship.

https://www.nursingworld.org/practice-policy/nursing-excellence/ethics/code-of-ethics-for-nurses/coe-view-only/



“Because of rapidly evolving communication technology and the porous 
nature of social media, nurses must maintain vigilance regarding postings, 
images, recordings, or commentary that intentionally or unintentionally 
breaches their obligation to maintain and protect patients’ rights to privacy 
and confidentiality. The patient’s well-being could be jeopardized, and the 
fundamental trust between patient and nurse could be damaged by 
unauthorized access to data or by the inappropriate or unwanted 
disclosure of identifiable information.”

https://www.nursingworld.org/practice-policy/nursing-excellence/ethics/code-of-ethics-for-nurses/coe-view-only/

Nursing Ethics [3.1]: 
Protection of the Rights of Privacy & Confidentiality



Evaluating Technology: Privacy Considerations for Vulnerable Populations:

● Personal decision to disclose on social media

● Proxy disclosure - someone shares 
information about themselves that exposes 
your personal situation
(a) 23 and me
(b) Social media disclosure - [divorce, birth, 

illness]

● Organizational decisions to 
“disclose”/provide/sell data externally for 
profit

● Does the app/ or platform provide 
clear harm reporting and clear privacy 
and security features?

● Data Transparency: data mining 
private conversations without 
disclosure

Crisis Text Hotline

Talk Space

https://www.politico.com/news/2022/01/31/crisis-text-line-ends-data-sharing-00004001
https://www.salon.com/2020/08/10/therapy-app-talkspace-allegedly-data-mined-patients-conversations-with-therapists/


   Small Group Activity
● Zoom breakout rooms (4-5 participants)

○ 15 minutes
○ Same groups for next activity!

● Designate Note Taker role
○ Please take plentiful notes! 
○ We will share a summary with 

attendees later.

● Follow the slides to explore your case 
study:

○ Zoom rooms 1-6: Case A
○ Zoom rooms 7-13: Case B
○ Zoom rooms 14+: Case C

● Open this deck in your personal 
browser now: 
https://bit.ly/SCA-group

https://bit.ly/SCA-group


 Full Group Discussion

~10 minutes

For each case:
● We invite 1 or 2 people to verbally 

share one key takeaway
● Keep it SHORT please (1 min.)
● “Raise hand” in Zoom, or simply 

unmute and share

All participants: Please simultaneously 
discuss your ideas in the chat!

● Case A: (3 min)
● Case B: (3 min)
● Case C (3 min)



5-Minute Zoom Break

PAUSE

http://www.youtube.com/watch?v=_W0bSen8Qjg


Part III: Future Tech

[L.O.] Brainstorm future tech opportunities 
for spiritual care in COVID-19

● Present prior ideations
● Return to small groups for 

problem-solving & ideation



Ideation Results
224 individual ideas, 6 themes

SOUND 
& TEXT

PRACTICAL
RESOURCES

COMMUNITY
& HUMAN 
DIGNITY

62% 22% 17%

VR / AR ARTIFICIAL
INTELLIGENCE PHYSIOLOGY

12% 10%  7%

 



Design Ideas 
for CaringBridge



Allow users to select 
and represent their 
core beliefs.

Idea #1: GodBox



Provide mechanisms 
that encourage 
thought about future 
events when support 
will be necessary.

Idea #2:  3Touches



Idea #3:  AI-Assisted Communication

(Current CaringBridge Prompt)

For example:
● Editable text suggestions
● Nudges: what to say or not to say
● Suggestions for scripture or 

inspirational sayings



Idea #3:  AI-Assisted Communication

● Customized training resources 
embedded in the interface

○ Disease-specific
○ Spiritually-tailored langage
○ Etc.



Idea #4: Care mApp

Visualize support 
networks and what 
they have to offer.



Visualization by 
Avleen Kaur, 2020

Avleen Kaur, C. Estelle Smith, and Loren Terveen. "Sway Together, Stay Together: Visualizing Spiritual Support Networks 
Through the SoulGarden Prototype." CSCW 2021. https://dl.acm.org/doi/pdf/10.1145/3462204.3481774

https://docs.google.com/file/d/1DSn-a0rvJd9233OckpOF9qDJ8RKdLeGZ/preview
https://dl.acm.org/doi/pdf/10.1145/3462204.3481774


During the COVID-19 pandemic:

● How might we improve our 
technologies and practices to 
better support human dignity & 
communities as the pandemic 
continues?

Small Group Ideation



● 10 minutes

● You will be returned to the same 
Zoom breakout room as before

● In the same deck as before, 
please navigate to slide #18, titled 
“Small Group Ideation”
○ Here’s the link again: 

https://bit.ly/SCA-group

Small Group Ideation

https://bit.ly/SCA-group


Full Group Discussion  (~10 min.)

● Share your ideas!
● Keep it SHORT please (1 min.)
● “Raise hand” in Zoom, or simply 

unmute and share

All participants, please feel free 
to talk about your group’s ideas in 
the chat, too!



Thank you for your
time & participation!

Please share your feedback and ideas 
for future research: 
https://bit.ly/SCA-feedback

Or email c.estelle.smith@colorado.edu 
with questions, feedback.

https://bit.ly/SCA-feedback
mailto:c.estelle.smith@colorado.edu

