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The Challenge

Identifying a method of consenting that is cost efficient and

effective for the vast majority of UCLA Health’s patient

population to give them the opportunity to let UCLA Health

know whether or not to use their leftover remnant samples

for research and deidentified clinical data has been an

important initiative. Our challenge was to expand that

process and outreach of the UCLA Universal Consent for

Biological Samples (UCON).

The Opportunity

When attempting to reach the UCLA adult patient

population to complete a one-time consent process such as

the Universal Consent, diverse modalities needed to be

identified and innovative approaches needed to be

developed to reach patients of different background health

care utilization frequencies. To do this, we engaged

methods such as using our EHR patient portal (MyChart), in

clinic iPads, and piggy backing on schedule appointment

text reminders in order to give patients the opportunity to

complete this requested one-time process as conveniently

as possible.
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A global consent for remnant biological samples was

conceptualized in 2013 but its vision initially was that it

could only be presented to patients on paper. In 2014,

discussions began into developing the innovative approach

and design for a video consent that would capture all the

consent key elements and meet NIH standards. In 2015 the

first version was released at pilot clinic locations of a video

consent hosted on an iPad APP where patients could

authenticate their identify before selecting whether they

wanted to share their remnant samples or not. In 2017 a

more optimized version of the APP and video was released,

adding the option for patients to opt into agreeing to give an

extra blood tube for research collected as a piggy back to a

clinical venipuncture. At that time, it was also approved as

the institutional consent requested of all patients to

complete. Soon after, an EHR patient portal (MyChart)

version of the Universal Consent was created where

patients could complete it from home by logging in their

portal. Even with that strategy, we needed a solution to

send the link to the APP so that it could be made available

immediately at patients’ fingertips. In 2020, we developed

an external APP available to patients on their phones. The

link was sent directly to patients as part of the routine

schedule text reminders.

Background

Workflow Design of the iPad and External App for the Consent

Conclusion

In conclusion, a multi mode approach to assure we are reaching UCLA

Health’s patient population is the only method that can pave the way to

adherence of the process. Additionally, careful planning and engagement

from stakeholders and with leadership allowed us to have leverage of

existing infrastructure and standard of care workflows, both in clinic and

EHR-based, that proved to be a cost effective implementation of the

institution-wide initiative.

Although the work we have put in to develop methods to optimize patient

engagement around the Universal Consent for Biological Samples, further

work is on the way to replace the iPad workflow in clinics with a QR code

workflow. Additionally, we have identified barriers and a further need to

educate the community around the purpose of Universal Consent and how

it relates to the future of precision medicine, specifically barriers observed

in our underserved low socioeconomic population. We also have next

steps to roll out the consenting process in our pediatric population, coming

in 2022.

Patients’ Feedback

Lessons Learned

• Language should be available in English, Spanish, Mandarin, Farsi,

Korean, Arabic, and Closed Captioning for hearing impaired in order to

cover the UCLA Health patient population and minimize confusion and

the need for in clinic patient navigator support.

• The importance for clinic directors, managers, and administrators to be

informed and involved in the roll outs of these consent strategies to

ensure staff is educated around each process so they can help support

patient inquiries.

• Assistance from volunteers and work study to assist high volume clinic

sites will help ensure all patients are getting the support they need with

iPad navigation of the consent and will help decrease the burden on front

desk staff.

• Community Advisory Board feedback and contribution to development of

the consent and approaches to consenting patients has proven most

valuable in assuring the consent content is well understood and well

received by our broader patient population.

• We have identified barriers in further need to educate the community

around the purpose of Universal Consent and how it relates to the future

of precision medicine.

Comparison of Usefulness, Ease to Use and Trustworthiness between  
Two Pilot Phases Video Consent. (N=164) 

 
Phase 1 (N=117) 

Median (IQR) 
Phase 2 (N=47) 

Median (IQR) 
p 

Usefulness 4 (3,5) 5 (4,5) 0.005 

Ease 5 (4,5) 5 (5,5) <0.001 

Trustworthiness 4.5 (4,5) 5 (4,5) 0.2 

 5-point Likert scale 1-not at all; 2-not really; 3-somewhat; 4-mostly, 

5- very 

Reasons for opting-in. N=101 completed (% in parenthesis)  

Opted-in Reasons Not at all A little Moderate 
Important 

Very 
Important 

Hoping the research will help me in the 
future 

6 (5.9) 10 (9.9) 27 (26.7) 58 (57.4) 

Hoping the research will help family, 
friends, or others in the future 

0 (0) 4 (4) 13 (12.9) 84 (83.1) 

Hoping to advance science 0 (0) 2 (1.9) 9 (8.9) 90 (89.1) 

Hoping to contribute to the cure of 
disease* 

0 (0) 2 (2) 4 (4) 94 (94) 

*One patient didn’t answer the question 

Reasons for opting-out. N=20 completed (% in parenthesis) 

* One patient didn’t answer the question 
 **Two patients didn’t answer the question 

Opted-out Reasons Not at 
all 

 A little Moderate 
Important 

Very 
Important 

Do not want my tissue used for 
anyone else* 

6 (31.6) 2 (10.5) 6 (31.6) 5 (26.3) 

Concern about privacy 0 (0) 0 (0) 2 (10) 18 (90) 

Concern that a product may be 
made from my tissue and I will not 
benefit* 

5 (26.3) 4 (21.1) 2 (10.5) 8 (42.1) 

Did not understand what I was asked 
to consent to** 

8 (44.4) 4 (22.2) 4 (22.2) 2 (11.1) 

After the development of the electronic version of the Universal Consent,

the ECRI team approached patients at random in various clinics or hospital

waiting areas to show them the process, get a sense for how they felt about

it, and why they would opt in or out. These were the initial results. This was

important to show patients’ reactions and understanding of the consent.

iPad in clinic workflow

Consent 

Status

Pre-Op/ 

Admissions

(29,693)

Labs (clinical 

lab 200 and 

100 and all 

Burls)

(19,331)

Ambulatory

/other

(23,204)

EHR Patient 

Portal/ 

MyChart

(30,438)

Schedule 

Text 

Reminders -

External App

(9,775)

Remnant and 

Extra tube
12,571 10,156 9,293 23,624 7,720

Remnant Only 8,157 5,040 6,101 8,535 2,563

Decline 8,965 9,175 7,810 6,814 2,055

Contact for 

future Research
12,385 8,153 10,012 3,500 6,904

Do Not 

Contact/

skipped

17,308 11,178 13,192 3,688* 3,335

*Due to a recent update to the MyChart consent workflow we have a pending report to get full data 
reported, therefore at this time the future contact question patient selections are not fully 
representative of all completions to date of the question.  

Programs Descriptions

Community 

Advisory Board 

(CAB)

Our study team assembled the board consisting of eleven

respected leaders that were highly involved with

organizations in the LA region that understood our diverse

communities and represented their perspectives. The

CAB’s primary focus was to ensure the video was easy to

understand, and explained the purpose of the consent.

The board additionally focused on three key areas:

inclusion of diverse patients’ education, outreach, and

research; integration of research and clinical operations;

and potential return of genetic results.

Internal 

Advisory Board 

(IAB)

The IAB included our institutional research leaders from

the DGSOM, IPH, CTSI, UCLA Health and additional

faculty with expertise in bioethics, patient engagement,

biobanking, and IRB. The members of the IAB provided

significant feedback to ensure the video content was

informative, met NIH standards, addressed both genetic

testing and the potential for collaborations with external

companies and federal partners, was culturally sensitive,

and represented the diversity of LA.

Embedded 

Clinical 

Research and 

Innovation 

(ECRI)

The team works closely with UCLA’s IRB, security and

compliance, and CareConnect to help implement and

operationalize large projects. Furthermore, the unit is

specialized in high volume, multi-site clinical impact

projects seeking to innovate health care within UCLA and

beyond. They work closely with Research CareConnect

and other vendors to improve and pioneer recruitment

methods used in large-scale initiatives at UCLA while

having little to no impact on standard operating

procedures. ECRI was the key player in operationalizing

the consent process across UCLA.

Institute For 

Precision 

Health (IPH)

IPH launched their ATLAS Community Health Initiative

(ATLAS) to engage a diverse sample of patients across

UCLA Health in precision health research. The goal was

to create a powerful and robust clinical and genomic data

resource for cutting-edge translational research. This

would require innovative and scalable solutions to sustain

the program’s rapid growth. The IPH partnered with this

study team to further develop and pilot their electronic

universal video consent (UCON) for biological samples to

power the ATLAS precision health biobank.

Method Type Descriptions

iPad process 

(in clinic)

At the time of their appointment check in, patients are

handed an iPad by front desk clinical staff and are

instructed to enter their medical record number, initials

and year of birth in order to confirm their identity and then

watch the consent video and select their consent choice.

Patient Portal 

(MyChart)

In batches, patients are sent a message to their MyChart

to complete the Universal Consent. They log in with their

username and password and can complete the consent

process.

Text Based 

(Schedule 

Reminders)

Patients receive a link with their texted schedule

reminder messages. They need to enter their cell

number, initials and year of birth to begin this version of

the consent.

If interested in learning more about UCLA’s Universal Consent 

and ECRI Unit, please contact:

apetruse@mednet.ucla.edu

Universal Consent Video

You can watch the Universal Consent Video by scanning the QR code.

https://www.youtube.com/watch?v=LqT-frY0nB0

The video production was developed in collaboration with:

WorldWise Productions

The image above represents the home page of the external App

developed for Universal Consent where patients complete the process

on their own smart phone or device.

The APP production was developed in collaboration with:

Daedalus Software Inc.
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