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CLIENT WORK 
CASE STORY

+



WORK PERFORMED

 + Ethnographic Observation
 + Mixed-Methods Research
 + Design Thinking
 + Custom Patient Engagement 

Protocols
 + Real World Qualitative 

Evidence
 + Solution Prototyping

LIFT was chosen to partner with the Childhood Arthritis and 
Rheumatology Research Alliance (CARRA) and the Duke Clinical 
Research Institute (DCRI) as part of a PCORl-funded research study 
to explore and prototype solutions for clinical trial recruitment 
and retention challenges using ethnography, design thinking, and 
traditional qualitative and quantitative research methodologies. 

Recruitment has long been the “Achilles heel” of randomized, 
controlled, clinical trials. Oftentimes, clinical trials fail to deliver 
useable results due to failures in recruiting enough participants and 
retaining the participants that are successfully enrolled in a study. 
The Limit-JIA clinical trial faces an additional hurdle, as the clinical 
trial seeks to recruit participants within 6 months of diagnosis for 
juvenile idiopathic arthritis (JIA), an incurable, chronic condition.

This research sought to understand the parent’s reality upon 
diagnosis of a child with JIA ‘at first joint’ and to identify the key 
barriers and facilitators to clinical trial participation and retention. 
Some of the challenges that LIFT faced in this research were 
navigating regulatory mandates on communication with parents 
and/or patients, as well as engaging with a population that may not 
be ready to participate in research.

Since 2018, LIFT has worked alongside research partners from 
DCRI, UC San Francisco, Boston Children’s Hospital, Seattle 
Children’s Hospital, and Nationwide Children’s Hospital (Columbus) 
to complete phase one of observation, as well as a pre- and 
post-phase one design workshops, and solution prototyping. 
Field testing and ethnographic insights gathering and analysis is 
ongoing and will help researchers better understand the emotional 
state and lived experience of parents and patients at the time of 
diagnosis as we seek to assess the acceptability and effectiveness of 
existing and new clinical trial recruitment and retention materials. 

STRATEGIC REASERCH PARTNERS
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  WORKSHOP FACILITATION

WORK SAMPLES

  RECRUITMENT PROTOTYPING

Design Workshops 
Prototype Design & Journey Mapping 
The primary goal of the initial design workshop was to establish the baseline journey for patients and 
families who face initial diagnosis and treatment of JIA. A team of internal and external stakeholders 
representing patients, pharma, and the academic medical comunity met in Chicago to begin the initial 
design of recruitment and retention tools that could be used by researchers at clinical trial sites.
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Working with study coordinators at care sites across the country, as well as parents of children with 
JIA, we developed and designed a suite of recruitment tools that included information and resources 
purpose-built to address understood points of resistance in clinical trial recruitment and retention.



  SITE RESOURCE DESIGN

 

 �What is Limited JIA?
 �What is the CARRA Registry?
 � How is Limited JIA treated? 
 �What is the Limit-JIA clinical trial?
 �What is Uveitis?
 �What is biosample collection and why is it necessary?

Limit-JIA

For more information visit 
WWW.LIMITJIA.COM

Things to Know
To better understand your child’s diagnosis and how research can play
a role in treatment, talk to your doctor, study coordinator, or visit the 
website to find answers to these questions: 

SCAN ME!

1261Months

abatacept + usual care

usual care

The Limit-JIA trial lasts a total of �2 months. 

During that time, your child will be given six 

months of weekly abatacept injections followed 

by six months of usual care. 

 

 

 

 

Treatment �lan

What is the Limit-JIA Trial?

LEARN MORE

 

A

Treatment for JIA has come a long way in the last �0 years, with many medications available now to slow or stop the disease. But, 

usual care of oligoarticular JIA still results in JIA getting worse for about half the children. A�er JIA gets worse by spreading to 

more joints or the eyes, children are given a medication like abatacept 6Orencia). �e want to learn if we can prevent JIA from 

getting worse by using abatacept 6Orencia) as soon as they are diagnosed with oligoarticular JIA. 

Frequently Asked Questions

Why are we doing Limit-JIA?

What is a clinical trial?

Are there costs or payments if my child participates in the study?

Why is abatacept (Orencia) being used in this trial?

What are the risks?

What other drugs can be used to treat JIA?

What happens if I decide to withdraw my child after the study begins?

What is biosample collection and why is it necessary?

What happens if my child needs to stop taking abatacept (Orencia?
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JIA can be very difficult to diagnose. No one test can 

confirm the diagnosis, so doctors need to use a few tests 

and a physical exam to rule out any other reasons for a 

child5s joint pain. So what does having JIA look like and 

how will it affect your child?

LEARN MORE

What is Limited JIA? 

Because limited JIA affects only a few joints, doctors o�en 

start treatment with injections of medicine into the 

swollen joints. These injections can be paired with other 

drugs to reduce swelling, such as ibuprofen 6Advil, Motrin) 

or naproxen 6Aleve). 

How is Limited JIA Treated?

LEARN MORE

About Limit-JIATreatment Testimonials Frequently Asked QuestionsHome Learn More

Limit-JIA Clinical Trial

Treating JIA to Slow its Spread

Video Testimonials & Resources

PARENT TESTIMONIAL FAMILY TESTIMONIAL CON�UERING NEEDLE ANXIETY

Trial Site Postcard (Above); Clinical Trial Website Prototype (Right)

Poster designed to promote clinical trial retention
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hi! i’m wilderness 

exploreR tj toucan. 

i’m on a mission and 

need your help! can 

you help me find the 

hidden animals 

in the jungle?

Suggested Use:
A clinical trial is a long journey for 

you and your child. We’ve included 
this poster and stickers to give you and 
your child something to look forward to. 

On this sheet, you will find 
Hidden Animal Stickers and 

Fruit Power-up Stickers

Hidden Animal Stickers:
Animal stickers are spaced out 

for the scheduled rheumatology 
appointments.  Please give your child 

with a Hidden Animal Sticker every time 
they go to the rheumatologist for the 

LimitJIA clinical trial.

Fruit Power-up Stickers:
Fruit power-up stickers are 

spaced out for the weekly study 
drug, abatacept. Please provide your 

child with a Fruit Power-Up sticker 
when you give your child the

 study drug, abatacept.
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Listen closely. 

Do you hear those 

sounds? The animals 

of the jungle are 

making noise and I’m 

going to find out who 

makes each sound. 

Follow me!

ribbit

ribbit

<< >>

squawk

squawk

<< >>

squeak

squeak

<< >>

grunt

grunt

<< >>

oo oo

ah ah

<< >>

snap

snap

<< >>

roar

roar

<< >>

  QUALITATIVE RESEARCH

To both undertand the lived experiences of families 
navigating a JIA diagnosis (child patients and their parent 
caregivers), LIFT is engaged in ongoing qualitative 
insights gathering as a “substudy” of the overarching 
LIMIT JIA project. 

While originally intended to be comprised of in-
home and on-site ethnographic field interviews, the 
realities of the COVID-19 pandemic have compelled 
the project team to transition to remote interviews. 
Nevertheless, this research is ongoing and stands to 
equip stakeholders with human-centered insights that 
may prove to be invaluable in improving clinical trail 
recruitment and retention. 
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FOR MORE INFORMATION CONTACT DAVID MCDONALD AT  

423.596.2635 OR DAVID@LIFTHEALTHCARE.COM 
WWW.LIFTHEALTHCARE.COM

THANK  
YOU

MARKETING. designed.

Our mission is your mission. 
 

To UNDERSTAND the community you serve 
through a lens of human centeredness.

To THINK about and maximize the impact 
your strategy can have on business goals as 
well as consumer competency, well- being, 

and community health.

To IMPACT positive financial, clinical, and 
strategic outcomes while educating and 

nurturing a more competent and loyal  
community of healthcare consumers.


