
Welcome to 
Transplant 
Education Day
August 5, 2025
Morrisville Conference Center



Thank You To Our Event Sponsor



Housekeeping Items

• Be sure to stop by the Registration Table for your event bag
• Session Feedback Forms inside event bags
• Bathroom and exit locations
• Masks are highly encouraged – Following UNC JRTC Policy
• Lost and Found located at the Registration Table
• Vendor Tables are excited to meet everyone!
• Raffling off gift baskets at the end of the day – must be present to win!
• Live interpretation for our Spanish speaking patients
Questions?
 Planning Committee members have BLUE nametags
 Volunteers have PINK nametags



Morning Kick-Off

Chirag Desai, MD, FACS
Transplant Medical Director

Liver Transplant Surgical Director

Deborah Erickson, BN, MS, PhD, RN
Transplant Administrative Director



Luther Bartelt, MD, DTM&H, FIDSA

 Transplant Infectious Disease Physician 

Caryn Lynn, BSN, RN

Post Lung Nurse Coordinator

Travel Panel



MORNING BREAK
10:20 – 10:40 a.m.



Restoring Life Together: The 
Caregiver’s Role in Transplant, 
Recovery, and Renewal

Eileen Burker, PhD, CRC

Cardiothoracic Transplant Psychologist



Restoring Life Together: 
The Caregiver’s Role in 

Transplant, Recovery, and Renewal

Eileen J. Burker, PhD, CRC



• The Importance of Caregiving

• Benefits of Caregiving to the Caregiver

• Stress of Caregiving

• Relationship Changes in Caregiving

• What Helps the Caregiver

Plan for Today:





• Lung tx patients who felt they had high levels of social support  
were:

• more likely to take immunosuppressants as prescribed

• more likely to do BP monitoring, follow a diet, exercise and do home 
spirometry and 

• less likely to return to smoking! (Dew et al., 2008).

• Transplant recipients with high quality caregiver relationships had 
less psychological distress & the highest self-care agency scores . 
(DeVito-Dabbs, 2013).

Caregiving is critically important



• For pediatric heart, liver, lung and intestine transplant recipients, 
lower parent and family stress was associated with better 
adherence to post-transplant medications.

• Healthier family functioning was associated with fewer medication 
barriers, less frequent forgetting medications, fewer scheduling 
problems, and less resistance to taking medications. 

• Also, fewer hospitalizations and better quality of life after 
transplant. 

      (Cousino, et al., 2017)

Caregiving is critically important



Strong spousal 
support improves 
post-op recovery 
    
  (Cater & Taylor, 2016).

Caregiving is critically important



Benefits of 
Caregiving to 
the Caregiver





Getting through something 
extremely stressful can 
result in positive changes→

post-traumatic growth.

Benefits of Caregiving to the Caregiver: 
Post Traumatic Growth 



• When you go through something very 
stressful/traumatic, you can have 2 different types 
of thoughts:

• Negative/Distressing thoughts  

Or 

• Thoughts that attempt to make meaning from the 
stressor

Getting through something extremely stressful can 
result in positive changes-->post-traumatic growth.

Benefits of Caregiving to the Caregiver: 
Post Traumatic Growth 



PTG is a way you make meaning from something you go through that 
is really stressful.

People who experience PTG:

• see changes in personal strength, they feel more equipped to handle 
tough situations, “If I can handle this, I can handle anything.” 

•  feel that they have new possibilities (new interests, new life paths). 

• have more compassion, feel more connected with people in general.

• have a greater appreciation for life. Don’t take life for granted. Spend 
more time with family.  Maybe have a stronger faith. 

Benefits of Caregiving to the Caregiver: 
Post-Traumatic Growth (PTG)



In a study of caregivers of heart, kidney and liver transplant 
patients: 

• 89% reported medium to high levels of PTG

• Women had higher levels of PTG than male caregivers.

• The highest area of growth in PTG was “appreciation of life.” 

• Children and young adult transplant recipients and their 
parental caregivers had highly correlated PTG scores.  Maybe 
bc parental caregivers who experience PTG talk with their 
children to talk about the positives of transplant.

         (Triplett et al., 2022)

Benefits of Caregiving to the Caregiver



Caregivers can experience 
positive and negative 
emotions at the same time. 

The Ups and Downs of Caregiving



Stress of Caregiving



Caregiving strain can occur before and after transplant.

• In a study of pre- and post-liver tx caregivers, 45%/32% reported low 
life satisfaction and high caregiving strain (59%/81%). 

• Most common types of strain:
• Having to make emotional adjustments

• Poor sleep

• Changes in personal plans

• Competing time demands

Higher strain was associated with shorter time since transplant.
        (Rodrigue, et al., 2011)

Stress of Caregiving on the Caregiver 



• Caregivers for lung tx patients reported significant fatigue, 
depression and financial worries pre-transplant (Lefaiver, et al., 2009)

• Anxiety about not knowing when the transplant will happen

• “My life was in limbo. I couldn’t make any long-term plans because I 
didn’t know when I would have to drop everything and go.”

• Financial Stress—taking time off from work, leaving their home 
unattended for extended periods of time. [80% of spouses 
reported illness-related financial stress.]

• Unexpected complications—Staying in the hospital longer than 
expected, driving back and forth to be with your person multiple 
times daily.                                                            (Yagelniski, et al., 2020)

Stress of Caregiving to the Caregiver 



Caregivers may take on additional responsibilities in the home, 
become the  breadwinner, become a nursing asst, warden, etc. (Ussher, et 

al., 2010).

Spouse caregivers may have more emotional and psychological 
distress than the transplant patient (Bohachick & Anton, 1990).

Caregivers may feel guilty—” It’s hard to find time for self-care and 
when you do, you feel guilty.”

Some caregivers report post-traumatic stress symptoms.

Stress of Caregiving to the Caregiver 



Pre-transplant caregivers are worried 
about the amount of information they have 
to take in and the pressure to understand 
everything that is going to happen to have 
a better sense of control over the 
situation.

Post-transplant caregivers are worried 
about dilemmas that may come up and 
taking care of the transplant recipient.

       
   (Gray, et al., 2025).

Stress of Caregiving



• Increased stress, increased sense of burden, PTSD symptoms in 
family members related to pediatric SOT patients (Cousino et al., 

2017; Poloméni et al., 2016) 

• Increased psychological distress, decreased physical health, 
quality of life changes, increased fatigue, changes in sleep and 
sexual functioning (Dew et al., 2023; Lynch et al., 2017; Poloméni et al., 

2016)

Stress of Caregiving  



Another Stressor can be  
Relationship Changes





The transplant recipient may go 
through mood changes—more 
irritable, more sad, more anxious.

Frustration levels increase. 

Anxiety increases.

Those things stress the relationship.

After the Transplant: Relationship 
Changes



Stress doesn’t go away right after 
transplant.

• Feeling that the recipient is not 
working hard enough, not being 
compliant, OR is giving up can 
lead to the caregiver feeling angry 
or resentful. 

• Men and women may react 
differently (Ussher, et al., 2010).

After the Transplant: Relationship 
Changes



Stress doesn’t go away right after transplant.

In a study of pediatric liver, kidney, heart and 
bone marrow transplant recipients, 56% of 
mothers had high levels of parenting stress 
at 1 month post. 

41% still had high levels of parenting stress 
at 6 months post.    (Rodrigue, 

1997)

After the Transplant: Relationship 
Changes



“No matter what, just because the transplant 
happened it’s not over and done with. You still have 
worries. You don’t just completely come out of it.”

“There were a couple of family events that we went to 
and everyone circled around X, rightfully so. But after I 
spent 4 months being her sole caregiver, I very quickly 
became a nothing and that was a bit emotionally hard 
to deal with. Nobody focused on what I had given up to 
be a caregiver.”     

     (Yagelniski, et al., 2020).

After the Transplant: Relationship 
Changes



• “After the transplant I felt like I wanted to push 
them away, because I felt trapped and 
suffocated.” 

• “I have never expected to be treated differently 
and I don’t want special treatment.” 

• “People think everything goes right back to 
normal, but they don’t know about biopsies and 
rejection and scans.” 

    (Waldron et al., 2016)

After the Transplant: Relationship 
Changes



Separating from illness and 
working toward a new normal – 

integrating transplant into 
identity (Waldron, et al.,2016).

After the Transplant: Relationship 
Changes



Caring for the 
caregiver helps the 
caregiver and also 
helps the transplant 
candidate/recipient.

Caring for the Caregiver



What Caregivers 
Say Helped Them 
During the 
Caregiver Process 



Self-care!

“Number one is just making sure you take care of yourself. 
If you don’t take care of yourself, it’s pretty hard to look 
after somebody else.” 

“When the person is in the hospital, it’s really good to work 
on yourself. You need the rest…Try and rest because you 
are going to be busy with your person 24/7 when they get 
out.”

“I should have taken time off from work….I was burning the 
candle at both ends. In hindsight, take time off before all 
this, you are going to need that time.”

What Caregivers Said Helped Them 
During the Caregiver Process 



Self-care!

“Keep a record of emotions and information. 
Sometimes you won’t remember what you did last 
week because you’re stressed.”

“My attitude was—we will deal with things one day 
at a time.”

“Hold onto your optimism.” 

What Caregivers Said Helped Them 
During the Caregiver Process 



Caregivers need a support network.

“You have to lean on your other people and when you are home, lean on your 
family and friends.”

“If you don’t talk to somebody you are just going to sink.”

“You are going to be in a group, or in the waiting room, make sure you talk with 
other transplanters. You will always pick up a tip on how to do something or 
where to go to relax. Talk to the other caregivers.”

“I had friends to talk to, but it wasn’t enough. That’s why it’s important to have 
a supportive group of people in the same situation.” 

Caregiver Support Network



• Having enough resources

• Education about the process.  Lack of information is a 
common stressor--more education and information to 
decrease uncertainty is helpful (Carter & Taylor, 2016).

• People acknowledging the burden/stress/effort

• Remaining active in your social roles

• Humor

• The team recognizing that the caregiver has a right to their 
own support and their needs should be acknowledged too.
     

      (Blum & Sherman, 2010).

Caregiving: What helps?



WHAT CAREGIVERS SAID HELPED THEM

EXERCISE & TRAINING PROGRAMS

PEER SUPPORT

PROFESSIONAL ADVICE

RESPITE SERVICES

Glaze et al. (2021), Gray et al. (2025), Jesse et al. (2021), & Laudenslager et al. (2019)





Therapy/Counseling can help you:

• Learn new functional coping strategies

• Learn stress management skills for your tool box.

• Identify your values and set goals

• Identify negative thinking patterns

• Talk with an objective listener

• Identify and pay attention to the positive aspects of life

• Learn mindfulness to stay focused on the present

• Discuss interpersonal challenges, work through new/changing roles

• Work on communication between family members and friends (Waldron, et al, 
2016)

• Research shows that support groups decrease anger in heart tx recipients 
(Engle, 2001).

Psychotherapy/Counseling



Questions/Comments?















Bridges of Hope: 
Connecting Through 
Words and Education

Aliyah Bryant, MPH, CHES, CHWC

Christina Godfrey, BA

HonorBridge



Bridges of Hope:
Connecting Through Words and Education



For nearly 40 years, HonorBridge has been saving and healing lives through organ and tissue donation 
for transplantation. As a highly respected organ donation and tissue recovery organization, 
HonorBridge is the bridge between people who need transplants and the donors who make those 

transplants possible.

With offices in Chapel Hill, Greenville, and Winston-Salem, NC, HonorBridge:

• honors the decisions of donors and their families to give the gift of life;
• employs approximately 180 passionate and hard-working personnel in clinical and administrative positions;
• educates North Carolinians to become registered organ, eye and tissue donors at the DMV or by going online at 

HonorBridge.org;
• has meaningful conversations with families during their darkest days;
• facilitates the recovery of donated organs and tissues for transplantation and research; provides comfort, care, and 

education to those same grieving families.



Connecting Through Words
Writing to Donor Families

Share Your Story



Writing to Donor Families

What matters most is not the words you 

choose, but the act of writing from the 

heart. Your letter is a powerful gesture of 

gratitude and connection – and that 

alone can bring immense comfort to a 

grieving family.



Why Write to Your Donor's Family?

Honors your 
donor's legacy 
and gift of life.

Offers comfort 
and healing to 

grieving families.

Expressive 
writing can be 
deeply healing 
for recipients.



What To Include in Your Letter

✓First name, age, state

✓A bit about your life before transplant

✓How your life has changed – family, hobbies, future plans

✓Gratitude for the gift and how it’s impacted you and your family

✓It’s okay to share challenges – transplant isn’t always easy



How to Send Your Letter

Give it to your 
transplant 

coordinator.

1
Submit a note 

through 
HonorBridge 

website or email it 
directly.

2
Mail it to the 

HonorBridge office 
in Chapel Hill.

3
Call and share your 

message via 
phone. We will 

transcribe.

4



The Correspondence Process

LETTERS GO 
THROUGH 

SEVERAL STEPS TO 
PROTECT PRIVACY 

AND ENSURE 
CONSENT

MAY BE REVIEWED 
BY HONORBRIDGE 

AND/OR OTHER 
OPO

PLEASE BE PATIENT 
– DELIVERY MAY 
TAKE SEVERAL 

WEEKS OR 
MONTHS

SOME OPOS 
ALLOW SHARING 
OF IDENTIFYING 
INFO, OTHERS 

REQUIRE CONSENT 
FORMS



Keep in Mind…

• Writing is always optional and personal – for both you and the donor family

• Not hearing back does not mean your letter was not meaningful

• Donor families often wait to hear from a recipient prior to writing

• If both families want to connect, direct contact may be possible. Though 

meetings are rare, they can be very meaningful



How You Can Make A Difference

Send a letter to your donor’s family!

Your gratitude and acknowledgement of the gift helps others find 
peace – and inspires future donors! Become an advocate!

Encourage others to sign up as organ, tissue, and eye donors!

Share your story in your community and with HonorBridge!





Connecting Through Education
Creating Life-Saving Partnerships

Volunteer With Us (HonorBridge Advocates)



Creating Life-Saving Partnerships
You can engage or partner with us through:

▪ Volunteering 
▪ Workplace Partnerships
▪ Campus Outreach
▪ Faith-Based Outreach
▪ Community Involvement



Creating Life-Saving Partnerships

Activities from our partners and volunteers:
• Residence Hall or Workplace Donor Drives
• Hosting lunch-and-learn
• Coordinate department challenges
• Student groups
• Health fair or holiday festival
• Congregational health ministries
• Book signings
• Run/Fitness/Sport events

The opportunities are only limited by your 
imagination!



If you are interested in:

• Raising awareness about donation
• Honoring your loved one
• Sharing your story
• Encouraging and empowering others

You are perfect for:
• Advocates for Life
• DMV Ambassadors (DLNC)

• Administrative Assistants

HonorBridge Advocates Program



Beyond the Gift: 

When Donor Families and Recipients Meet

Featuring:

Mary Minsk & Mary Cartwright, Donor Family of Celina Minsk 

Shannon Turner, Double Lung Recipient







Ways to Get Involved!
Staying Engaged After Transplant

Lily Whitton, LCSW, CCTSW, CCSW-MCS

Heart Transplant Case Manager



UNC Health

Ways To Get Involved! 
Staying Engaged after Transplant



UNC HealthUNC Health

Gratitude

72



UNC Health73

• It’s always nice to say thank you!

• You can write to your donor family.

• Your donor family can write to you.

• Communication must be anonymous at first, through HonorBridge. 

  Visit their table today!

Communication with Your Donor Family



UNC HealthUNC Health

Policy Wonks Needed!

74



UNC Health75

What is the OPTN?

• Public/private partnership

• Goal: Improve the U.S. system so that more life-saving organs are available for

transplant

• Makes rules about operations and professional membership

• Links all US professionals involved in transplantation and donation

• Solicits public comment about issues of concern to the transplant community

• Has over 300 volunteers

Organ Procurement & Transplantation Network



UNC Health76

How to get involved:

• Attend Regional 11 Meetings, held twice a year

• In person, in Charlotte, NC for our Region 11

• Virtually

• Submit public comment on policy and bylaws proposals

• Feedback is sought at least twice a year.

• Comment is considered prior to adoption of changes.

• Join a committee

• Help shape OPTN policies in the continuous process of improving the nation’s transplant system.

• Three-year commitment with a minimum of two to four hours of meetings each month.

• Travel to two in-person meetings per year is required (expenses reimbursed).

Organ Procurement & Transplantation Network



UNC HealthUNC Health

Community and Service

77



UNC Health

Visit their table today!

• Games are held every 2 years

• July 5-10, Birmingham, AL

• Inspiring events:

• Opening ceremony

• Quarter Century Club Dinner

• Donor Tribute

• Workshops

• Competitions!

78

Transplant Games of America



UNC Health

Transplant Games of America
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UNC Health

Kayla Sanders, UNC double lung transplant 

recipient, 12/11/2013

Medals:

• Bronze in the 60m dash

• Bronze in 4x100m relay 

• Silver in Team Basketball 

• Gold in Women’s Pickleball

• Gold in Mixed Pickleball

Transplant Games of America - July 2024

80
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Hospital Volunteer Opportunities

81







UNC Healthvolsvcs@unchealth.unc.edu84

There’s a volunteer activity for everyone!



LUNCH AND 
SOCIALIZING

12:00 – 1:00 p.m.
Visit the Selfie Station!



Housekeeping Items

• Continue to provide fill out Session Feedback Forms
• Lost and Found located at the Registration Table
• Vendor Tables will be available during afternoon break
• Raffling off gift baskets at the end of the day – must be 

present to win!



Group Energizer Activity

Kimberly Lemasters Walker, MPA
Transplant Quality & Organizational Excellence Leaders



Afternoon Kick-Off

Esteban Calderon, MD
Abdominal Transplant Surgeon



Clearing the Fog: Understanding 
Memory and Other Cognitive 
Changes After Transplant

Rebekah Nash, MD, PhD

Assistant Professor, Psychiatry



Rebekah Nash, MD PhD

Consultation-Liaison Psychiatry

University of North Carolina School of Medicine

Clearing the Fog: Understanding Memory and 
Other Cognitive Changes after Transplant



Goals for today

• What do we mean by  “memory”?
• How is it measured?
• Risk factors for “brain fog”, other cognitive impairment
• What diagnoses are associated with cognitive impairment?

• How common are memory concerns after transplant?
• What can we do to improve/maintain memory?






