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Overview 
 

To understand the needs of visitors and improve the OPTN 

website, we conducted five focus groups and workshops in 

January and February 2020. 

 

64 participants from three regions and two committees 

joined. The activities included perspectives from patients and 

professionals. Professionals in various roles and levels (from 

coordinators to directors) participated from transplant 

hospitals and organ procurement organizations (OPOs).  

 

We focused our questions and discussions on improving the OPTN 

website. However, most participants don’t see any separation 

between the OPTN website and software or other digital products, 

such as UNet or the Data Services portal.  

 

When asked about the OPTN website, participants frequently replied 

with answers about the UNetSM Data Services portal or veered into 

discussions about DonorNet®. Similarly, they make little distinction 

between the OPTN website and the UNOS website. As one OPO 

director from Region 5 put it, “To me, it’s where’s the policy. There’s 

no difference between UNOS and OPTN for me.” 
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Methodology 
We used a variety of methods to discover user needs and identify pain 

points. These methods included: 

• Guided discussions and worksheets 

• Customer journey mapping 

• Card sorts 

 

 

 

 

Guided discussions and worksheets 

We asked participants questions about: 

• Typical day and tasks 

• Information sources and preferences 

• Preparing for and understanding policy changes 

• Desired resources and tools for professionals 

• Desired resources and tools for patients 

 

View all discussion and worksheet questions. 

 

 

 

 

 

 

 

Empathy mapping 

Participants discussed their jobs, working environment, daily tasks and 

goals. This enabled us to create empathy maps which visualize the 

challenges and goals different types of users have. Empathy maps note 

areas of opportunity to improve their experience on the site by 

navigational or organizational improvements. See complete empathy 

maps. 

 

 

  

OBJECTIVE 

 

To understand the needs 

of people visiting the 

OPTN website, we 

designed questions to 

generate discussion and 

reveal user experience of 

site navigation and 

overall usability.  

 

Participants answered 

questions during the 

focus group sessions and 

by completing 

worksheets in either 

digital or paper format. 

 

  

EMPATHY MAPPING 
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Card sorts 

The purpose of the open card sort activity is to gather feedback on a 

website’s information architecture and navigation. We created index 

cards for key resources and pages on the OPTN website (one card per 

resource). We split participants into teams and asked each team to: 

● Organize content topics into groups that make sense to them 

● Name each group they create 

● Choose category names that make sense to them and 

accurately describe the content  

 

 

  

ARTIFACT 

 

See resulting card sort diagrams 

 

 

 

 

CARD SORTING 

 

Card sorting reveals a 

user’s mental model, or 

how she structures her 

domain knowledge.  

 

When a website’s 

architecture mirrors the 

user mental model, 

navigation will be more 

intuitive. 
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Key themes 
Key takeaways from our focus groups included: 

• Professionals cannot remember the OPTN website address and 

rely on Google or bookmarks to find it.  

• It’s difficult to find policies, bylaws and the evaluation plan on 

the website. 

• Professionals want quick summaries and digests. Their jobs are 

complex and they report difficulty zeroing in on the information 

they need to do their jobs.  

• Professionals need standardized toolkits with prescriptive, easy-

to-follow information about policy changes. Toolkits should 

include cheat sheets, templates and other resources. 

• Email is a key communications channel for professionals and a 

primary means of sharing information with their teams. 

Directors and program administrators typically reshape email 

content and provide in digest form to their teams. 

• Professionals say their patients have low health literacy. They 

want a “one-stop shop” of patient education. 
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Understanding the customer 
We focused our study on professionals in transplantation and organ 

donation. We gathered some feedback from patients through the 

Patient Affairs Committee, but the majority of our findings focused on 

professionals. They provided insights into their needs for patients. 

 

Transplant professionals 

Transplant professionals say there is no “typical day.” Half of their time 

is spent with patients. On average, coordinators see 50 pre- and post-

transplant patients per day. Some see about 50 patients per month at 

satellite clinics.  

 

The other half of their time is spent doing at a desk, doing case work, 

administration and other work. They respond to 400-500 

emails per day and often carry three or more devices 

(including pagers), with many chargers and batteries.  

 

Transplant staff respond to organ offers, 24/7. For some 

organ programs, a single coordinator manages organ offers. 

For larger programs, multiple coordinators manage organ 

offers. Many feel that they are “being woken up 

unnecessarily” by unwanted offers. They are interested in 

reducing offers and want to participate in the Offer Filters 

pilot. 

 

Coordinators want to see the outcome for a donor that they’ve been 

following in UNet. What happened to the donor now that the case is 

over? They like to communicate this information to staff.  

 

Transplant directors, quality administrators and coordinators are 

interested in how to: 

• increase transplants 

• improve process 

• look up policy on the OPTN website 

• educate centers on how to use reports 

• use data reports such as the OUT 

 

TRANSPLANT PROFESSIONALS 

 

Top goal:  

Better outcomes for patients  

 

Interact with many systems 

Seek out information  

Many interested in public comment 

Hear lots of misinformation 
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They interact with many systems, including their hospital’s EMR system, 

UNet, Tableau and Hanna. 

 

They seek out information through a variety of sources including email, 

list serves. They disseminate information to staff through their intranet, 

staff meetings, etc. 

 

Many are interested in public comment. They review proposals at 

quality meetings, hold internal discussions, and inform different organ 

programs at their transplant center. They strive to come to a consensus 

about a proposal. They also want to know what happened to a public 

comment proposals. 

 

Transplant professionals hear lots of misinformation about how the 

transplant system works. Their patients are confused about where to 

find information and often feel lost in the system. They want someone 

who is reachable.  

 

Their patients often have low health literacy. They want to educate 

patients more about the whole transplant process, simply and quickly. 

In particular, patients need to understand the transplant surgery and 

understand PHS risk. Patients also need more information about OPOs. 

They also need to learn about government oversight and be able to 

compare transplant programs.  

 

It’s important for patients to keep hope. Conversations between 

donors/donor families and recipients are impactful.  

 

Ultimately, transplant professionals say their top goal is better 

outcomes for patients. They also want to provide more options for 

patients with long wait times or who have been denied (e.g., National 

Kidney Registry, kidney paired donation). 

 

 

  

PERSONAS 

 

Developed from user 

research, a persona is a 

fictional figure created 

by realistic details 

gained from research 

that enables designers 

and developers to have 

a shared reference 

point to guide design 

decisions.  
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OPO professionals 

Like transplant professionals, OPO staff want to increase transplants. 

Their goals are to procure more organs, coordinate transportation and 

comply with policy. 

 

There is also no “typical day” for OPO staff. OPO professionals are 

always on the go and carry several devices with them. They need to be 

ready for any situation. For example, one OPO coordinator said he 

typically carries “a laptop, two phones, paper charts, a case box, and a 

case bag filled with educational material. You never know 

when you will be discussing something with a doctor, a nurse 

or someone else.” Many OPO coordinators say their vehicle is 

their office.  

 

It’s critical for OPO coordinators to easily find and understand 

policy. Their jobs rely up on it. They also depend upon reports 

such as the OUT tool in the Data Services portal and SRTR’s 

benchmark reports to compare centers. OPO staff need 

guidance on ‘how to prepare my team’ related to policy 

changes.  

 

Mainly, OPOs use DonorNet to run matches. Sometimes they enter 

donor information, but often they use APIs to import donor data. They 

use a wide variety of systems to manage donors, including hospital EMR 

systems like EPIC and homegrown applications.  

 

OPO coordinators experience frequent access issues at hospitals so 

everything must be mobile. Everything on the OPTN website must be 

accessible. TIME! We have very little of it so we have to be ready to go.  

 

OPOs want consistent messaging about new policies.  

• “I feel like we hear about a policy. Then it falls off the radar.” 

• “I often feel surprised about policy implementation.” 

• “It’s like I hear about it’s coming. Then it goes silent, or I forget. 

And then suddenly, it’s implemented.” 

 

ORGAN PROCUREMENT PROFESSIONALS 

 

Top goal:  

Increase transplants 

 

Have to understand policy 

Rely on data reports 

Use several devices and systems 

Their office is their car 
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Discussion and findings 

Staying informed:  
How do you stay current on donation and 
transplantation news or policy updates? 

 

Email 

• UNOS emails (cited as top resource by nearly all) 

• AST emails (in participation with NATCO) 

• Emails from transplant societies 

 

List serves 

• Transplant administrators’ list serve 

• AST CoP listserve 

• Other list serves 

 

Websites 

• OPTN website (policy notices, updates, public comment, bylaws 

and evaluation plan) 

• Epic User Website. I think some of the EMRs have user websites 

where you can see what people are doing and you can actually 

see templates and stuff. 

• SRTR 

• The Alliance 

• ASTS 

• AOPO 

• Aopoplus.org 

• CMS 

• NATCO 

“ 
I often feel surprised about policy implementation. 
  

SECTION CONTENTS 

 

Staying informed 

Sharing information 

Social media 

OPTN website 

Policy 

Policy notices 

Toolkits 
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• SRTR 

• ITNS 

 

Meetings & conferences 

• Regional and committee meetings 

• Staff meetings 

• Conferences (ATC, International Pediatric Transplant 

Association, AOPO) 

 

UNet 

• System notices section of the Secure Enterprise 

• Data Services 

• DonorNet 

 

Other sources 

• Through education within our organization. Email from 

superiors concerning changes within the transplant community 

(e.g., UNOS allocation, policy changes, etc.) 

• PubMed, literature searches on a specific topic 

• Learning management systems 

• eCFR.gov, internal EMR systems  

 

Staying informed: Emails 

All focus group participants said that emails are a key communications 

method for receiving job-related information. Most said they prefer 

weekly emails or as needed for timely issues. Participants said emails 

should contain:  

• “Subject line should be descriptive so I know what I'm opening.” 

•  “Brief, to-the-point info with option to drill down on topics of 

interest” 

• “Ideally a summation of issues” 

• “Email bullets” 

•  “Email with bullet pointed content and maybe attachment or 

links embedded to access sites for further in depth info” 

 

KEY FINDING 

 

Email is how to 

communicate with 

them and how 

they communicate 

with peers  
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Staying informed:  
What do you access online most frequently? 

Participants said they most frequently access: 

• Policy implementation (x13)  

• System notices (x10) 

• Trends in transplantation (x9) 

• Effective practices (x6) 

• Research / insights (x6) 

• How to use data (x4) 

• Evaluation plans / preparing for evaluations (x4) 

• Other: utilization rates; education courses 

 

Staying informed: preferred format 

All participants said they prefer digest format instead of long-form. The 

majority of participants also said they prefer bulleted content.  

 

Sharing information 

Most respondents share information with peers by email. Other 

methods include staff meetings; national and regional meetings; 

conference calls; phone calls; webinars and social media (LinkedIn and 

Facebook). 

 

Social media: What platforms do you use for work? 

Participants said they use LinkedIn most. A few respondents said they 

use Facebook and Twitter. No respondents use Instagram. And some 

use no social media for work purposes at all. 

 

  

KEY FINDING 

 

Digest format 

and bullet points 
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OPTN website 

Participants rely on the OPTN website for: 

• Policy information 

• Data 

 

Simplify the web address 

One of the biggest obstacles for users is the web address 

(https://optn.hrsa.transplant.gov). This address was a chief compliant in 

every focus group. None of the participants could recall the web 

address. Instead, users rely on bookmarks and Google searches. Fixing 

the web address to something more memorable will help users find the 

site more easily. Some suggestions included “optn.gov” or similar. 

 

What’s the most recent thing you did or looked up on the OPTN 

website? 

• New liver allocation policies 

• Recently keeping up with the liver and kidney allocation 

changes 

• Looked up the national volumes by year and center for living 

kidney donor transplants 

• OPO transportation policy for surgical teams 

• Liver allocation 

• Policy 

• medical criteria for simultaneous liver-kidney transplantation 

• required information for making lung offers 

• Transplant trend and data graphics 

• policy changes, proposed policy discussion/comments 

• 2019 donor information 

• Policy Updates/Implementation/Public Comment 

 

How do you find what you need on the OPTN website? 

• Type term in search field (x10) 

• Link from email (x7) 

• Bookmarks (x4) 

• Search 

• Toolbars 

• Manually navigating 

KEY FINDING 

 

Simplify the 

website address 
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• I know how to get to what I need via the various sections 

 

Members said it’s difficult to find these resources on the OPTN 

website: 

• Bylaws 

• Evaluation plan  

• Policies 

 

What words or phrases do you often search for?  

• Liver transplant 

• Policies pertaining to preservation and allocation 

• policy, transplant, allocation 

• policy, allocation, requirements 

• OPTN policies 

• search terms usually have to do with allocation of hard-to-place 

organs or unique donor characteristics we run into and I want to 

know utilization/allocation success. Sometimes it's infectious 

disease or uncommon medical diagnosis related 

• fiscal, reimbursement, transplant on CMS, policy specific 

• OPO, organ donation, transplant 

• transplant regulations; transplant patient education; transplant 

living donor education; transplant administrator; transplant 

coordinator 
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Search is ineffective 

Participants were highly frustrated with the search function on the 

OPTN website, which frequently yields poor results:  

• Lack of usefulness. “The search function doesn't seem to be 

tied into what's currently on the website.” 

• Lack of relevancy. Users want to find specific types of content 

easily. “I search for a term and get everything but I want 

research and policy docs.” “I can’t find policy easily in search.” 

• Lack of recency. “It’s difficult to understand how recent content 

is in search results.” 

 

Policy 

Pre-implementation 

One OPO director said she wants pre-implementation policy 

information. It should help her understand: 

• What does this mean to the OPO world?  

• How do I prepare? 

• Needs to include a timeline for planning 

• I need to understand what’s old and what’s new 

 

OPTN Policies document 

Policies must be in a location that’s easy to find. The policies document 

is also an important tool for discussion between transplant centers and 

OPOs. One OPO coordinator based in California said, “I need to access 

allocation protocols very fast in the OR. For example, expedited 

placement, high CPRA, directed donation. We use policy in discussions 

with transplant centers in the OR because that’s where a battle might 

happen.”  

 

Findability 

Policies are difficult to find. Multiple participants, including OPO 

directors, didn’t know where to find the policies on the OPTN website. 

Most participants said they “google OPTN policies” instead of navigating 

to it. One transplant coordinator searches for OPTN policies on Google 

“as many as three times a day.” When looking for policies, participants 

said they: 

 

KEY FINDING 

 

Search must be 

relevant 
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1. Primarily, start with a Google search 

2. Some bookmark the link 

3. A few use navigation 

4. As a last option, use site search 

 

Further, participant said it’s not intuitive to policies within the 

Governance section. 

 

Understanding changes  

Users want to understand exactly what changes have been made within 

the policies document: 

 

• What’s new. Understanding what’s new or changed in policy is 

important to both directors and coordinators. Members asked 

for highlights, underlines, and strikethroughs to indicate 

content changes. Others say they struggle with policy changes. 

“At the end of each policy, it tells you when the most recent 

part of it was updated. The last change that happened may only 

affect policy number 12 but the whole policy document date 

changes. It's just really hard to figure out, did I miss 

something?” 

 

• What’s past. Members in Region 3 explained the need to see 

what policies were in place at a specific point in time. For 

example, one member wanted to understand consent policies 

for living donation at a specific point in time but couldn’t 

because the policies document is replaced frequently. To 

overcome this, one member said she started downloading and 

saving copies of the policy document by date “out of self-

defense because there was no other way for me to go back and 

get that information.” 

 

• What’s gone. Also valuable is understanding what policies are 

no longer in place. 

 

Navigating the policies document 

Most users say they use the Find function to search on a particular 

keyword within the policies document. One member said, “If you're 
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trying to find something in policies, it's a freaking nightmare. It's 

overwhelming.”  

 

Policy notices 

Notifications  

• Alerts. Members want to be alerted when new policies are put 

in place. “I need an alert for new policies; I’m an instant 

gratification kind of guy.” One OPO director said, “I never know 

exactly when policies are going to roll out.” Other directors said 

they want push notifications for system notices, too. “How is 

that I can get a notification about Ashton Kusher but not a liver 

policy update?” 

• Readability. Nearly all members asked for policy change 

information in bullet format. “I need bullet points that tell me 

this is what I got to do now and when I have to do it.” 

• Summaries. Members said executive summaries help them feel 

less “overwhelmed.” They serve as a “Cliff Notes version of 

what’s new with this policy.”  One director held up her fingers 

to gesture a tablet in landscape mode and said, “I want it to fit 

in my screen.”  

• Repetition. “I need repetitive reminders of things that are 

upcoming.” (Region 4) 

• Subject lines matter. “Policy changes should be at beginning of 

subject line. I delete most e-newsletters. I connect to every 

hospital in the region all I so is open up email and start 

deleting.”  

 

Toolkits 

Members want prescriptive guidance on policy changes, and asked for 

cheat sheets, checklists, templates and other tools. 

• Transplant coordinators want to eliminate guessing. “Just give 

me the nitty gritty of what is required for each policy change.” 

“People want prescriptive information. Just tell me what I have 

to have.”  

• The recent heart allocation toolkit is an example of a really good 

toolkit. It included cheat sheets.  
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• Guidance documents need to be closely related to policy. 

Members want links from policy documents to guidance. 

 

We asked participants what tools, information and other resources they 

expect in a toolkit when preparing for a major policy change. They 

answered: 

• “Bulleted and up to date "how to" for administration and clinical 

guidance” 

• “Bundled/like information; Tips and tools that can be 

downloaded” 

• “forms, checklists, job descriptions, workflow, best practices” 

• “an easy to use toolkit” 

• “Survey readiness, data analysis, new policy implementation” 

• “Quick access to policies, information about OPTN specific 

metrics like KDPI, login access to DonorNet, etc.” 

 

Communicating policy changes to teams 

Many members reshape policy content before distributing to their 

teams. One transplant director at Cleveland Clinic said: “I take it and 

forward it, but before I forward it, I break it down into very simple 

bullets and this is what you need to do because of it or this is how it's 

going to change things for us because of it. And I send that. They never 

read the attachment. They only read what I said.” 

 

Policy design notes 

Visuals help explain policy process 

• Multiple members asked for a visual or timeline to help 

understand where a policy proposal is in the process. 

 

Simplify the Policies page  

Simplify the design of the Policies page (which contains the link to the 

OPTN policies document). 

• Users asked for less content on the Policies page. One director 

pulled up the Policies page on her phone and said, referring to 

the intro text, “I don’t read all the crap at top.” 

• Lower on the page, under the notice about the liver policy 

update, there is a bulleted list noting which policy numbers 

KEY FINDINGS 

 

Use bullet points and 

how-to’s 

 

Bundle together like 

information 

 

Want to download tips 

and tools 

 

t 
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were updated. She wants those to be links that take you right to 

that policy within the PDF document. 

 

Patient education 

Trusted source of patient information 

Both transplant and OPO coordinators say they need “one-stop 

shopping for patient education” and trust and expect UNOS to provide 

that information. One coordinator who has served for many years both 

on the transplant side and the OPO side said, “The OPTN website needs 

one area where you link to these resources and provide consistent 

messages for the general public who need the basics.” 

 

“As a transplant professional, I want my patients to make informed 

decisions and be their own advocates. You can't teach them everything 

in a two hour class.” 

 

Transplant and OPO professionals both say that patients often have low 

health literacy and want resources to help them learn. “We need clinical 

and general knowledge for recipients and donor families. Recipients 

don’t understand the process. They don’t even know how they got their 

organ transplant.” (Region 5 coordinator who has worked on both the 

transplant and OPO sides.) 

 

Topics 

When asked what areas of patient education are needed most, 

transplant coordinators said they want:  

• The whole transplant process – simply and quickly 

• Transplant surgery 

• Understanding the wait list 

• Accepting PHS increased risk organs  

• Donor profiles, such as DCD versus brain dead, explained in 

plain language 

• Different serologies 

• HLA and tissue typing 

• Multiple listing  

• Pediatric transplant 

• Government oversight 

• How to compare transplant programs 

“ 
… I want my 

patients to 

make informed 

decisions and be 

their own 

advocates. 
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• OPO role in transplant and donation 

 

What sites do you trust most? Where do you refer patients? 

Coordinators trust and refer patients to: 

• Their own websites 

• Donate Life America 

• Donation Alliance 

• registerme.org  

• SRTR 

 

Coordinators typically don’t look to the OPTN website for patient 

education but would go if more was offered there. 

 

Patient tools 

Professionals want more tools that patients can use to better 

understand their status and manage their health. A former transplant 

professional and current OPTN board member shared: “We want 

patients to be diligent about doing what they need to do in terms of 

their own wait list management. They need to be able to see what's on 

there and what the coordinators are being told that is important, so 

that if they don't happen to have a coordinator that's telling us, they 

can proactively do those things themselves. But they can't, because 

they can't see that information.” 

 

Fact sheets 

Transplant coordinators said they want handouts and fact sheets that 

keep up with policy changes:  

 

• “If there were a section where there's quick handouts to give to 

patients. Like if we had like a one stop shopping place for 

printouts on increased risk organs, or KDPI organs, so we're not 

perusing the internet looking so much for them on the internet 

when we have the patient right there in the room.”  

 

• “We have center-specific education binders for pre-transplant. I 

think the challenge is larger health systems. As you get those 

education materials through your marketing team, by the time 

it gets approved, there's a new rule and it's difficult to stay up 
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to date. I think quick fact sheets are also really helpful because 

if something changes that data can be quickly updated and then 

we can download it. And I think if you could download them in 

PDF and then send them out for printing, it might be easier than 

purchasing the materials through the pre-printed ones. 

 

• “I work in lung transplant and I've been involved in a project 

over the last two years with the cystic fibrosis foundation, all 

tailored towards improving patient's perceptions of transplant 

and getting more patients that cystic fibrosis to lung transplant, 

and I can tell you from a lung transplant perspective that the 

education out there is abysmal. Our entire hospital just 

revamped our education book ... I'm actually working on it right 

now. We went from a 30 page education book to a 100 page 

education book. I would love to see that information be housed 

on the UNOS website. To see uniform education for everybody.” 

 

Video 

Video is effective for patient education. “I think a lot of our patients go 

to YouTube and the info they're finding may not be a validated set of 

information. So for those that are kind of in today's day and age used to 

watching videos, it would be nice to have something that we're putting 

out there and saying this is appropriate content to watch and it's 

accurate.” 

 

Video can be particularly helpful when patients are in-patient. Closed 

networks, such as the Get Well Network, provide patient education to 

patients during both pre- and post- care. Coordinators can also assign 

YouTube videos during in-patient. They said they need content they can 

trust. 

 

Video is sometimes preferred over print. Short YouTube videos are 

often “better than trying to […] give patients a bunch of pamphlets.” 

 

Patients need point-in-time information to prevent overwhelm. Having 

content that patients can access in their own time, at the appropriate 

phase of the transplant journey supports learning. “When patients are 

evaluated, a lot of the information we give them up front, and they may 

not be ready for it yet. If they had a way to access a video or something 
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in their own time, that would be really helpful. It would be nice if we 

could even send some type of link to a patient. So it's like a one stop. Go 

to this link and then you can access different videos or information or 

guidance for patients.” 

 

Policy changes for patients 

For patients, it’s important to provide plain language summaries of 

policy changes. “From an educator perspective or from an OPO 

perspective, I would really like to see something that gave like a general, 

this is how you allocate organs or these are the same bullet points.” 

 

Format 

Consider consolidating brochures and/or design for binders or folders. “I 

think some of the ones that you guys have in the UNOS store are nice. If 

they could be consolidated to one sheet as ... like a PDF as education as 

opposed to larger pamphlets. I think sometimes it's difficult to give 

patients a pile of pamphlets because they're getting so much and it's a 

lot going through the transplant process that if there was something 

that we can incorporate into binders or folders, it would be nice.” 

 

Posters should be ruled out. There are too many hospital rules and 

regulations about what can be hung on the walls. 

 

Connecting patients with donor families 

Many patients express a need to connect and thank their donor 

families. One transplant coordinator shared: “A lot of recipients kind of 

adopt my family because they've never been able to meet their donor 

family. They say ‘thank you just isn’t big enough.’ ” Coordinators need 

resources to help patients navigate connecting with a donor family, 

which is emotionally complex. 

 

“We have a guidance that we give to recipients a few weeks after 

surgery in terms of how to write their first letter to the donor family, 

but I think it'd be really powerful to have a donor family and a recipient 

kind of telling their story of how they did it. Because I just think that's 

how our society relates to things these days. But to be able to see you 

talking or recipient talking, giving folks tools of how to write that first 

letter, which I know can be really hard from what they tell me.” 
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Stories of Hope 

Other coordinators stressed the importance of patient stories. One 

member of the transplant coordinators committee shared: “I do think 

it's helpful for patients to hear from other patients. When my daughter 

was sick this summer, hearing from other parents that had their child go 

through a similar thing was calming to me because I didn't know what 

to anticipate next. [… It] kind of put myself and my family at ease. I 

know it's hard to do that, but maybe having stories on UNOS that kind 

of captured different ... what it was like waiting for a heart? What was it 

like initiating dialysis and waiting for a living donor to be worked up? 

What was it like to go through the living donor process? And if there 

were patients willing to share those stories that UNOS felt comfortable 

... again, I don't know who feels comfortable putting those stories out, 

but I think they're great.” 

 

 

Professional education 

Where do you go for professional education? 

• Online library 

• UNOS policies, AOPO, OPTN 

• Unos.org 

• UNOS Connect 

• AOPO plus, The Alliance 

• UNet 

• Internal hospital site 

• UNOS Connect, AOPOPlus and internal LMS 

• AOPOPlus, optn.transplant.hrsa.gov, NATCO1 

• Variety of places, UNOS, Donor Alliance, AST 

• OPTN 

• CMS 

• The Alliance 

• ITNS 

• NATCO 
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Training new staff 

New coordinators benefit from different content as they learn their new 

roles: 

 

• “One of the things we're starting to educate [new transplant 

coordinators] about is what happens on the OPO side or the 

donor side. They can kind of envision that they're trying to 

communicate to the surgeons.” A member of the TCC said 

providing this in video or podcast format would be helpful. 

 

• Provide resources that help new coordinators “interact better 

with their patients and their families.” (Region 3) 

 

• TIEDI forms. New coordinators benefit from a greater 

understanding of which forms they must complete and when. 

 

Format and length 

• Length. 30 minutes or less is optimal for webinars. “For me, 

carving out 30 minutes is easier, and also I can stay focused on 

it more. Otherwise, about halfway through, I start doing email, 

I'm guilty. If there is an email blast of something new, maybe 

condense it just a little bit. That would be helpful.” (Region 3) 

 

• On demand. Participants said they want to be able to watch 

webinars when it best suits their schedules, so on demand is 

important (as opposed to a particularly scheduled time).  

 

• Assign to staff. Quality administrators and program directors 

said they need the ability to assign modules to staff in the 

learning management system. 

 

Topics 

Some of education topics of interest to transplant and OPO 

professionals include: 

• Waitlist criteria. “I would have something that would be easy 

clicks for the coordinator to know the criteria for listing, the 

criteria for exceptions, any of that sort of stuff.” (Region 3) 
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• Understanding priority and workflow when allocating from 

multi-organ matches. Coordinators want clear education and 

guidance on the sequence of allocation when working multiple 

matches. 

 

In Region 3, one OPO coordinator explained, “We had a case 

where there was a liver, and there was a KP, and there was a 

kidney-liver, but there's only two kidneys to go around. How do 

we know how to do that? We had a transplant center get on the 

phone and just ream out the coordinator and explained to them 

that they had done the wrong thing in offering the liver off the 

liver list. We had to calm that situation down, deescalate, and 

try to understand different people's perspectives, and try to 

understand the allocation change.” 

 

 “When you are running matches for multiple organs from a 

single donor, OPO coordinators say it becomes confusing 

quickly. “All of those patients are on all the same lists. So how 

do you essentially you start with the liver list, but then you 

place a kidney? Now you've got to try and place your pancreas 

and your intestine. So you move on to the multi-liver list. The 

intestine list and those patients have livers and kidneys that 

they're allocating as well sometimes. So it just gets very 

complicated on who has priority, especially with kidneys 

because all of these lists have kidney patients on them and they 

may be the first person on the list. They may be patient number 

1,999 and you can just never tell.”  

 

“The policy is so convoluted that it's very difficult to inform 

ourselves. What's the right thing to do when you only have two 

kidneys to go around and you place four?” 

 

“We need general education about allocation specifically.” 

 

• Understanding priority for pediatric and multi-organ 

transplants. New coordinators would benefit from 

understanding how policy prioritizes these patients above 

others. An OPTN board member noted: “I came to transplant as 

a recipient, so learning [about allocation] as a professional, I 

KEY FINDINGS 

 

Use visuals and 

timelines to explain 

complex topics 
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was flabbergasted when I had a patient who was number one 

for a kidney and they turn it down. No, they didn't get 

transplant because it went to two multi-organs. So I didn't 

understand how all that worked. How can a kidney patient miss 

out on the transplant? And they were number one on the list 

for the nation. For new coordinators that are taking calls, that's 

an important piece of their education.”  

 

• Visual roadmap. “Having some sort of guideline or roadmap 

that shows the flow of how it's supposed to look, would be 

helpful for a newer person … like how to jump from list to list, 

who gets priority … Is it the kidney patient or is it the multi-list, 

liver, intestine patients?” 

 

Data 

OPTN data reports 

OPO coordinators, OPO directors and transplant quality administrators 

said they use the OPTN website’s data reports at least weekly or more 

frequently. They use the data to: 

• prepare for meetings with transplant centers 

• create presentations 

• discuss with colleagues 

 

Specific data points they look for include: 

• Number of organs recovered, by OPO 

• Number of organs transplanted, by OPO 

• Number of HCV positive organs 

• Break down by peds and adults 

• Include indicator of organ count (one donor, multiple organs) 

• Other comparison data  

 

It’s difficult for users to drill down on data on the OPTN website. For 

example, one transplant director compares transplants in Region 3 

against Region 10 and wants to see volume for heart transplants by age 

group (adult and pediatric).  
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One OPO director said that he uses the RUM report at least four times 

per week. He would like the report to include more co-morbidities, such 

as:  

• HCV 

• BMI 

• ejection fraction 

• diabetes 

• break out blocks of time of co-morbidities (see DDR) 

• Link to data we already enter 

 

Data services portal 

Focus group participants said they want more awareness of new tools 

within the Data Services portal, such as the Organ Offer Probability 

Report for kidney. “Sometimes we’re not always aware that an 

enhanced tool is available that [replaces] our older, more archaic tools.” 

 

Using the Organ Offer Probability Report 

One member said that she relies heavily on the Organ Offer Probability 

Report to highlight patients who are in range for organ offers and who 

may need follow up to see if transportation or social support has 

changed. This avoids having to cancel transplant surgeries for unknown 

changes in the patient's health status or social status. Finance teams 

also use the report to make sure they're re-clearing patients’ insurance, 

especially when they're closer to being in range for organ offers. 

 

 

Managing donors 

DonorNet  

 

• Dashboard. “We go into DonorNet to see what’s going on with 

the case,” an OPO director in Region 5 said. “It should be like 

NFL scores. You should be able to see what’s been accepted.” 

 

• Same view. OPO and transplant coordinators can’t see that 

same thing in DonorNet and it leads to confusion and disputes. 

“Wouldn't it be great if your [OPO] administrator on call or and 

the transplant coordinator could pull up the same page?” Some 

KEY FINDINGS 

 

Highlight tools in UNet 

that help users save 

time 
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participants suggested an app on your phone that coordinators 

could pull up at the same time. Not having the same view 

makes “it really hard to communicate appropriately in a timely 

fashion.” 

 

• Integrate visual tools into the match. A transplant director from 

Region 3 said a visual view of the match in DonorNet would help 

coordinators understand allocation – especially acuity circles--

better. “I would see a flow chart… Maybe you hover over the 

map [which] shows the radius or something like that. That 

changes with the policy or whether it’s the acuity circle around 

the donor hospital versus the conversation. So that we’re all 

looking at the same thing.” One transplant director described 

wanting the ability to click on a given potential transplant 

recipient on the match and seeing an allocation map which 

shows where that patient is in relation to acuity circles. “I'm 

back to the allocation. And so that you could see it. I'm just so 

visual. So the OPO can say this is why we're doing it. Look at 

this, look at number four that explains it. And then you touch it 

and then you see the map. Everybody's looking at the same 

thing. So then that coordinator can go back to the surgeon and 

say, ‘Hey, I talked to him. We are wrong. Look at this.’ “ 

 

• Ability to look up policies in DonorNet. Members asked for the 

ability to easily look up policies from within DonorNet. They 

want definitions and clarity on terms. 

 

• Mock lists are helpful. The ability to run mock lists helps 

coordinators learn and understand. One transplant director 

explained how they use this feature for heart patients. “It has 

been helpful in guiding some decision making about people that 

are truly going into cardiogenic shock about what we may to do 

to bridge them, to transplant. It certainly doesn't tell you that 

you're getting an organ tomorrow, but it shows you with that 

particular patient in that snapshot moment where he sits in the 

bigger list.” 

 

• Some OPOs use DonorNet only for the match. OPO coordinators 

at CASD uses One Legacy’s software, Digital Donor. It’s a web-

based app in beta. It shows all of the donors a coordinator is 

“ 
I would see a 

flow chart …. 

 

I’m just so 

visual. 
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managing across hospitals, organized by status (each status has 

a different color background). Coordinators there use DonorNet 

mainly to work the list. They transfer everything from Digital 

Donor into DonorNet via API.  

 

Resources & tools  

What do you expect to find inside toolkits? 

• Resources that are effective 

• Share/learn what’s working at other centers 

• Templates from other centers to adapt and use 

• Work instructions 

• Job descriptions 

• Cheat sheets 

 

The recent adult heart allocation is an example of a good toolkit to 

model after. It provides cheat sheets and “a quick look at what each 

new classification meant. And that was something that was very, very 

valuable to give to other coordinators or even the doc.” 

 

Toolkits need to be updated regularly. One transplant director said: 

“Tool kits don't seem to be updated. You'll see things that were there, 

then they disappear. You'll see things that have not been updated even 

though the policy has changed or been updated, so the way they are 

now is not exceptionally helpful.” 

 

 

 

Communication preferences 

Preferred content 

We asked members of the Transplant Coordinators Committee what 

kinds of content they want. How can we best communicate trends in 

transplantation or policy? 

 

• MPSC. Stories that highlight how the MPSC is partnering with 

transplant centers will be helpful. Members what to hear stories 

about cases that went to the MPSC: “Things that might have 

gone wrong to be able to kind of see what your weaknesses are 

KEY FINDINGS 

 

For toolkits: 

•   Use bullet points 

•   Remind readers:     

     here’s the bottom line 

•   Must be easy to find 

•   Update regularly 

INTERNAL USE ONLY



 28 

or what happened at that center, what process kind of failed or. 

We want to learn from other centers, whether it's big mistakes 

or little things, even if it's generalized… it helps see policy in 

practice and [better understand] vulnerabilities and 

opportunities. 

 

• I think like for most of us coordinators, we just have time for the 

quick and dirty. If this was something that was going to be 

provided, like obviously patient population as stories and be 

more impactful to them and something that they're going to 

remember. But for the working bees, it's probably just best to 

have a list. (TCC) 

 

• I'll just say that I don't like stories. I prefer bullet points. I need it 

quick. (TCC) 

 

 

Podcast 

Focus group participants asked if new media was in development, 

including podcasts. People were divided: some think a UNOS podcast 

could provide needed information during a busy commute while others 

weren’t as receptive: 

 

“I commute, so having that to just listen to in the car so that by the time 

you get to work, you're already kinda caught up on what's new. I think 

that's an excellent resource with policy updates and things like that.” 

“For me, that would be helpful and that's a great way for me to receive 

it.” 

 

“On the OPO side, we're on call 24/7, and if I'm driving in my car… that's 

like five minutes free of text, which I really appreciate. I would not put 

anything in that commute.” Another OPO coordinator agreed. “Right, 

and I only live like 15 minutes from the hospital, and it's like can I at 

least just go home without a call? If I can drive to work without a call, 

I'm thrilled. I don't even turn on my radio.” 

 

Members who are interested in a podcast said it should include: 

• understanding what all policies differences  
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• a synopsis of policies that are currently up for public comment 

with impact, sentiment from regions 

• how it's going to impact and public comments open till when 

what the regions 

• policy  

• cases coming down the line 

• changes being made 

 

 

Video 

How can video support members? 

Members at the Transplant Coordinators Committee said: 

 

• “Newer coordinators need to understand how living donor 

procurements or different surgeries are actually done. The 

better you can understand it, I think the easier it is to explain it 

to patients. I'm not sure if every program has their coordinators 

observe surgeries, but having a visualization of a standard liver 

transplant, even animated, would be helpful.  

 

• “A lot of transplant centers are utilizing different mechanisms 

for pumping different organs. Like we are just in the IRB trial for 

DC heart box. I know there's different manufacturers. I couldn't 

even fathom what the real equipment looked like. How big is it? 

How does it fit me or what do we do with it. So video was really 

helpful for that kind of thing.” 

 

• “Robotic surgery is another thing that's sort of on the cutting 

edge that we're doing at our institution. Until I saw a video of it, 

I really didn't have a good concept. So that's something that's 

going to probably be growing and is very interesting to watch.” 

 

• Videos like this educate both staff and patients and are likely to 

be shared by centers.  
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Other 

What do you wish we had asked you? 

•  How to update on evolving policies of UNOS 

• Ability to see/ easily manager who is associated with my center 

(membership directory?) and their roles, including primary 

surgeons, physicians and administrators. 

• What are additional filters you'd like to see on the RUM report? 

• What is realistic to expect that UNOS provide on their website 

• Is the website user friendly; Are there any discrepancies in 

information provided on the website; How often do you access 

UNOS Connect courses 
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Conclusion 

Actionable items from the focus groups include: 

 

1. Simplify the OPTN’s web address to “optn.gov”. 

2. Provide content in digest format; use bullet points. Make content 

easy and quick to scan. 

3. Make search functional, relevant and timely. Invest in a new tool to 

enhance search experience. 

4. Improve information architecture: 

a. Make policies easier to find. Add a “Policy” tab to the 

primary navigation. 

b. Rename “Governance” to “Committees” or similar.  

c. Enable easy jumps to UNet applications, including the Data 

Services portal. 

d. Make the evaluation plan and bylaws easier to find. 

e. Remove lower performing sections from the primary 

navigation. 

5. Support users with clear navigation that helps wayfinding. Offer 

paths for: 

a. Transplant professionals 

b. OPO professionals 

c. Patients 

6. Help users understand what’s new, old, and gone from policies. 

7. Give step-by-step guidance in policy toolkits with templates and 

cheat sheets. Structure toolkits in a standard, easy-to-follow format. 

8. Use plain language to explain policy. 

9. Expand patient information on the OPTN website to support busy 

transplant professionals. Leverage video for patient education. 

10. Explain complex topics with visuals and timelines. 

11. Highlight tools in UNet that help users save time. 
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Appendix 
 

Questions 

 

Discussion Questions 

What’s a typical day look like? 

• Can you describe how you spend a typical day or week?  

• Which activities do you spend the most time on?  

 

What are you looking to do when you come to the OPTN website? 

• What are your worst/top pain point(s)?  

• What do you wish the OPTN website could do? 

• What do you think the goal of the OPTN website is? 

 

How do you stay current on donation and transplantation news or policy 

updates? 

• What hot topics matter to you?  

• When or where are you likely to make time for digging into 

topics like this?  

• How do you prefer to get this information (website, video, 

audio, email)? 

• What’s the last hot topic you learned about?  

• Where or how did you find that information? 

 

Imagine designing a webpage for a transplant coordinator. What would 

you include? 

• What would it include?  

• What do you need at your fingertips? 

• What kinds of media would it have (video, audio, animation, 

illustration)? 

 

As a new coordinator, what resources helped you get up to speed 

quickly? 

• What else did you need? 

• What’s especially difficult for new coordinators to do or 

understand? 
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You need to prepare for a major policy change. What’s in your toolkit? 

• What sorts of tools, information, and other resources do you 

expect in a toolkit? 

• What would you expect to find in a resource called 'online 

toolkit'? 

 

How do you educate your patients? 

• What websites do you refer your patients to?  

• Which do you trust most? Which are easiest for finding 

information? 

• Do you ever look for patient material or resources on the OPTN 

website?  

 

What types of content do you want? 

• What stories you want to hear? 

• Or, do you prefer to just get the facts?  

• Are there stories that you like to share with your patients? 

 

How do you collaborate with your peers? 

• How do you share information with them? 

• How do you learn what other centers are doing? 

 

 

Worksheet Questions 

 

What websites do you rely on for your job? 

• With what frequency do you visit them? 

• What words or phrases do you often search for?  

 

How do you prefer to receive information for your job?  

• And how frequently?  

 

What kinds of information do you access online most frequently? 

• Effective practices 

• Research / insights  

• Policy implementation  

• System notices  

• Trends in transplantation  

• How to use data  
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• Evaluation plans / preparing for evaluations  

• Other 

 

Preferred format when reading: 

• long-form (articles longer than 700 words)  

• digest  

• other  

 

What’s the most recent thing you did or looked up on the OPTN website? 

 

How do you find what you need on the OPTN website? 

• Type term in search field 

• Bookmarks 

• Link from email  

• Other  

 

Where do you go (online) when you need educational resources? 

 

Social media 

• What social media platforms do you use for work? 

• What social media accounts do you follow?  

 

How do you share information with peers? 

 

What do you wish we had asked you? 
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Sessions and participants 

Focus groups 
Region 4, Dallas, Jan 29, 2020: 8 participants 

Region 5, San Diego, Feb 12, 2020: 19 participants (OPO: 9; TX:10) 

Patient Affairs Committee, Chicago, Feb 2020: 10 participants 

Transplant Coordinators Committee, (remote focus group), Feb 

26, 2020: 16 participants 

Region 3, Atlanta, Feb 27, 2020: 8 participants 

 

 

Participants (alphabetical by first name) 

• Berta Graham, Nazih Zuhdi Transplant 

• Chuck Zollinger, Director, Clinical Services, DonorConnect 

• Clint Hostetler, LifeShare 

• Dacia Selph, Nazih Zuhdi Transplant 

• Denise Johnson 

• Ginger Garcia, Manager Surgical Recovery, LifeShare 

• Isaac Hall, Interim Transplant Nephrology Medical Director, 

University of Utah 

• Jeffrey Trageser, Director of Clinical Services, LifeSharing 

• Liz Lehr, SVP/Executive Director, LifeLink of Tampa, Florida 

(worksheet) 

• Lynn Slater, exec director of [OPO ?] in Florida 

• Melissa Kelly, asst mgr of recovery services 

• Michelle Vanderberg, Nazih Zuhdi Transplant 

• Dr. Naveen Mittal, Pediatric Transplant, UT Health San Antonio 

• Nicole Johnson, Director, Quality, Compliance and Access 

Services, Baylor Scott and White Health (worksheet) 

• Patrick Balakian, LifeSharing, CASD/UCSD 

• Rachel Allen, Nazih Zuhdi Transplant 

• Renee Bennett, Transplant administrator, Cleveland Clinic 

• Sean Van Slyck, Executive Director, Sierra Donor Services 

• Valinda Jones, BOD member 

• Yvette Chapman, Director, Transplant Center Development, 

Southwest Transplant Alliance 

• Zach Dorsey, Memorial Transplant Institute, Hollywood, FL 
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OPTN Transplant Coordinators Committee attendees 

• Doug Bremers 

• Christine Brenner 

• Jill Campbell 

• Maria Casarella 

• Richard Cummings 

• Lindsay Fessler 

• Lisa Gallagher 

• Missy Holiday (on phone) 

• Barbara Jenkins 

• Sharon Klarman 

• JoAnn Morey 

• Sarah Nicholas 

• Natalie Santiago-Blackwell 

• Tara Storch 

• Shannon Tompkins (on phone) 

• Erika Venniro 

 

OPTN Patient Affairs Committee attendees 

• Darnell Waun, MSN, RN 

• Garrett Erdle, MBA 

• Christopher Yanakos 

• Marvin Lim, JD 

• James Sharrock, JD 

• Earl Lovell, BA 

• Molly McCarthy 

• Stephanie Little, MSW, LCSW 

• Diego Acero, RN, MSN 

• Elizabeth Rubinstein 

• Phillip (Phil) Williams, PhD, MBA 

• Anil Kotru, MD 

• Sarah Koohmaraie, BSN, RN 
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If you would consider participating in a future, remote usability test, 

please provide your name and email: (alphabetical by first name) 

• Angie Korsun, Exec Dir, Transplant/Artificial heart, 

Angelina.korsun@bannerhealth.com 

• Berta.graham@integrisok.com *expressed interest in tree 

testing 

• Chuck Zollinger, Director, Clinical Services, 

chuck.zollinger@donorconnect.life 

• Clint Hostetler, VP Clinical chostetler@lifeshareOK.org 

(MARKED: I HAVE ADDITIONAL THOUGHTS ON OPTN WEBSITE. 

PLEASE SEND ME AN EMAIL TO INITIATE CONVERSATION) 

• Ginger Garcia, Manager of Surgical Recovery, 

ggarcia@lifeshareok.org 

• Isaac Hall, Interim Transplant Nephrology Medical Director, 

Isaac.hall@hsc.utah.edu 

• Jeffrey Trageser, Director of Clinical Services, 

jtrageser@health.ucsd.edu 

• Naveen Mittal, Director Pedi Liver Tx., mittaln@uthscsa.edu 

• Nicole Johnson, Director, Quality, Compliance and Access 

Services, Nicole.johnson@bswhealth.org 

• Rachel.allen@integrisok.com ** expressed interest in tree 

testing 

• Renee Bennett, Sr Director Enterprise Transplantation, 

bennetr@ccf.org 

• Stephanie Little, MSW, LMSW, Transplant Coordinator/Social 

Worker, stephanie.little2@sanfordhealth.org 

• Valinda Jones, Consultant, valindajones72@yahoo.com 

• Yvette Chapman, Director, Transplant Center Development, 

ychapman@organ.org 
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Card sort diagrams  
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Empathy maps: Transplant coordinator 
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Empathy maps: OPO manager 
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