2008 UNOS Member Survey Results—Responses to Open-ended Questions
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Executive Summary

Three questions in the 2008 UNOS Member Survey gave respondents the opportunity to write in their own ideas and comments. You can read the questions below along with the responses exactly as we received them. To make it easier for you to scan the items that interest you, I grouped similar responses into sub categories. 

Open-Ended Questions

Evaluating UNOS Services

UNOS asked:

Do you have any suggestions or comments about the following UNOS services: help desk; membership services; DEQ reporting line; UNet; support from regional administrators; data requests; training and resources; support from site surveyors; support from review board coordinators.

This section categorizes answers into these groups:

· UNet

· DonorNet 

· Help desk comments

· Training 

· Data 

· Positive remarks/Individual kudos

· Lack of knowledge/awareness

· Membership services

· Misc. suggestions/criticisms

UNet

Unet: for allocation on donors, the only field that is completely inadequate in making organ offers is the medications section. It does not reflect changes in doses of pressors, peak dose and for how long, etc. It is not complete information to provide to surgeons when making decision as to whether to accept the offered organ

The people who enter information into UNET should check their spelling before submitting.

We desperately need the program applications to be web based so that current information can be carried forward and just updated. The man hours spent in completing these is incredible.

There is zero training to UNET available. Laws are not discussed, simply emailed. The emails require about 30 mins or so to read because they are extremely too long. They should only be sent to people that truly need the information.

UNet needs much more histocompatibility information, such as separating unacceptable antigens into strong and weak, addition of allele specific avoids, DP, DQA, etc as well as special patient comments. The additional alleles and special comments might be best handled initially with the addition of one comment field for each donor and each patient. Example: DONOR-Cw7 is questionable, DPB1*0401 is present, PATIENT-auto antibody positive, Avoid DPB!*0401. These additional data should be included in the Match Run so donors can be better utilized and crossmatch results will be more predictable.

Allow the return/enter button on the keyboard to initiate an action instead of having to hit the "search" button on the screen

Malignancy forms are horrible to complete. Of all the forms I have done working in liver and kidney transplant, the malignancy forms are the worst and the ones that everyone dreads. Some of the info we cannot get if pateint is diagnosed else where-such as type of tumor and what chemotherapy drugs they are being treated with-most know they are getting chem but not necessarily the drug used

I would like more searching and reporting options on Waitslit/Removal. It would be nice if I could run reports out of TIEDI as well. Also, online help is difficult to find and navigate

I find UNet very easy to use 99% of the time. On a rare occasion I want to look up a UNOS reference list, i.e. diagnosis code or death code and it is not easy to find. Although I now know where it is it still takes me a few tries and I think those lists and references could be placed in a more user-friendly place.

UNET- Data that is out of range for UNet is very important to making organ offers, we then have to type in a note that is often missed by transplant centers or omit the data. This makes no since- why can the data ranges for lab values and hemodynamic parameters not be broadened or eliminated. Not every donor falls in a normal range. This is an extremely frustrating portion of UNET that hampers the job of the transplant coordinator and transplant centers.

Regarding Monthly Donation Data - I would like to be able to click on the hospital name and have it open another page of eligible deaths and donors for that organization.

In Teidi, make the calculated PRA worksheet a shortcut button in the Histo recip/donor forms so the user doesn't have to open several different windows to navigate to it. 
Transplant coordinators should be able to access a recipient's chart (after transplant) using the donor ID - there is not a mechanism for this.

Ability to query basic data from UNET-- real time donor offers for programs-- the reports currently are inaccurate and only show what OPO have entered. Query wait times or be able to retrieve from file when patient removed form UNOS. UNET must be revised to allow a liver tx candidate to be listed to receive offers from DCD donors locally, regionally, and nationally instead of the current local vs. import. I lose countless hours of sleep needlessly for minor programming issues. Please fix this. The handheld view of DonorNet needs to be updated to make it so buttons can be seen on the Veriozon Q device. I have requested this more than once.

Unet can be cumbersome for those of us that aren't on it on a daily basis

UNET is a bit unfriendly

UNET could be a lot more user-friendly. For example, when asking minimum and maximum weights, ask for percentages. That way, as the pt's weight changes, we won't have to spend time calculating the minimums and maximums. Also, when asking for hemodynamics, they will always be from the same time. There is no need to ask if they were on inotropes for each individual measurment.

The post liver transplant patients only have room for one diagnosis. Some of our patients actually have 2-3 diagnoses, example: recent pt had hx of HBV, HCC, Laennecs. All of these dx are important to his care and to long term outcomes and if not listed the data could be skewed and not completely accurate. I would like to add a secondary and tertiary diagnosis please.

Make UNET more compatible with Safari (Mac) browser and Mozilla (PC) browser.

UNET use is frequent, but I rated quality as fair because it and DonorNet can only be successfully accessed to Internet Explorer. Cannot understand why only 1 web browser is used. Imagine if every single institution/university/company/corporation on Earth can only be accessed online with say Safari, and no other browser. UNOS should hire more programmers so that platforms can be crossed. In essence, it's a form of discrimination when you deny use of other browsers besides IE.

UNET: when receive offers from out of state, the information provided is in paragraph form compared to our instate (OK) you have to search all the attachments to get the compiled data. Sometimes a quick decisive decision could be made w/ info provided up front.

As the security administrator it would be nice if I could go to a user and be able to duplicate that user's security settings into another user. It is very tedious to set up a new user assigning them to groups when they will have the exact same settings as another user and duplicating would make it so easy.

Increase the help information for Feedback, PTR and DDR use

UNet has developed wonderfully. The staffing surveys are critically important for me to go back to my hospital looking for additional staffing.

Get the CPRA programmed in Unet.

Unet - should be in a more black and white - the colors are hard to see if you are color blind (gray-blue-yellow hard to see).

The current problem with UNET is that not all OPOs are using it to its full capacity. Simple requests like can I see the CXR can be all night ordeals.

UNOS needs to develop competency training for UNet that is ongoing and required before UNet privileges are granted.
I have a difficult time pulling up the listing criteria for liver transplant patients status 1a and 1b from the website. 
DonorNet
Donornet is a failure, please fix it.

Physicians notified for offer between Midnight and 6AM either via phone only or offers only made at this hour if OR time is already set. It seems silly to awaken us for offers at 2AM on Friday when the offer goes at 2PM on Saturday (36 hours later). Also, the urinalysis report should list the degree of hematuria and proteinuria-not simply positive or negative. Trace blood or protein is "positive" which is misleading, as these are usually insignificant. 

I had an issue with donornet last week, and could not find a phone number on the website to call. This should be easily accessible in case of issues. This particular problem involved the inability to change coordinator call. There was a glitch in the donornet program, but we had to look for a long time to find out who to call. Never found a number so used the old number we had for donor offers.

You have been glacially slow to fix problems with UNET (by that I mean Donor net) Why should specialty societies have to pressure you to respond to your own membership? 

First, list potential donors' ages in years NOT months. Second, when the offer is given on a hand held device, the order of recent offers is listed from oldest to most recent, so if one wants to look at an earlier offer made that same, one has to scroll down through all the offers made for the past five days. The order should be most recent and then work backward

It would help if entering HLA antigens in DonorNet was as easy as in Waitlist.

I strongly believe that there should be three options for TX centers to enter when receiving an organ offer: 1. Primary Accept. 2. Backup Accept. 3. Provisional Yes. The primary center and the first backup should not be allowed to enter a Provisional Yes, at least not indefinitely. Only centers after the first backup should be able to sit on a provisional yes.

It would be most helpful if the DonorNet physician notifications could be more efficiently bundled for surgeons who manage more than 1 transplant program. They should be given the option to evaluate and provide "provisional yes" or "reject' for all of the patients they oversee, regardless of which program the patient originates in (i.e. notifications could also be surgeon-specific, not just center specific). Thanks

Ability to enter allele level typing and HLA antibody specificity is needed.

DonorNet needs to have some lab value specifics added to the Lab Panel. Calcium, Magnesium, Phosphorus (especially Calcium). Also a format to insert Intake/Output trend for the hospital stay and show overall volume status would be helpful (esp. when placing heart/lungs).

Donor attachment loading is extremely slow at times and sometimes does not load at all

The recent moratorium on DonorNet improvements is an astonishingly bad idea.

Should try to facilitate access to on-site images (CT, chest radiographs).

Please add a section to elaborate on insulin administration for donors.

When receiving offers on UNET it would be nice on the summary to add a fill in the blank spot for expected/estimated OR time. It would also be nice to know how many kidneys are available. 

The attachments in unet take enormous time to open sometimes - delays going from screen to screen

I work as a procurement coordinator for a transplant center and I would like to see more accountability for OPO's reporting on DonorNet. Viewing testing results on-line is frequently unavailable, comments in the testing section of details is frequently very vague, with no mention of test measurements or qualifiers. It is very rare to be able to view imagining from x-rays. Donor acceptance criteria is frequently reported inaccurately. We've recently changed our acceptance criteria because we found out we were missing out on great lung donors because the OPO coordinators apparently mark 'yes' to questions that should be 'no'. Ex. >20 pack year smoking history. We've had teenagers who have smoked less than a pack over a 3-4 day period for less than 5 years have this question marked 'yes'. Previously, this excluded us from the match run list. I've always reported it to the OPO educator as I think this is an education issue as well as a user issue. I think it would be beneficial if they had some reminder popup box for these yes questions to make sure they are answering accurately. I also think it would be an improvement in running a match run list for lung organ allocation if the OPO is only offering the Left lung only and I have recipients who need a Right lung only that they would automatically be screened off the list for this. I get this all the time. The Match run list indicated which lung(s) each recipient needs so it seems to me that there should be away to screen recipients off list for this. OPO coordinators almost NEVER continue to update the donor details once an organ is placed. In many instances, I've ordered a change in vent settings, medications and requested future gases. I've waited as long as 16 hours to be able to go the OR and not had the donornet details updated since the organ was placed with me. I have to track down the OPO coordinator and get verbals on everything. It appears to me that it would be much easier on both OPO and transplant center if they OPO coordinator would be required to updat the donor details on donornet. I would think it would cut down on the number of phone calls to the OPO coordinator. It sometimes makes me feel like I'm not getting the full story and in some instances once my procurement team arrives we find out things have been misrepresented - who knows if it was intentionally done or not??? But these types of errors cost our transplant center precious thousands & thousands of dollars we just have to eat. I frequently feel like I have to be a detective when viewing the donor record. CDC High risk criteria isn't applied universally. I've spent many hours documenting and reporting incidents I've encountered on UNET and always mark 'yes' I would like to be contacted but never have been to date. This is very discouraging!

Physicians notified for offer between Midnight and 6AM either via phone only or offers only made at this hour if OR time is already set. It seems silly to awaken us for offers at 2AM on Friday when the offer goes at 2PM on Saturday (36 hours later). Also, the urinalysis report should list the degree of hematuria and proteinuria-not simply positive or negative. Trace blood or protein is "positive" which is misleading, as these are usually insignificant.

When receiving offers on UNET it would be nice on the summary to add a fill in the blank spot for expected/estimated OR time. It would also be nice to know how many kidneys are available.

A telecom. donornet training session, the audio worked but the visual did not for much of the time. If there was a way to record session and the viewer had control as to when and where, IE "webcast". 
Help Desk
The help desk always has courteous, helpful, personable people.

Valeria and her team are great and very helpful when we are reporting problems within an application.

The Help desk people are always very friendly and eager to help but often unable to answer my questions from a clinical perspective and so give me a definition of a key term or read me the data defn and direct me to on-line resources that I already know about and use often. There needs to be a clinical person to forward questions to that the help desk cannot answer. Thanks

Could you just have the help desk staff say hello first, and then ask for last name and program code? Hello is so nice, they are nice (all the staff at the help desk), why not put the two together?
I just dislike them asking my name before I get a chance to say hello.

Help desk - Sometimes the reps are extremely helpful - can answer my questions or quickly direct me to someone who can help. However, there have been several times I have received conflicting information depending on who I speak with on policy/procedure issues. I have to take it upon myself to elevate these instances to the regional administrator to get a clear answer. If the rep doesn't know the answer, please find someone who knows the answer.

The Help Desk is simply unhelpful

There are times that the Help Desk people are condescending and talk over me as I am trying to explain my trouble. I have called the help desk and wished I hadn't because of the way I felt I was spoken to or the answer that someone gave me.

Lately the little person at the "reset" password area has been snotty- very disappointing but I eventually get what I need

Better communication from the helpdesk would be great. There is no consistency when it comes to how fast or slow a work order is processed. Most times I have to follow up on my own and even then it has taken nearly a month to get some things done. I was informed that only one person at the helpdesk is assigned to certain tasks and that seems to make things even slower.

For work orders to be more efficient and done quicker.

I have only used the help desk once and it took over a month for the issue with a PTR to be resolved.

UNOS Help Desk should be available 24/7. I had a problem on the weekend and it was VERY frustrating trying to get assistance from the folks in the UNOS organ center.

There should be a one business day turn-around time to questions submitted electronically to the help desk. As it is now, requests are not acknowledged and days can go by with no response.

Help Desk should have an email update send out when updates have been made to each ticket.
When I have used the electronic help desk I never heard back from them. A confirmation that they got my request would be a good starting point.

When calling the help desk there were 2 instances when I kept getting transferred to someone else for assistance

Help desk and resource persons need to be better organized. It seems like if you end up being connected with the right person, the information given is correct, however getting to the right person is VERY difficult usually.
The times I have used the help desk has been to gather HLA typing information from donors in relationship to patients that we are currently testing/monitoring for post- transplant antibody testing. Some of this information was not available due to variables such as the time of the transplant (>10 years), location of the transplant. It appears that it is difficult to associate a donor with the name of the transplanted patient in several of these instances. Changing the database to make this more user friendly and accessible would be of great benefit to the transplant community in the future. 
It would be nice if the help desk work orders could be edited or commented on by us, the members, especially after they send us an email requesting more information.

Help desk actually being helpful instead of passing the buck on to someone else.

No one seems to know anything in off shifts so I stopped calling years ago.

Hard to get a real person at the help desk, and usually the need is somewhat urgent

In submitting work orders it is far better to have the submit work order button on the top than on the bottom. NO one should have to stroll all the way to the bottom to request changes.

Initial help desk response time is slow.

Training
Training has been very good and readily available and support has been good.

Training and Resources - information tables are very helpful. Training videos are very helpful, but did not know they existed until email received the other day.

I have known very little about any training opportunities--it would be helpful to have more training resources

To assure compliance of staff to UNOS requirements would be helpful to have competency modules specifically related to LAS and MELD scores. 

UNOS needs to develop competency training for unet that is ongoing and required before unet privileges are granted. 

When there is a new product/requirement, UNOS needs to allow OPO and other organization more time to prepare. Comprehensive training on new services/product is critical. 

You seem to have a lot of training available in DonorNet and virtually nothing in Tiedi and Waitlist. Maybe you need to develop more of a balance. Also it would be very helpful if it was possible to store printable files of the Tiedi worksheets and other components which might be used for training. I used to be able to save .mht files (archive single files) but this does not seem to work any more - you get a copy of the login screen if you try.

There is zero training to UNET available.

A telecom. donornet training session, the audio worked but the visual did not for much of the time. If there was a way to record session and the viewer had control as to when and where, IE "webcast". 

Sometimes it is difficult to maintain good online connection while doing training.

Would like to see more webinar based training seminars available relevant to transplant program administrative management.

The documentation on how to add members, etc. is not helpful or user friendly

Data 

Have received reports quickly, excellent response in the requested data 
Everyone is very accessible but not all knowing of definitions. The data requests can take a long time to get back. It would be better to have it available to us.

I do a lot of Data Requests for our transplant center and I can only say they have always been the most efficient and thorough in everything I have requested. If they have a question, they call. Before sending the report, they call and review what they have done and ask if I need anything else. Timothy Baker is AWESOME!!!!!!!!

Data requests - Receive quickly, staff is very helpful and nice.

Data requests are not handled in a timely manner and sometimes inaccurately - we made a very large budget decision this year based on UNOS data that we later found to be in error

Quicker turn around on data requests.

More staff to cover all services, especially data requests

Data requests -- it'd be nice if they had more staffing so they could respond same-day.

Data requests are cumbersome and slow

Improve the response and co operation from data retrievers employed by UNOS

More ability to run our own data requests & customize reports.

It would be nice if data request could be released in other programs other than SPSS

Would like to be able to see if we turn an organ down, and another center accepts it, if the recipient is doing well, frequently asked by our surgeons

I question how accurate all data is.
Positive Remarks/Individual Kudos 
Call Center coordinators are very helpful to us when we call with policy questions. We appreciate their time and thoughtful responses. 

The regional administrators are the backbone of the programs. They are also excellent ambassadors for UNOS,

Unfortunately, we do not use UNOS frequently however, the services I use are easy to use, training has been very good and readily available and support has been good. 

UNOS staff are always professional and helpful. We have interacted frequently over the years with our UNOS colleagues and recognize them for their excellent service and support.

No, very satisfied

Everyone is so helpful and friendly. Responses are in an incredibly timely manner.  
UNOS staff are always professional and helpful. We have interacted frequently over the years with our UNOS colleagues and recognize them for their excellent service and support. Honorable mention: Roger Brown. Excellent.

Shannon Edwards is a tremendous asset to me as an Executive Director in Region 9

None. Very professional. 
The services I have used have been very helpful and the people have been very friendly.

THE HELP DESK AND UNOS CALL CENTER ARE TERRIFIC.

As I have not used all the services yet I cannot rate their quality but the services I have used have been good. Thanks

Everything is good

Aaron McKoy is fabulous always helpful and very nice, exemplary in every way 

great job!

None anytime I have dealt with people from there they are wonderful!

Staff is helful and knowledgable.

Data requests - Receive quickly, staff is very helpful and nice.

	I miss many of the experienced staff who use to assist me (Dora, Paula). They had a wealth of knowledge. 

	John Rosendale has been a fantastic resource to me throughout our work on the Collaboratives.
Heather Bowman in Membership is very helpful and pleasant to deal with. 


They have been available when needed.

I do a lot of Data Requests for our transplant center and I can only say they have always been the most efficient and thorough in eveything I have requested. If they have a question, they call. Before sending the report, they call and review what they have done and ask if I need anything else. Timothy Baker is AWESOME!!!!!!!!

Cliff McClenney has always been accessible and helped me a number of times as well.

Lack of knowledge/awareness 

Make it known what these services are and how they can help.

What is the DEQ member reporting line? The letters should be spelled out and have the letters following the words. Who are the review board coordinators and what is their role?

Honestly, I am not familiar with some of the different services you had mentioned.

Did not know they existed

Training videos are very helpful, but did not know they existed until email received the other day.

I have no idea what is available

DEQ reporting/site surveyors/review coordinators - do not use so could not rate.

Didn't know some services were available. Don't know what DEQ is.

I am not familiar with them

I want to learn how I could incorporate these resources into my days to day tasks. I could probably gather info or learn in ways I can't even imagine right here. Is there a tutorial I could check out to get me started? Thanks.

I would make use of some of these services if I was aware of how to access them.

No experience with DEQ (539)

Not sure who is who
Improving Communications

UNOS asked:

UNOS uses the following materials/methods to communicate significant information to its members: Regional meetings, policy notices, public comment documents, policy brochures, evaluation plan, UNOS Update Magazine, Professional education resources, System notices, Transplant Living Web site, UNOS Web site, OPTN Web site, UNOS Communication emails, Committee Reports, Board meeting summaries, Live Meeting training sessions. Do you have any suggestions/comments about these services?
This section categorizes answers into these groups:

· Web site comments

· Plain language comments

· Quantity of information

· Content/communication process suggestions

· Targeted distribution

· Lack of knowledge and awareness

· Regional meetings

· Training

· Requests

· Kudos

· Miscellaneous

Web site Comments

The UNOS site is not user friendly. It takes a significant amount of "Browsing" to find what I am looking for - specifically reports and policies.

I've had difficulty finding things on the UNOS website

The UNOS website is very difficult to navigate - particularly policies and by laws

Your UNOS Web site is amazingly difficult for outsiders to find information on. Policies and resources are difficult to search for.

It is sometimes hard to find the policy/bylaw I am looking for. Is there a way to re-label or have frequently requested policies/bylaws highlighted?

It is difficult to locate various regs and bylaws. One has to click open and read several attachments in order to find them. No way to search or easily access them 
Difficult to locate policies and bylaws on the website......have to search to find them

The UNOS website is difficult to navigate, not user friendly.

Web site is not intuitive and difficult to search

UNOS.org - Regarding data updating - drop down menus are not adequate for all patients!!

Since changes have been made to the website and partially due to the infrequency of use, it is difficult to maneuver around the site to get some information.

I find the UNOS website difficult to navigate

I don't always find it easy to find things on the web site.

Navigating web sites is improved, but still not that easy. 

Have more committee and member Power Point presentations on issues accessible on the Website.

The typeface on the UNOS.org website's data page is very small in print. Even after enlarging it on the screen, when I print it to hand out at volunteer meetings, it is too small to read.

Plain Language Comments

Email notifications of UNOS policy changes are horribly wordy and difficult to read and there are way too many....

I’m a pretty smart guy, and I have to re-read those UNET system updates several times before I even know what they are talking about and then trying to find the actual message.

Much material is poorly written and edited - typical bureaucratic jargon, run-on sentences, incomprehensible verbiage, etc. 
Sometimes the government language is a bit obscure, if things were explained in the manner they would be in a conversation it would be easier to understand

Get to the point--Especially in the emails. I shouldn't have to hunt for the issue.

I encourage pts to access the web, to read brochures. The brochures are not well written, patients especially do not understand the multiple listing brochure.

Public comment documents are too confusing. SIMPLIFY

Public comment documents are often too large to be manageable for me, I like the condensed versions.

I think the public policy comment documents are hard to read and understand the proposed changes. I wish the proposed changes were more clearly highlighted and discussed.

Board meeting summaries are frequently too terse; don't give adequate flavor of what actually transpired at the meeting.

The policy changes should be written by a physician not an administrator in a fashion easier to understand (leave out the policy talk) and if the below methods are available then I have not seen education to that effect.
Policy statements must continue to come in an easy to read format that highlights what needs to be changed and by what date

E-mails preferred. Appreciate the short succinct summaries. Feel informed but not overwhelmed with all info. I don't need these items in my daily work but feel I am better at what I do because I am current and aware of rules, issues, etc.

Regarding many of the other communications such as committee reports, public policy statements, etc. they are very difficult for the non-clinical person to read and no doubt a nightmare for the general public to decipher. I'd like to see more of an effort made to distribute the information in a manner that is lay-person friendly. Were the new communication methods communicated? I didn't see them.

I do read the policy updates and items out for public comment

Quantity of Information

Too much information, confusing so I don't read all that is sent out

Too many informative emails.

Too many emails, with too little content and too much verbiage.

There are too many sources of information; it should be more consolidated.

Less communication and e mails please.

Sometime the e-mails are so numerous with the updates -one becomes immune to seeing them

Content/Communication Process Suggestions

BATCH all of this information so we are not being bombarded daily with "stuff" in our emails. Instead of being helpful, it's annoying and often just gets discarded. Put all info in one place where we can look it up. Send a bulleted sheet bi-monthly with the updated info and where to read about it.
Fewer notices. Make each notice more complete i.e. - once a month with links to more detailed info. As I receive 1-2 emails/week, tendency is too lump all together and ignore them

At times- the sheer volume of emails about updates and notices is overwhelming. If possible- getting a summary document every 2 weeks or so noting all the changes might be easier to deal with and review in a more focused manner

It would be helpful if the email titles contained what the change is to be. Sometimes there are so many of these emails it's hard to keep them straight, distributed, etc. 
With the electronic notices, I often open the email and glance at it, with the intent to go back and read it later. Unfortunately I don't always get back to it. If there was a way to give a snapshot of notice or bold organ groups or issues, I would not miss the information that is relevant to me.

It would be helpful if the Policy notices were titled Thoracic or Abdominal Criteria. 
When offers sent out on UNET, it takes a few minutes to show up on the website. It would be nice if the offer was posted prior to the notification going out.
UNet change emails should be sent out when project begins at UNOS with a brief synopsis of the change with expected completion. This way we can forecast and plan for these system events internally. Many changes have been made with little or no notice. 

The policy notices and public comment documents need to be more widely publicized and readily available. Why not send notices via email that issues are up for public comment to alert individuals that this process is occurring.

UNOS update magazine should be sent electronically instead of print. 

Update is way outdated by the time I receive it, it seldom tells me anything that hasn't already happened; sometimes those are things I might have liked to participate in. The human interest stories are often good. Communications via e-mail or policy notices are still lengthy and it is difficult to get to the issue. Some key bullet points would be helpful

I have frequently NOT received the UPDATE magazine and I often copy articles etc. for pt. ed. materials.

Committee reports are not very timely. Board Meeting Summaries... Do they include the actual votes on action items as well as committee chairs/BOD members who are for and against?

I prefer hard copy notices than e-mails due to the high volume of transplant administrator listserve and UNOS/UNet e-mails.
Not specifically the above. I do have comments about the ability to see modifications to DonorNet in a timely manner. Small changes that have large impact on the on call process take a long time to implement.
Targeted distribution

It would be nice if for sites that only do cadaveric 'heart transplants' that we would not get an email about number of living donors for a specific time period. It seems like there would be an easy way to take these sites out. It is a bit of an annoyance and nice to get only relevant emails in this day of too much time spend weeding through email. Thanks 

I'm not getting most of these things. Some higher-level managers get some of these and some remember to occasionally forward them to me. I'm now getting some of the emails directly but others I only see if they are forwarded to me. I'm managing a team of clerks who fill in all the Tiedi forms after the TCR for all the organ transplants here. You really need to change your distribution method to be less reliant on some job title description.
The email communication lacks clarity and specificity. So much info is poured into it that one tends to ignore it, but it is important. Also, distribution list is an issue. UNOS needs to work on keeping distribution lists up to date.

I don not get any of these communications. I know some lab personnel receive the UNOS Update Magazine but I do not

I forward a lot of the UNOS emails on as I am not sure who all receives them. I would love to know types of personnel that are included in the "send to" categories that are used for UNOS emailing.

Yes, I only ranked the e-mails from UNOS Communications as poor because I don't get any, not because they are poorly written.

Occasionally, some critical changes to UNet export files are not communicated to everyone who needs to know. This affects people who use these files for electronic uploads or merges with existing databases. One example was the switch from full social security numbers to an ****12345 format.
I don't think I need the UNET updates. I always forward them to the COO.
Lack of Knowledge & Awareness

If I knew more about them, I am sure they would be helpful. 
I am not sure how to access committee reports, in fact, I didn’t even know they were available. I will have to look on the website!

Where is the OPTN Evaluation Plan??? 

I would like more information on the professional education resources. 
I have never heard of some of these other tools. 
It would be nice to know some of these service existed. Put info in the newsletter on what you have out there.

I would use more resources if I knew more about what resources were accessable for me. I would love to be a part of a committee that was specifically geared towards transplant and finances or lack there of. 

Do not receive Board meeting summaries

I don not get any of these communications. I know some lab personnel receive the UNOS Update Magazine but I do not

Committee reports - don't use because I do not belong to any and do not know how to access.

Make me more aware of them

Many I've never seen

Rarely use anything so will not evaluate

Don't use them enough to rate

Rarely used some resources mentioned above. Not aware of Profession education resources, could use more information on this.

Are there any resources specific to TFC?
It’s important as new people come into the transplant community that UNOS is seen as a "helping" entity.
I did not know that some of them existed.
Regional Meetings

I rated the Regional meetings "very good" because the agenda content is heavily clinical. It is not always a good use of an administrator's time to attend Regional meetings due to this fact.

The Regional Meetings need an overhaul.

Regional meetings are having less value. Not sure if it's the councillor or the content. Currently it is not worth the time and expense

Regional meetings have been very helpful, unfortunately we have not been able to attend even local meetings due to staffing issues.
Training

Have not used many resources yet. This job is very new to me. I have only been in the job for 5 months.I am the first data coordinator to our transplant program.I would like to know if UNOS has a classroom training program for new employee?,If so I would be very interested. I use the UNOS help desk a lot because of lack of training.
Requests

More services for transplant social workers. Or more education to social workers on what you can provide.

Need more education (ceu) opportunities for Transplant Coordinators since we have to recertify every 3 years.

I would like to learn more about UNOS and its relation to the pediatric social work practice with liver transplant patients and their families.

It would be helpful to have the policy brochures available in Arabic. It would also be nice to have more pediatric specific transplant brochures.

Multiple languages!

We need literature in multiple languages.

Supply All patient education materials in Spanish

Automatic updates for T2 criteria from MELD of 28 is 29 points, but non-automatic appeals say the maximim requested points for upgrade from 28 can be 30. When I ask for 30 points, I am called by UNOS to say that I am asking for too many points. It seems inconsistent.

Kudos

UNOS does a great job!

No, is already very good.

Miscellaneous

Too new to comment

I am new and just learning about these resources, so my ratings would have less value at this time. I hope to become more active in the future. 
Only been using for 1 month
Improving Support

UNOS asked:

In general, what can UNOS do, within the purview of the OPTN, to better support the work of your organization and the role that you play?

This section categorizes answers into these groups:

· Positive Comments

· UNet/DonorNet issues

· Training/education/communication

· Policy-related

· Political concerns

· Lack of awareness/understanding of available resources

· OPO-related

· Social worker –specific

· Miscellaneous

Positive Comments

I appreciate the changes that are being made to meet the needs of your users - per the questions above. Thank you for realizing that there are problems and working to correct them.

I think UNOS is an amazing organization and I feel privileged to be a part of it

I particularly appreciate the Membership folks, they have always gone above and beyond to help me. Keep up the great work!

Please continue the email notices/updates, these are extremely helpful reminders and assists me in staying on top of the information overload. thanks.

I think the biggest issue that we face is looking for guidance on allocation policy in the midst of unusual situations. It is helpful to have a policy resource person at the organ center.
UNOS staff are excellent and responsive to provide support and information needed by my organization to be in compliance and stay current with relevant issues. 

Keep up the good work

Keep up the good work

Overall UNOS did a great job with the DonorNet 2007 implementation. I feel more access to exportable data of key post transplant graft fields would help in our donor research.

UNOS does a great job with work support, thanks.

I have noticed a lot of new and wonderful changes in UNOS's educational and communication structures. Continue giving all of us ways to improve our job.

I am still fairly new to the transplant community and feel that UNOS is doing an excellent job in serving my current news and learning curve. 
Continue what you are doing!

I believe your concern about improving communication and communication tools is a step in the right direction. 

I have been involved with UNOS committees for years and I continued to be impressed with the work and the people that work in this complex organization. They appear to be very thoughtful and undertake their missions with sincerity and intelligence.

IN THE FEW WEEKS I HAVE BEEN INTERACTING WITH UNOS I HAVE FELT VERY COMFORTABLE AND I AM STILL IN THE PROCESS OF EXPLORING A LOT MORE.

I find UNOS to be the critical tool that allows me to get my work done. I find that UNOS supports my efforts and that of my center fully.

No complaints at this time.

I applaud the tremendous change and growth of the OPTN/UNOS. For those of us who have witnessed this evolution over the course of many years in the industry, the continued success of new initiatives in technology, candidate wait listing, access to data, patient safety, etc...is testament to your organization's commitment in the continued advancement of organ donation and transplantation.

UNet/DonorNet

As a user of DonorNet - I would still prefer to have the option of "pressing or saying" the answer to the donor offer (usually it is to press 1 to acknowlege the offer) - we have to be hands free here in California while driving. It is distracting to find the button on the phone - easier to speak on a bluetooth. Thanks.

Fix Donornet

Keep improving DonorNet. Love the direction it is going but could certainly continue to evolve to meet our needs even better.

Tighten the filter logic in Donornet and other problem solving - This has been an incredible burden to TCs and UNOS has not done an adequate job managing it I am also concerned with the lack of pro-activeness re: safety There should be an anonymous, blame-free way for anyone to report event and near- misses Also very concerned about the lack of action on UNOS's part to address organs imported from foreign countries.

Savable, printable files of worksheets. Add a 24-hour definition so that a patient dying on his discharge date does not impose a date conflict. Link patient death to patient ID rather than organ so it is not necessary to repeatedly report a patient dead of slightly different causes per organ. Trigger a warning if a patient has more than one active transplant of the same organ, as a retransplant report has obviously been missed. Allow members to view in read-only mode information on patients at other centers (we have some who seem to hop between centers and some have had multiple transplants...). Debug the Kidney-Pancreas forms. Thanks for all you do, but there's room for improvement!!!

I HAVE A VERY SMALL PART - ENETERING DATA ON TIEDI, AND I'M VERY HAPPY WITH THE PROGRAM AS IT IS EASY TO USE - MY ONLY COMPLAINT WOULD BE THAT IN PRINTING THE INFORMATION I ENTER - THE PAGE'S MARGINS ARE OUTSIDE THE PRINT AREA AND SO THE EDGES DON'T PRINT THE INFORMATION I HAVE ENTERED ON THE RECIPIENT.

Publish or create electronic phone directory of UNOS depts/ contacts on UNET rather than calling the help desk. I would like to see a single standard candidate registration form for all organs. i.e. Liver/ kidney patient would be listed once but be waiting for 2 organs. 
It would be very nice to be able to list someone or change their status via pda. We aren't always home, near a computer. Right now, I can only view offers, but can't list or update candidates.

In Tiedi allow us to make patients not seen for a one year period.

Better on-demand reporting of UNet contents 

Please reference my suggestion above regarding the current status of unbundled organ notifications for surgeons who run more than 1 program. Also, it would go a long way to mandate OPOs to put imaging data as attached files routinely, not only after we have to make call after call and beg them. thank you. (Earlier suggestion: It would be most helpful if the DonorNet physician notifications could be more efficiently bundled for surgeons who manage more than 1 transplant program. They should be given the option to evaluate and provide "provisional yes" or "reject' for all of the patients they oversee, regardless of which program the patient originates in (i.e. notifications could also be surgeon-specific, not just center specific). Thanks
Incorporate a report-friendly format into UNET for organ offers to replace monthly UNOS data requests. Webcast/teleconference for regional business meeting.

Give people who have computer programs that interface with Unet more up front information so we can get our programs ready for the changes so we don't crash every time you make a change.

I mostly work on in TIEDI and find the application easy to use and the reference information I need to refer to very accessible and user friendly. I think the online forms continue to improve over the years and I have been using UNET for > 8 years. See above comment fields for my suggestions. Thanks 
Attempt to better utilize the offer system that is more convenient for the physican/coordinator on call. The present system necessitates that a computer be near. Reinstituting a telephone offer system was much more convenient for the on call person. The present system may result in the need for an increased work force to compensate for lost sleep (many times for offers that could easily come during the 6 AM to midnight time period.

Allow full UNET access to Apple IPhone's not just the MobileNet access.

Make the allocation process more efficient so we don’t have to send multiple messages to one transplant center with organ offers be fore they are done evaluating their first offer.

Allow the clinical coordinators to be able to accept and decline offers on the UNET Mobile

When you visit the UNOS web-site to report a potential disease transmission or something else donor related. I would STRONGLY suggest that there be a pop-up window or check box that forces you to acknowledge that per UNOS policy that is a UNOS reporting ONLY function and that all center or OPO reporting must be completed by the reporting center!! This has huge potential to delay reporting due to misunderstanding of this function. Especially considering Unet as a whole is an electronic notification web-site! Thank you.

I would prefer that any IS resources go to making the allocation programming relevant to users. The system is getting less, not more, friendly to users of Macintosh computers. The inability to make the cPRA an option for allocation, in addition to the Peak and Recent PRAs is a headache for more and more labs & transplant centers who have switched to the new technology because UNOS gave us a deadline; manually entering the cPRA in the Recent PRA slot is a real headache when dealing with a large bolus of patients. UNOS does some things well, but is not responsive to some of the IS issues out there. All of these items I mention have been reported to UNOS as problems using the standard channels. None have been resolved.

UNet needs much more histocompatibility information, such as separating unacceptable antigens into strong and weak, addition of allele specific avoids, DP, DQA, etc as well as special patient comments. The additional alleles and special comments might be best handled initially with the addition of one comment field for each donor and each patient. Example: DONOR-Cw7 is questionable, DPB1*0401 is present, PATIENT-auto antibody positive, Avoid DPB!*0401. These additional data should be included in the Match Run so donors can be better utilized and crossmatch results will be more predictable.
Training/education/communication

Training; teaching; policies specific to organ of interest

Improve communication and distribution of communication. More distribution of and time warning of changes, less surprises. Written, complete training manuals available online for something other than Donornet. 

I am relatively new to the world of HLA and am constantly looking for more continuing educational materials to increase my knowledge and understanding. I was not aware that UNOS provided any CEopportunities. Making that information known, that there are CE opportunities available, would be helpful for me. 
I'd like to see increased communications from UNOS, particularly geared to PR professionals. The staff at UNOS Communications is highly qualified and does a good job but it's rare that they initiate any contact regarding UNOS news or information from the donation/transplantation field that would be of interest to PR professionals or that could be passed along to the general public that we serve.

Generate Talking Points on controversial topics and make them easily available on the website. Create an easy "Statistics & Data" button on the homepage that leads to the "Find Data Reports" section of the website. When I lead a reporter to UNOS for state or national statistics, I consistently have to walk them through the pages so they can find what they're looking for. I don't mind doing that, it's part of my job, but it would save me time if there was a button on the homepage I could direct them to easily. 

Make CE available via webcasting especially in area of QA and policy compliance;.sharing best practices. I see this managed by the TX admin committee. The $'s available for travel are getting more limited. I would like to see the regional webcasted and perhaps the tx admin. Annual meeting

I think required educational classes. I don't think there is enough understanding between the technology and policy implementation. The educational tools that are out there are too general. I work with thoracic organs only. I would like to see educational tools developed specifically for the organs I deal with. Most of what I see mostly relates to kidney and liver.

Offer national classes to teach data collection and reporting for Tiedi forms to transplant center personnel. Set standards and require credentialing to improve data integrity. 
Standardize or make available other institutions of excellence protocols 
It would be nice to have a class bi annually for new administrators.

Try to play a role to organize umbrella protocols for smaller programs so that they share common techniques and protocols so that more of a chance at survival by improving results as part of a larger coalition. 

Facilitate communication with CMS and public relations (i.e. keep government from over-regulating transplantation, but still provide oversight to avoid patient care problems) 

Allow for other web browsers to be used and not only IE. 2. Increase public awareness about donation. Very few people I meet at parties, etc know about organ donation. Perhaps work w/Google and other search engines that any time one searches for donation or transplantation, they are asked the question, "interested in donating" or "interested in becoming an organ donor" click here, and it links to UNOS or OPTN, or to a donor registry. 3. Sometimes there is too much info emailed about changes/updates, etc and it's a turn off. And with policy changes, please alert us with colors, or attention grabbing headlines; e.g. IMPORTANT POLICY CHANGE; BREAKING NEWS. We receive over 20 emails/day @ my transplant center, and with additional emails from UNOS, it gets lost and pushed to the back burner, and it maybe a notice of importance. Thank you.  

I would benefit from networking with local area transplant social workers.

Continue to update organ and tissue donation statistics, specifically national and state waiting list figures.

Make available more report options so we do not need to call you to run a simple report for our center.

More frequent, yet succinct communication.

Website could have more patient info. on transplants (different types) and I have found the website more confusion of late. On website provide areas for sharing within disciplines, such as social workers, RNs, and the type of transplant. Maybe our own blogs. - Could UNOS help sponsor support groups for transplant candidates and transplantees when a state does not have this service? - Could UNOS do more to promote being donors and where to get transplants in all of our states?

It’s important that although you have bylaws and rules, that you continue to show members how to reach those goals which will ultimately provide better patient care. i think you are perceived as the evil rules and regulation governmental people and you should try to be the transplant centers Helpers not Rulers. (not my opinion personally but others) maintain your ability to be approached by the little guy and the big guy....the 
 I am sure that there is contact and support at some of the other levels (our Administrator, Coords) but I would find it useful to have perhaps an annual visit from UNOS where our whole team could be included to hear about updates, resources, more of the ability to put a face w/ a name. I think that a lot of our staff (beyond the MD's and Pre Transplant Coords) don't really know what a resource UNOS is on all sorts of levels.

Reach out to your constituency. Cold calls, phone calls with updates, personal letters for transplant program director's as opposed to verbose mass mailing, focusing on the issue at hand

UNOS essentially does nothing to raise public awareness about measures that actually help prevent need for a transplant as a result of end organ failure.

Continue updates.

Sometimes it feels like just too many emails so it is hard to know how to get through it all. maybe subject headings on emails can make it clearer who would be most interested or what the topic is.

I would like to see an online UNOS blog. With a question and answer type format. Many times as an organ recovery coordinator we try different things to help increase our organs per donor. This could be a place for coordinators to add, "what worked best for me". Uploading cxrs etc for viewing.

Improve availability of information for pts without the internet.

Even this survey was to intricate....too much stuff comes via the OPO, so my take on UNOS input/data doesn't matter......GO GREEN...ALL PAPER/ SNAIL MAIL should be the choice for the receiver....I throw out more stuff generated by my affiliations with UNOS and NATCO than in the rest of all my communications including membership to 5 other professional organizations!

Need to tell the public who and what UNOS is

Google search still does not provide me with what I am searching for esp. in relation to OPTN.org. I usually end up calling a regional administrator or site reviewer for assistance. My goal is to have time to become more involved with UNOS next year. That will be my 5th year in transplant and by that time I believe I will have both the experience and knowledge to be of some assistance.

Just continue to make resources more available to those of us in the field

Have somebody rate the urgency of a message (in the context of my specific needs) and red flag it or somehow indicate the urgency of the message so that one can pick up on it in the middle of the daily deluge of messages.

Promote communications between all factions, that is the physicians, coordinators, opos, and the lab staff. Ask for suggestions for data improvement/sharing.

Keep improving the tools in the system frequently
Policy related comments

Allow us to place liver with small bowel to get the liver placed

Too slow in implementation of important policies such as O ag mismatch for kidneys 

Better communication/clarification re policy changes and ability to talk to someone who can answer questions re issues involving these changes. 

Continue to try to simplify the policy information sent to members. 

I think the biggest issue that we face is looking for guidance on allocation policy in the midst of unusual situations. It is helpful to have a policy resource person at the organ center.
I sometimes feel UNOS is more of a "punitive" organization, looking to penalize programs that aren't doing everything "exactly right". Sometimes, we aren't doing everything "exactly right" b/c we have trouble keeping up with current policies! Things change so often and most centers don't have one person designated to keep on top of every regulatory change.

Major changes that are being implemented or proposed need to be assessed fir fiscal impact on transplant centers. Donornet is perfect example of system change that has had enormous operational and fiscal impact but was not vetted weel enough prior to implementation. Enormous project but also enormous impact- much of it negative.

Screen and investigate the nature of the complaints and the people involved (both sides) in house carefully, before addressing a serious investigations. Needs a fair written policy to follow for each category. We work in a competitive field and there are many psycopaths out there who take a wrong direction to increase their business. 

Need more help with policy,financial issue for pediatric patients who change to adult services and also policy for transplant for pediatric undocumented patients

Establish subcommittees to: Optimize infectious disease donor testing to reduce false positives and provide access to screening tests and NAT testing. Evaluate whether screening vs. diagnostic testing is better. Insure that all policy and standard revisions go to public comment before a UNOS Board vote.

Make the program regs more user friendly. For example, the requirement for surgeon documentation of ABO typing at the retrieval hospital is just plain stupid.

Consider reducing the offer period from 60 minutes to 45 minutes and run all non-emergent offers between 0600 and 2400 hours.

Simplify policy and communication of changes

Proceed as rapidly as possible with development and implementation of new KAS

Start use of calculated PRA, work on use of alleles for entering HLA

Update HLA typing data entry and matching/mismatching algorythms to reflect current practices.

Eliminate multiple listing; it is an unfair practice serving those with the money and resource to do this. It is taking extra precious time to have to comply with the rules about multiple listing when many of our patients don't qualify to go outside the state as they are on Medicaid. The 2 different ABO rule is again going over the top and creates much more work than is necessary. To have to draw on 2 different occasions and to even have to do this at all is a time waster. Too many rules are being created in a knee jerk response to very isolated events. These impact our workload and make it more difficult to serve our patients.

UNOS needs to actually enforce their policies. Right now, enforcement is not reliable.

Encourage policies that support transplant social workers to serve as dedicated social workers to their transplant services. Requiring transplant social workers in a hospital setting to assist additional units or to be on-call for ER or other services sets limits on resources of time and effort available to our transplant patients and programs.
Political

UNOS communicates fine, the issue is it is being taken over by the federal government and becoming increasingly managed by HRSA and the employees of the federal government. We must do something to return UNOS to its original intended structure. I would definitely support doing that

Do less: much of its recent work is arguably beyond its charge (e.g living donor guidelines) Charge less: the rise in fees grossly outpaces inflation, the listing fee is almost obscene

I would like to see UNOS, as a peer regulatory organization, coordinate their efforts with CMS so that there is not a duplication of effort on the part of transplant centers to provide regulatory responses.

UNOS can try to decrease the regulatory burden which the OPTN and UNOS BOD place on transplant centers. Regulation is so dense now, that it is fatal to some potentially salvageable patients, and it causes--especially with ECD kidneys--unnecessary organ wastage.

1) Less regulation 2) Less communication 3) Less data submission requirements 4) UNOS should work on projects to improve the ability of physicians to deliver direct patient care. We should never forget that this is the primary reason for our existance. But if my office is bogged down in data submission and too many policy compliance as is the case now, then it is useless. 
Coordinate policies & procedures, program requirements, surveys and program evaluations with other regulatory organizations (i.e., The Joint Commission and CMS).

Curtail the number of unnecessary policies. Basically it appears that the agenda is driven entirely by HRSA?

find a way to eliminate CMS/UNOS redundancy 
Stop the unfunded mandates of ever more senseless paper pushing that sucks resources out of the system that can be better spent on education, research, and direct patient care. Nothing that UNOS or the OPTN do currently help my patients. UNOS and the OPTN have become faceless, self perpetuating, onerous, evil government bureaucracies that are destroying the field of transplantation and driving out all the young trainees who realize how awful the environment has become because of regulation gone wild. UNOS and the OPTN are the worst of the worst of government regulation.
Lack of Awareness/Understanding of Available Resources

Not sure what regional councillor is -- can you clarify?

Get us involved 

I think if transplant professionals were aware of the multiple services available to them through UNOS, more services would be requested from coordinators working in the field, not just from administrators. Most of my staff are not aware of the valuable tools that they have through the UNOS data base and various systems.

I feel uneasy that I know so little about using UNOS resources in my daily work. How can I make a case to my RN coworkers and their boss to show me how I could help by knowing how they work with you?

I am sure that there is contact and support at some of the other levels (our Administrator, Coordinators) but I would find it useful to have perhaps an annual visit from UNOS where our whole team could be included to hear about updates, resources, more of the ability to put a face w/ a name. I think that a lot of our staff (beyond the MD's and Pre Transplant Coordinators) Don't really know what a resource UNOS is on all sorts of levels. 

OPO-related

Allocate more resources to the call center. Often, they don't have time to help OPO's place organs and sometimes are just resistant to do so. Overall, the communication from UNOS has improved. I think the organ center still needs some TLC and customer service training.

Getting the database infrastructure revised so that programming can occur that will help OPOs do our job.

Develop a dialog box for OPO's and TX centers to facilitate communication.

Work to improve SRTR's outcome measures for OPO's and incorporate more comprehensive case mix data. Key data is also self-reported by OPOs and SRTR is not addressing the need for on-site verification.
Social Worker-Specific

There needs to be better support of the transplant social worker. The social worker is the direct connection to the patient and their family members. UNOS should consider more about how to engage these professionals rather than isolate them.

Encourage policies that support transplant social workers to serve as dedicated social workers to their transplant services. Requiring transplant social workers in a hospital setting to assist additional units or to be on-call for ER or other services sets limits on resources of time and effort available to our transplant patients and programs.

A focus on psychosocial issues for patient and family.

I would benefit from networking with local area transplant social workers.
Data-related

Continue to provide data about organ outcomes to influence how we accept organs (ESP those organs we might have turned down in the past) Provide programs with assistance in critically evaluating acceptance practices in order to safely maximize transplants
Since I work with data review, making the data provided by UNOS through the requests easily obtainable in a variety of formats would be great, like excel and word besides PDF.

This sounds ridiculously simple, but it's one of those data points that used to be easy to locate and isn't any longer (and we use it for graphs and training [contrasted with deceased donors and/or DD organ transplants]): historical waitlist numbers as of 12/31/xx. At the very least, nationally, if not regionally or statewide. 

Provide data relevant to our goals set by UNOS. i.e. number of patients on hold related to number on hold in country.
Continue to work on the forms to make them better reflect what actually happens to a transplant recipient. Example, with all the new immunosuppressive protocols, it is difficult to fit specific protocols plans into the forms as they now are, regarding medications given with timing of the administration of the meds.

Transplant Financial Coordinator

As I have written above, I would love for UNOS to have a committee for Transplant Financial Coordinators (TFC). I believe this would not only be helpful for us to have a forum for our voice to be heard publically for patient advocacy, but it would be helpful in our TFC goal to standardize our positions as TFC's. 

I think TFC need to be recognized as an important part of the Transplant team as well as being remunerated well. Once you join the Transplant World, you feel that you are doing something that changes lives and gives hope and you would want to continue but remuneration always get in the way..I wonder what the gross annual range should be for TFC position. Thank you

Willingness to get involved

UNOS should encourage very transplant physician to be actively involved like ASTS or AST. I have been a sole transplant surgeon and Director of a KP program for over 8 years and I feel I do not have interaction with UNOS.

I would be interested in participating (#14) for anything that I actually qualify for.

I would be willing to test the CPRA when programming is completed.

IN the above question, I answered that I would be willing to work on a committee...I am a nurse who fills out the kidney forms for our program. I would be willing to work on a forms committee to improve clarity and I have some ideas on what we might be missing.

Miscellaneous

Our Hospital is free-standing pediatric, kidney only. Although we are a very busy pediatric program (just over 1 ped kidney/month)we are small by adult standards and in spite of team member experience we are new. Therefore we ARE NOT well represented at UNOS. I feel that inadvertently UNOS is a threat rather than a help. 
You are doing fine. I am interested in developing a protocol prospective randomized and multicenter on the benefits of hormonal therapy. I did the original work in Cape Town and have a PhD on the issue. I am quite sure that the outcomes will be in favor in HT, will be broadly applied and will significantly enlarge the donor organ pool. 
I would like the regional review board cases to be accessible by blackberry; I'd like to see a different format for the completed RRB cases (I can never seem to find the ones that I voted on when I want to see how they ended up).

Establish an action plan to make consent for organ donation part of the hospital admission process. 

Help with compliance and audits.

Please have people answering the phones be a little bit nicer and more available. I had to call about a billing issue and the issue continued for about a month because I could not get hold of the direct person responsible for fixing the problem and everyone else kept transferring me to the wrong person.

Just be more organized with phone call interactions.

Less process, more outcomes pay more attention to the patients, less attention to the numbers

Keep things simple. Keep costs low

I am current board member. Site visits seem more punitive than facilitating/educational /performance enhancing
Consolidated Comments
While categorizing responses to the three open-ended survey questions, I noticed that two category types showed up in each of the three questions: Training and Lack of Knowledge and Awareness. For simplicity sake, you can read here all of the consolidated comments from each question that relate to those two categories. 
Training

Training has been very good and readily available and support has been good.

Training and Resources - information tables are very helpful. Training videos are very helpful, but did not know they existed until email received the other day.

I have known very little about any training opportunities--it would be helpful to have more training resources

To assure compliance of staff to UNOS requirements would be helpful to have competency modules. Specifically related to LAS and MELD scores. 

UNOS needs to develop competency training for unet that is ongoing and required before unet priveleges are granted. 

When there is a new product/requirement, UNOS needs to allow OPO and other organization more time to prepare. Comprehensive training on new services/product is critical. 

You seem to have a lot of training available in DonorNet and virtually nothing in Tiedi and Waitlist. Maybe you need to develop more of a balance. Also it would be very helpful if it was possible to store printable files of the Tiedi worksheets and other components which might be used for training. I used to be able to save .mht files (archive single files) but this does not seem to work any more - you get a copy of the login screen if you try.

There is zero training to UNET available.

A telecom. donornet training session, the audio worked but the visual did not for much of the time. If there was a way to record session and the viewer had control as to when and where, IE "webcast". 

Sometimes it is difficult to maintain good online connection while doing training.

Would like to see more webinar based training seminars available relevant to transplant program administrative management.

The documentation on how to add members, etc. is not helpful or user friendly

Have not used many resources yet. This job is very new to me. I have only been in the job for 5 months.I am the first data corrdinator to our transplant program.I would like to know if unos has a classroom training program for new employee,if so I would be very interested. I use the UNOS help desk alot because of lack of training.
Training; teaching; policies specific to organ of interest

Improve communication and distribution of communication. More distribution of and time warning of changes, less surprises. Written, complete training manuals available online for something other than Donornet. 

I am relatively new to the world of HLA and am constantly looking for more continuing educational materials to increase my knowledge and understanding. I was not aware that UNOS provided any CEopportunities. Making that information known, that there are CE opportunities available, would be helpful for me. 
Make CE available via webcasting especially in area of QA and policy compliance;.sharing best practices. I see this managed by the TX admin committee. The $'s available for travel are getting more limited. I would like to see the regional webcasted and perhaps the tx admin. Annual meeting

I think required educational classes. I don't think there is enough understanding between the technology and policy implementation. The educational tools that are out there are too general. I work with thoracic organs only. I would like to see educational tools developed specifically for the organs I deal with. Most of what I see mostly relates to kidney and liver.

Offer national classes to teach data collection and reporting for Tiedi forms to transplant center personnel. Set standards and require credentialing to improve data integrity. 
Standardize or make available other institutions of excellence protocols 
It would be nice to have a class bi annually for new administrators.

Try to play a role to organize umbrella protocols for smaller programs so that they share common techniques and protocols so that more of a chance at survival by improving results as part of a larger coalition. 

Lack of Knowledge and Awareness
Make it known what these services are and how they can help.

What is the DEQ member reporting line? The letters should be spelled out and have the letters following the words. Who are the review board coordinators and what is their role?

Honestly, I am not familiar with some of the different services you had mentioned.

Did not know they existed

Training videos are very helpful, but did not know they existed until email received the other day.

I have no idea what is available

DEQ reporting/site surveyors/review coordinators - do not use so could not rate.

Didn't know some services were available. Don't know what DEQ is.

I am not familiar with them

I want to learn how I could incorporate these resources into my days to day tasks. I could probably gather info or learn in ways I can't even imagine right here. Is there a tutorial I could check out to get me started? Thanks.

I would make use of some of these services if I was aware of how to access them.

No experience with DEQ (539)

Not sure who is who
If I knew more about them, I am sure they would be helpful. 
I am not sure how to access committee reports, in fact, I didn’t even know they were available. I will have to look on the website!

Where is the OPTN Evaluation Plan??? 

I would like more information on the professional education resources. 
I have never heard of some of these other tools. 
It would be nice to know some of these service existed. Put info in the newsletter on what you have out there.

I would use more resources if I knew more about what resources were accessable for me. I would love to be a part of a committee that was specifically geared towards transplant and finances or lack there of. 

Do not receive Board meeting summaries

I don not get any of these communications. I know some lab personnel receive the UNOS Update Magazine but I do not

Committee reports - don't use because I do not belong to any and do not know how to access.

Make me more aware of them

Many I've never seen

Rarely use anything so will not evaluate

Don't use them enough to rate

Rarely used some resources mentioned above. Not aware of Profession education resources, could use more information on this.

Are there any resources specific to TFC?
It’s important as new people come into the transplant community that UNOS is seen as a "helping" entity.
I did not know that some of them existed.
Not sure what regional councillor is -- can you clarify?

Get us involved 

I think if transplant professionals were aware of the multiple services available to them through UNOS, more services would be requested from coordinators working in the field, not just from administrators. Most of my staff are not aware of the valuable tools that they have through the UNOS data base and various systems.

I feel uneasy that I know so little about using UNOS resources in my daily work. How can I make a case to my RN coworkers and their boss to show me how I could help by knowing how they work with you?

I am sure that there is contact and support at some of the other levels (our Administrator, Coords) but I would find it useful to have perhaps an annual visit from UNOS where our whole team could be included to hear about updates, resources, more of the ability to put a face w/ a name. I think that a lot of our staff (beyond the MD's and Pre Transplant Coords) Don't really know what a resource UNOS is on all sorts of levels. 
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