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In preparation for the TFCA Annual Workshop, I conducted an informal survey of friends, asking the following questions:

--Did you know a person called a "Transplant Financial Coordinator -- TFC" when you were a candidate or newly transplanted? 

--What information did you get from your TFC? 

--How valuable, how accurate was it? 

--What information do you wish you had gotten from your TFC? 

--What would you want to tell a TFC to help him/her do the job better?

Discussion – input from friends


Living Donor – No Contact w/TFC

  1


Recipient – No contact/no comment

  4 


Recipient – No contact/comments

13


Recipient – Contact/comments

  5


My own experience



  1


TOTAL



24

LIVING DONOR (1)

I didn’t know that TFCs existed.  “Another example of the disparity in treatment approach between recipients and donors.”

Would like to discuss with TFCs


Contingency plans for a range of undesirable scenarios



Health care



Denial of insurance when changing jobs



Being fired for taking too much time off for recovery (has happened)


Informed consent should include understanding of financial impacts

RECIPIENTS -- WITH & WITHOUT CONTACT WITH TFC  -- COMMENTS (19)

Bottom Line


No surprises for the patient or patient’s family


Discuss not only the cost of the initial transplant, but the ongoing expense of compliance.


Give the candidates HOPE that they can get a transplant without financial ruin

Need to make your presence known


Postings on bulletin boards, brochures, calling cards


“I was not aware of anyone who would or could help me.”


Be sure the patient knows where to go for help


“I would love to know what to ask, who to turn to.”

Know Medicare benefits 


Explain Medicare coverage and how to apply for it.


“I never received all of the Medicare benefits I should have received!”


“I filled out the Medicare form but that was the last I ever hear about Medicare.  No one ever asked me if I wanted to have Medicare or my private insurance pay for my tx.”


Medicare benefits change as recipients’ roles change (i.e. initially eligible because of dialysis, then 3 yrs post-tx coverage, then 65-yr old benefits)  These changes are confusing.  

Know military/Tricare/VA benefits


Not many candidates with this eligibility, but the number of veterans and military retirees is increasing.  Consider the current Guard and Reserve commitment in Iraq and Afghanistan right now.

Be persistent in communicating w/ patients – patient doesn’t know what he doesn’t know


One person found a phone msg “in case we had any questions.”  There was never any direct contact


Ask open-ended questions.  The patient doesn’t know what’s important to tell you.  Listen.


Repeat yourself: “I was too sick for anything to sink in the first time.”


Make yourself easy to understand – 4th grade level


Have the basic info at hand – what’s going to happen, how much will it cost?


Especially in the early days, let the patient know that it takes TIME to process claims and they should not be alarmed.

Need for ongoing availability of the TFC to patients in post-tx yrs


Understand the current cost of drugs, labs, doctor visits, etc and counsel all recipients post-tx.  Be willing to work with recipients and doctors to switch to generics as possible – know when generics become available.


Help recipients understand consequences of changing transplant centers – drug and labs protocols may differ among centers.  Help the recipient know what question to ask.

Contingency planning or back-up planning


It would have been reassuring to know of options had my current insurance been cancelled or I needed to change insurance due to increasing costs.


Changing insurance companies (post-transplant) was very difficult due to the pre-existing conditions.  It would have been good to have had someone to talk with.  A social worker eventually headed us to the right place (state-sponsored health insurance).

Build a network and let it work for your clients


Know about the most common insurance companies/HMOs.  Is there an insurance company case manager available?


Know about appeals processes in insurance companies – know the questions to ask and when not to take “no” for an answer.  


“Folks at the Social Security office were very helpful” “Folks at the Medicare office were not qualified to answer my question or simply uncooperative.”   Maybe by finding and educating a contact, everyone would benefit.

Know about fundraising if that will be necessary


Help the candidate/family develop his/her own plan


Direct candidate/family to organizations that will help in fund raising if necessary


Be able to discuss the balance between more expensive insurance vs the cost of continuing care.
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