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On April 19, 2019, The LLF took part 
 in the first-ever unmanned aircraft  
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a letter from charlie
When I think about how far the field of organ, eye, and tissue donation has 
come since I first started with The Living Legacy Foundation of Maryland 
(The LLF), I can hardly believe the progress we have made. We were a 
small team of roughly 50 team members dedicated to making a difference 
for those in need of a life-saving or healing transplant. We coordinated 
maybe 75 organ donors per year. Now, while we are still a dedicated group 
committed to that mission, our team has grown to over 160+ staff members. 
We consistently work with over 900 organ, eye, and tissue donors and 
their families per year. Those numbers are truly humbling.

However, it’s not just about the numbers. Medical advancements for 
potential donors and recipients with HIV, hepatitis C, kidney disease, 
and more, don’t just decrease the waiting list – they create opportunities 
for more people to give the gift of life. More families to find meaning  
in their loved one’s donation. More hope to everyone diagnosed with  
a disease that was once upon a time incurable. 

In this issue of Connections, we are sharing some of the most recent 
advancements in our field. From the drone delivery of a kidney for 
transplant to new donation opportunities for patients with HIV or 
hepatitis C (learn more on page 3), the technological and medical 
improvements being made today are almost too futuristic to believe.  
We are so proud to work with the brilliant teams at our two transplant 
centers, University of Maryland Medical Center and The Johns Hopkins 
Hospital, who are at the forefront of these advancements. 

But advancements in donation and transplantation do not just mean  
technological or medical innovations. We are proud to also focus on 
reinventing how we approach community outreach and public and 
professional education through initiatives like The Decision Project (read 
more on page 14) and our internal Donation University and simulations 
(page 5). We need to focus on both the clinical and community side of 
donation in order to truly make a difference. 

As always, don’t miss the recaps of some of our most recent events 
including Donate Life Month, the Volunteer Collaborative, and our 
Ceremony of Remembrance. We also have a great flowchart feature  
in this issue to help anyone answer the question: “Can I Be a Donor?” 

As I reflect on the incredible advancements and innovations in this field 
during my time at The LLF, I am filled with gratitude for the many people 
and organizations who make it all possible. To everyone who supports  
our mission – hospital partners, The LLF team and volunteers, MVA  
staff, community partners, and of course, the generous donors and their 
families – we could not do what we do without you. Thank you.  

Members of The LLF team (from left: Melissa Davis, 
Katrina Arevalo, Charlie Alexander, and Kate LoVerdi) at 
the launch of the first-ever unmanned aircraft delivery of a 
donor kidney for transplant on April 19, 2019, in Baltimore.
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Donate Life  
Family Fun Run
SEPT. 14, 2019 

Get your race gear ready for the 11th 
annual Donate Life Family Fun Run. 
On Sept. 14, join donor families, 
transplant recipients, and supporters 
as we walk and run in memory of those 
who have given the gifts of life and 
hope and for those on the Maryland 
transplant waiting list. 

The Family Fun Run includes a 5k 
run, 5k walk, and a 1k walk around 
Camden Yards Complex. Besides the 
race, your family can participate in a 
variety of activities like face painting, 
dancing, and games. Capture memo-
ries at our photo booth, snag some 
treats from local food trucks, and 
share your reason for participating  
at our “Why We Run” art installation. 

Can’t make it to the race in Baltimore? 
Register yourself as a virtual participant!

All proceeds from the event fund  
The LLF’s outreach and education 
efforts as well as aftercare programs 
for donor families. 

Register yourself and/or build your team 
today at www.donatelifefunrun.org.  

The 2019 Donate Life  
Gospel Fest
NOV. 16, 2019 

The 9th annual Donate Life Gospel 
Fest is on Nov. 16, 2019. During 
National Donor Sabbath, Gospel Fest 
celebrates the generosity of donors 
and educates the community about  
 

the life-saving gift of donation. Taking 
place at the Cornerstone Church of 
Christ in Baltimore City, faith leaders, 
donor families, transplant recipients, 
and community members will come 
together for a night of music from local 
gospel artists and inspiring speakers 
sharing their experiences with organ, 
eye, and tissue donation. 

Don’t miss Gospel Fest! Follow us  
on social media at @TheLLF for 
event updates. 

mark your calendar
The Living Legacy Foundation hosts and participates in several annual events to raise awareness for donation  

throughout the year. Is there a donation or health related event in your community or workplace where you would  
like to see us? Please let us know by emailing communications@thellf.org. 

Celebrate Generosity 
Throughout the Year!
Honor organ, eye, and  
tissue donors and  
spread a message  
of hope all year.

MVA  
Appreciation  

Week
SEPT. 23-27

National  
Donor Sabbath

NOV. 15-17

KEEP UP TO DATE WITH  
EVERYTHING LLF BY  
FOLLOWING US ON  
SOCIAL MEDIA!

facebook 
The Living Legacy  
Foundation of Maryland

twitter @TheLLF

 @TheLLF

youtube LivingLegacyMD

Donate Life  
Float at the  

Rose Parade
JAN. 1, 2020
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Medical professionals such as Dr. Niraj 
Desai and Dr. Christine Durand at The 
Johns Hopkins Hospital, among others, 
are working on ways to decrease the 
number of people waiting and to reduce 
the number of deaths that occur while 
on the waitlist. They, and like-minded 
physicians at other centers, are safely 
transplanting organs from donors with 
hepatitis C into recipients who do not 
have hepatitis C.  

Dr. Desai, Surgical Director of Kidney 
and Pancreas Transplant and Assistant 
Professor of Surgery at The Johns 
Hopkins School of Medicine, estimates 
that over 500 hepatitis C kidneys were 
previously discarded due to few kidney 
transplant patients on the waiting list 

with hepatitis C. New treatments for 
curing hepatitis are changing that.

what is hepatitis?
Hepatitis C is a blood-borne viral 
infection which mostly affects the 
liver. The Centers for Disease Control 
estimates that 3.5 million Americans 
are living with hepatitis C and almost 
half of those people are unaware they 
have the virus. Hepatitis C kills more 
Americans than many other illnesses 
combined. Since 2010, the number  
of diagnosed cases has more than 
doubled, in part due to the increase  
of people using injectable drugs. 

Many patients with the virus develop 
a state of chronic infection, which, 

Dr. Niraj Desai (top) and Dr. Christine 
Durand (bottom). Photos courtesy of  

Johns Hopkins Medicine

doctors 
finding  

new ways

s av e
l i v e s 
J
through  

transplant

N ationally, the waiting list for life-saving organs exceeds 110,000 with  
more than 3,000 of those patients living here in Maryland.
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over the years can lead to scarring of 
the liver, cirrhosis, liver failure, cancer, 
and death. About half of those waiting 
for a liver transplant are in need due  
to hepatitis. Past treatments for 
hepatitis were not only difficult on  
the patient, but also only had a 50% 
success rate and many negative  
side effects.

Now, there are treatments that can 
actually cure hepatitis C. These direct 
acting antivirals have a 98–100% 
success rate for clearing the virus.  
The treatment lasts about 8 to 12 
weeks with minimal side effects. 
You’ve probably seen at least one 
commercial on television about these 
new medications!

the impact  
on donation
These positive advancements made 
Dr. Desai, Dr. Durand, and their 
colleagues start thinking about how 
this could impact patients waiting  
for a life-saving transplant. In  
2018, they completed a small study, 
known as EXPANDER (Exploring 
Renal Transplants Using Hepatitis C 
Infected Donors for HCV-Negative 
Recipients), where they transplanted 

ten kidneys from donors with hepatitis 
C into ten patients without hepatitis 
C. In their study, the recipients took an 
antiviral treatment before transplant; 
in five recipients the virus was never 
detected and in the other five, only low 
levels of the virus were found, and 
they were cleared in about a week. 
None of the patients ever experienced 
symptoms of the disease. In all cases, 
the transplants were successful.

Now in multi-center trials across  
the country, the number of hepatitis C 
organ transplants continues to increase. 
Since the transplants proved successful 
with kidneys, other organs such as 
livers, lungs, and hearts are being 
transplanted now as well. In fact,  
a former colleague from The Johns 
Hopkins Hospital, Dr. Robert “Bob” 
Montgomery, now director of the  
NYU Langone Transplant Institute, 
received a heart transplant from a 
hepatitis C donor. 

Dr. Desai is encouraged by the results 
seen at Hopkins and across the country. 
He sees opportunity to reduce waiting 
time, improve outcomes, and increase 
the impact of generous donors. So far, 
there have been several hundred such 
transplants done across the country.  

Increasing the use of hearts and lungs 
from donors with hepatitis C could  
save hundreds of lives each year. We 
are so inspired by the medical field 
coming together to utilize current 
medical advancements to enhance  
the generous gifts given by donors.  

sources
Centers for Disease Control Newsroom
https://www.cdc.gov/media/releases/2016/ 

p0504-hepc-mortality.html

One Year Post Transplant, Recipients  
of Hepatitis C Kidneys Disease-Free
https://www.hopkinsmedicine.org/news/newsroom/ 

news-releases/one-year-posttransplant-recipients-of- 

hepatitis-c-kidneys-disease-free

Expanding the Kidney Donor Pool  
with Hepatitis C-Positive Donors
https://clinicalconnection.hopkinsmedicine.org/news/expanding- 

the-kidney-donor-pool-with-hepatitis-c-positive-donors

The Doctor As Patient: Dr. Montgomery's Journey  
from Transplant Surgeon To Recipient and Back
https://www.youtube.com/watch?v=FPVqSNmijHQ

110,000+
 Americans are  

waiting for a  
life-saving organ 

3.5 
million 

(estimated) Americans  
are living with  

hepatitis C
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Continuous improvement is one of the core values for us here at 
The LLF. In the past few years, we’ve had tremendous growth in 
our efforts to strengthen education and training opportunities 
for not only our staff, but also hospital and community partners. 

THE SIMULATION LAB
Our in-house state-of-the-art simulation lab, built in 2016, allows us to offer 
training opportunities for innovative clinical methods, effective and compas-
sionate family care, and even best practices for community outreach and 
education. The lab’s high-fidelity human simulator enables us to train clinical 
teams with the goal of optimizing the donation process and honoring the gifts  
so generously provided by donors and their families. 

In 2018, we introduced a Standardized Participant (SP) program, modeled on 
national best practices for simulation. SPs take part in simulations and serve  
in roles as family members, healthcare colleagues, and community members to 
provide our teams invaluable “real life” experiences to help them learn essential 
skills for their roles. Our program has generated great interest from other donor 
programs throughout the country seeking to develop simulation programs, as 
well as from our local hospital partners. 

DONATION UNIVERSITY
In 2017, The LLF started a training program for internal education: Donation 
University. The model ensures standardized training to new and current staff, 
utilizing diverse modalities including didactic sessions, role play, demonstrations, 
skills labs, and simulation. A primary goal of the program is to increase new 
team member competence and confidence while decreasing the length of the 
orientation and training period. We have so far seen training time for new team 
members decrease by 20% while also increasing the level of competency. 

Above all, these educational initiatives provide the opportunity, through excellence 
in training and a commitment to continuous improvement, to better serve our 
donors and their families, our hospital partners, and recipients and waitlist 
candidates in need.

EDUCATION 
AT THE LLF AND BEYOND

During educational simulations, Standardized 
Participants (SPs) take on many different roles 
(such as a donor family member, pictured above) to 
help The LLF's teams and outside partners learn 
how to best support and work with families, hospital 
partners, and others.

*as of June 18, 2019
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This past spring, The LLF was proud 
to be part of the first-ever unmanned 
aircraft transport of a donor organ  
for transplant. The flight on April 19, 
2019, was a collaboration between 
transplant physicians and researchers 
at the University of Maryland School 
of Medicine, aviation and engineering 
experts at the University of Maryland, 
University of Maryland Medical Center 
(UMMC), and The LLF. The organ 
was loaded for transport near The LLF 
office in Halethorpe, MD, and traveled 
just under three miles to UMMC where 

it was successfully transplanted into  
a 44-year-old woman from Baltimore 
named Trina Glipsy.

Beating the organ transplant clock is 
one of the most complicated aspects  
to the process. Transport methods 
usually involve expensive chartered 
flights or rely on variable commercial 
flights. Current methods also don’t 
adequately cover many parts of the 
county, such as rural or geographically 
remote areas, which limits access in 
these areas both to organ donations 

and organ transplants. The LLF’s CEO 
Charlie Alexander said, “This project 
by the University of Maryland is 
incredibly important. If we can prove 
this works, then we can look at much 
greater distances of unmanned organ 
transport. This would minimize the 
need for multiple pilots and flight time 
and address safety issues we have in 
our field.”

“This whole thing is amazing. 
Years ago, this was not 
something that you would 
think about." 
— Trina Glispy, drone-transported 

kidney recipient

USING DRONE TECHNOLOGY  
TO IMPROVE ORGAN TRANSPORT

While the process of donation and transplantation is remarkable in itself, there have been a number of recent 
developments that are truly astounding. From increasing the number of organs available for transplant 
through disease prevention and treatment to finding new ways to make the process itself more efficient,  
it is quite an exciting time to be in this field! 

 ADVANCEMENTS 
IN 
DONATION AND 
 TRANSPLANTATION

The drone carrying a donor kidney for transplant at University of 

Maryland Medical Center makes a historic flight over Baltimore 

on April 19, 2019.
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You may or may not have heard  
about this one: APOLLO is a national 
observational study launched by the 
National Institutes of Health (NIH) 
and coordinated by the Wake Forest 
School of Medicine and 13 “network 
hubs” that will work with all of the 
transplant programs in the U.S. 
(including The LLF). 

It has been known for decades that 
African Americans have a higher 
risk for end-stage renal disease and 
require dialysis treatments 3-4 times 
more often than other ethnic groups. 
In 2010, a major research discovery 
showed that small changes in a single 
gene, the APOL1 gene, contributes  

to this increased risk. The purpose of 
the APOLLO study is to improve the 
lives of those who donate or receive  
a kidney by learning more about the 
genetic variations in the APOL1 gene 
that are found in some people of 
African descent. Results of this study 
have the potential to improve outcomes 
for all people with end-stage renal 
disease. An important component  
of this study is NIH’s development  
of a Community Advisory Council, 
which includes diverse members  
who have been impacted by kidney 
disease. The Council provides trans-
parency, guidance, and oversight of 
the study’s work. 

Innovations in medical science have 
provided a greater understanding 
about HIV and led to significant 
advances in the treatment of HIV+ 
patients. The HOPE Act, signed in 
2013, permits HIV+ organ donors to 
donate to HIV+ transplant recipient 
candidates. By increasing the number 
of organs available, everyone on the 
waitlist benefits. Based on research  
by The Johns Hopkins Hospital, it  
is projected that, on an annual basis, 
approximately 600 HIV+ donors could 

potentially save the lives of more  
than 1,000 HIV+ patients in need  
of transplantation. 

The first transplants from HIV+ 
deceased donors to HIV+ recipients 
were performed in 2016 at The Johns 
Hopkins Hospital. Recently, in March 
of 2019, Hopkins surgeons performed 
the first living kidney donation between 
HIV+ patients in the U.S.

HIV+ living donor Nina Martinez with 

transplant surgeon Dr. Dorry Segev.  

Credit: Johns Hopkins Medicine

APOLLO STUDY: IMPROVING OUTCOMES  
FOR KIDNEY RECIPIENTS AND LIVING DONORS

“What’s meaningful about the first living kidney donor – who  
is also living with HIV – is that this advances medicine while 
defeating stigma, too. It challenges providers and the public  
to see HIV differently. As patients waiting for a transplant see 
that we’re working with as many donors as possible to save as 
many lives as possible, we’re giving them hope. Every successful 
transplant shortens the waitlist for all patients, no matter their 
HIV status.” 
— Dr. Christine Durand, Associate Professor of Medicine and Oncology and member 

of The Johns Hopkins Sidney Kimmel Comprehensive Cancer Center

HOPE ACT: MAKING  
HIV+ TO HIV+  
TRANSPLANTATION  
POSSIBLE

For more info, please visit 

www.theapollonetwork.org 
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First Living Donor HIV-to-HIV Kidney Transplant in the U.S. 
https://www.hopkinsmedicine.org/news/newsroom/ 

news-releases/first-ever-living-donor-hiv-to-hiv-kidney-transplant

New National Liver Transplant System Takes Place  

https://optn.transplant.hrsa.gov/news/ 

new-national-liver-transplant-system-takes-effect

Policy Modification to Lung Distribution Sequence  
https://optn.transplant.hrsa.gov/news/ 

policy-modification-to-lung-distribution-sequence/

University of Maryland’s Schools of Medicine and Engineering 
First to Use Unmanned Aircraft to Successfully Deliver Kidney 
for Transplant at University of Maryland Medical Center 
https://www.umms.org/ummc/news/2019/ 

pioneering-breakthrough-unmanned-aircraft 

The goal of organ procurement 
organizations is to safely and effectively 
save lives through organ donation. 
This is done by matching organs from 
deceased donors with waitlist candi-
dates, but that’s where things get 
tricky. The waitlist is long (over 
110,000 right now) and one donor  
may have lots of potential matches 
based on medical criteria. How do we 
decide who gets the transplant? The 
United Network for Organ Sharing 
(UNOS) uses a computerized network, 
governed by allocation policies, to 
match donated organs with transplant 
candidates. The allocation policies 
(each organ has its own) lay out the 
process for matching these organs to 
the best suitable recipient(s) to save 
as many lives as possible. The goal  
of these policies is to ensure organs  
are matched fairly so that the organ 
goes to the sickest matching patient, 
regardless of the patient’s wealth, 
ethnicity, gender, age, location, or 
social status. 

Recently, the liver and lung allocation 
policies have been under close exam-
ination to ensure that they are in fact 

as fair as possible. Both allocation 
policies operated on a “local priority 
first” premise which meant that they 
were first offered to the sickest patients 
within a close geographic proximity 
first. This can lead to a big geographic 
disparity in how sick a patient needs 
to be before receiving a transplant.

The allocation policy for lungs was 
changed in late 2017 to include a 250 
nautical mile radius around where the 
organ is recovered. This gave many  
of the donor service areas with organ 
shortages access to organs from other 
regions. At this time, the allocation 
policy for livers is still being discussed 
and revised, but changes are expected. 

ALLOCATION CHANGES TO THE ORGAN TRANSPLANT PROCESS

SOURCES

Examples of the proposed 150 nautical mile parameter that livers would be matched on. 

Credit: UNOS.org

For more information about the  

changes to the lung allocation policy,  

please visit The LLF’s blog at 

www.infinitehopeblog.org. 
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On Saturday, March 23, The LLF office was abuzz as we hosted  
the third annual Volunteer Collaborative for our Donate Life 
Ambassadors. Thirty-one new and veteran volunteers joined  
The LLF staff and representatives from outside organizations  
to grow their knowledge and skills to raise awareness for organ, 
eye, and tissue donation in the community. Subjects including 
“Hot Topics in Transplantation,” persuasive speaking, and 
working with difficult people were covered by The LLF’s Director 
of Education Karen Kennedy and motivational speaker Rashad 
“Bowtie” Mills to help volunteers prepare to answer questions  
and share their personal stories with those in the public.

Attendees also learned about the results of recent focus groups 
held throughout Baltimore City to better understand people’s 
opinions about donation, their hesitations to register, and myths 
and misconceptions they have heard. This discussion armed 
volunteers with the ability to address these myths head-on in case 
they hear them while participating in community events or at 
education tables. Finally, attendees learned tips for speaking to 
the media and on-camera interviews from Barbara Kaylor, CEO  
of Rooftop Communications.

For more information on how to become a Donate Life Ambassador 
volunteer, please visit the “How to Help” link on our website, 
www.thellf.org, or email volunteer@thellf.org.

THE LLF’S 

Collaborative

Over 30 new and veteran volunteers (and one baby!) joined us for the third annual Volunteer Collaborative.

Karen Kennedy speaks to volunteers about the power of their story.

Responses to the question, “What’s one word to describe what you 
have experienced today?”

Volunteer
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For 23 years, The LLF has hosted an 
annual Ceremony of Remembrance  
to honor and celebrate the generous 
gifts of life and hope made possible  
by organ, eye, and tissue donors. On 
Sunday, March 31, 2019, more than 
600 donor family members gathered 
at Goucher College’s Kraushaar 
Auditorium to honor their loved ones. 
The ceremony was led by The LLF’s 
Karen Kennedy with presentations 
focused around a quote by Alice 
Hocker: “Your greatness is not what 
you have, but in what you give.”

The program featured live music, 
meditations, and a recipient slideshow 
expressing sentiments of gratitude 
and hope. Keynote speaker Woodly 
Thelusma, a two-time liver recipient, 
told inspiring stories from his personal 
transplant journey and shared appre-
ciation for his donors’ generous gifts.

One of the most moving presenta-
tions of the afternoon was the donor 
memorial slideshow. This year’s photo 
compilation featured 177 donors and 
donors-in-spirit. Donor family members 
in the audience lit individual LED 
candles as their loved one’s name was 

read and by the end of the slideshow, 
the entire auditorium was filled with 
soft twinkling light.

The program concluded with a special 
children’s presentation where they 
enthusiastically showed off paper 
leaves that they decorated in memory 
of their loved ones. After the ceremony, 
adult family members assisted the 
children in hanging their leaves on  
a life-sized tree that had been con-
structed in the lobby. The tree also 
displayed the names of the donors and 
donors-in-spirit who were honored 
during the memorial slideshow.

The ceremony was followed by a 
reception in the Rosenberg Gallery. 
Each guest received a handmade 
wooden lantern that was carved on four 
sides with the tree of life. Many families 
additionally honored their loved ones 
by pinning handmade quilt squares 
onto one of The LLF’s donor memorial 
quilts, which are displayed at various 
donation events across the state.

We are so grateful to all that join us  
for this memorial event to honor  
our selfless donors and celebrate the 
gift of life. 

Donor family members add a leaf to the 
tree in honor of their loved one.

Two-time liver transplant recipient  
Woodly Thelusma shares his story.

 
The LLF invites 

all donor families to the 
Ceremony of Remembrance 

for two years following their loved 
one’s donation. If you are a donor 
family member and would like to  
be invited to this event annually, 

please email cor@thellf.org  
and ask to be added to the  

“Always Invite” list.

CEREMONY OF  

REMEMBRANCE
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This past April, The LLF and organ procurement organizations across the 
country celebrated National Donate Life Month with the theme, “Life is  
a Beautiful Ride.” Our Community Outreach and Hospital Services teams  
took part in events throughout the state that raised awareness and honored 
those who have given the gifts of life through organ, eye, and tissue donation. 
These events included raising the Donate Life flag at hospitals, community 
information tables, donor wall ceremonies, media opportunities, and much more. 

#In1Word
You only need one word to potentially 
save up to eight lives and enhance up 
to 75 lives – “Yes!” This is the idea 
behind #In1Word, a social media 
campaign where we ask our followers 
to post a picture showing the one word 
that explains why they choose to be  
a registered organ, eye, and tissue 
donor. This is a great way to share your 
decision to be a donor and to start a 
conversation with those around you – 
not to mention a chance to win a night 
out with friends on us! We love seeing 
the compelling and unique reasons why 
our supporters choose to be donors and 
it is a great reminder of why we need 
everyone to be part of the conversation 
to bring an end to the transplant waiting 
list in Maryland.  

Blue and Green Day
Friday, April 12, was celebrated across 
the country as National Blue and Green 
Day. This was a day to wear your blues 
and greens (Donate Life colors!) to 
show support for organ, eye, and tissue 
donation. Staff from The LLF, Motor 
Vehicle Administration (MVA) offices, 

hospitals, as well as donor families, 
recipients, and donation supporters 
showed their support by wearing the 
colors and sharing on social media. 
We had some extra fun here at The 
LLF with our staff coming out in their 
blue and green scrubs, hats, dresses, 
and just about everything else! We 
capped off the day by raising the Donate 
Life flag at our office, honoring the 
generous donors and families we serve.

Flag Raisings
Since 2008, the “Flags Across America” 
campaign has highlighted the gener-
osity of organ, eye, and tissue donors 
throughout the country. Thousands  
of flags are raised every year honoring 
the donors from local hospitals as a 
part of this campaign. The LLF is proud 
to have participated in the campaign 
with “Flags Across Maryland,” raising 
Donate Life flags at 28 different 
hospitals, MVAs, and funeral homes 
throughout the state. Thank you to all 
our partners who showed their support 
for our cause this Donate Life Month!

DONATE LIFE MONTH     2019
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     resource spotlight

Why CGRAS?
We recently recognized that, compared 
to the entire state population, our  
grief support and resources were only 
reaching a small percentage of our 
Maryland community. It has been  
an important goal of ours to be able  
to pro vide grieving individuals a 
resource that combines informational 
and prac  tical resources about what  
to do in the days, weeks, and months 
following a loss. Grieving is hard 
enough, so we wanted to compile 
helpful information into one cohesive 
website: www.cgras.org.

What Does CGRAS Offer?
WHAT TO DO AFTER  
A LOSS – A CHECKLIST:

This is a printable checklist for people 
to use as a guide or reference point 
when trying to navigate immediate 
needs after a loss.

PRACTICAL RESOURCES: 

This section has contact information 
for various organizations that may  
be helpful if people need to: 
• request additional copies of  

death certificates;
• apply for burial assistance;
• report a death for someone  

who had received benefits;
• or make burial arrangements.

TIPS ON CARING FOR  
YOURSELF AFTER A LOSS:

Just as it sounds, this part of the 
website offers some insight on some 
things to expect after a loss and how  
to care for yourself over time.

INFORMATION ON DEATH 
FROM INJURY, HOMICIDE,  
OR UNUSUAL/SUSPICIOUS 
CIRCUMSTANCES:

Here, an individual will find information 
on how to contact the medical exam-
iner for autopsy reports, crime scene 
clean-up options, and information for 
victims of crime who may be eligible 
for extra benefits and support.

COMMON REACTIONS  
TO GRIEF AND LOSS:

Grief can impact us in so many 
different ways. People often think  
of grief as an emotional experience, 
but it can be much more than that.  
It can have very real physical,  

behavioral, cognitive, and spiritual 
impacts on people. This section helps 
to validate and normalize some of 
those impacts, especially those that 
are less talked about. 

FIND GRIEF SUPPORT: 

Some find comfort in their grief 
journey by connecting with other 
grievers, attending workshops, joining 
a support group, and/or engaging with 
a counselor or therapist. This section 
is a place to start looking for such 
opportunities and explore what may 
be a good fit for their needs.

WANT TO GET INVOLVED 
WITH CGRAS?

We are always looking for more 
ways to collaborate with com-
munity organizations. If you are 
part of a church, hospital, mental 
health organization, or other 
community group, contact us to:

 host a grief workshop;

 distribute our CGRAS 
cards to clients/patients 
and their families;

 or learn more about the 
public grief workshops 
hosted by The LLF.

Earlier this year, The LLF launched a new online resource designed  
to help support those navigating a loss, a website called Community 
Grief Resources and Support (CGRAS). This site is an extension of our 
efforts to ensure that the families we work with through the donation 
process, as well as other individuals experiencing a loss, have ample 
information and resources about end-of life considerations and decisions 
and access to grief support. While we can’t make the grief process any 
easier, our team tries to make certain aspects more manageable by 
providing guidance about next steps or resources for further support.
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What’s the #1 question we hear?  
“CAN I BE A DONOR?” We decided  
to create this flowchart to hopefully 
answer this question once and for all! 

ARE YOU A  
GENERALLY  

HEALTHY PERSON?

YES

YES

YES

YES

YES

YES

YES

YES

YES

ARE YOU 
OVER  

THE AGE 
OF 60?

Donation knows no age! You can still be 
a donor, regardless of your age. The 

oldest known donor was 92 years old!

You can be 
a donor!

NO

NO

NO

NO

NO

NO

NO

NO

NO

DO YOU  
HAVE HIV?

HIV+ patients may currently be ineligible for 
tissue donation, but you can still be a 

cornea and organ donor! See page 7 in this 
issue for more information about the HOPE 
Act which makes HIV+ donation possible.

DO YOU HAVE 
HEPATITIS?

Hepatitis B and C may currently make you 
ineligible for tissue donation, but you can 
still be a cornea and organ donor! In fact, 

over 1,000 organs from Hep B and C patients 
are transplanted every year in the U.S.

DO YOU HAVE/
HAVE YOU HAD 

CANCER?

You may still be able to be an organ donor! 
Your ability to donate organs or tissues 

depends on a number of factors which will 
be evaluated at your time of death. 

Regardless of active or previous cancer, 
you can still be a cornea donor.

DO YOU HAVE 
DIABETES? You can still be a donor! In fact, about 

12% of deceased organ donors in 2017 
had a history of diabetes.

DO YOU HAVE 
HIGH BLOOD 
PRESSURE?

You can still be a donor – even a living 
donor! If you have high blood pressure, 
your doctor can help determine if living 

donation is safe for you. 

DO YOU USE 
DRUGS OR  
ALCOHOL?

You can still be a donor! Even if you die of 
a drug or alcohol overdose, your organs can 
potentially save the life of someone in need. 

DO YOU  
JUST HAVE  
GENERALLY 

POOR HEALTH?

You can still be a donor! Your donation 
potential will be evaluated at your time of 

death. Don’t rule yourself out!
We’d say you’re generally healthy 
then! Back to the start, please!

In case you didn’t notice, all paths point  
to “yes!” While there are a few medical 
conditions that may prevent you from 
becoming an organ, eye, and tissue donor, 
you never know what will be possible at 
your time of death. The possibilities for 
donation are constantly advancing and 
expanding, so don’t rule yourself out! We 
encourage everyone to register regardless 
of age or medical history. Even if you are 
unable to donate, being registered means 
you will still be a “donor in spirit” and 
honored for your generous decision. 

Register today at  
www.donatelifemaryland.org  
or www.registerme.org. 

Can I Be a Donor? 
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     feature story

When it comes to community education 
and outreach about organ, eye, and 
tissue donation, there are a few tried 
and true methods: MVA and high 
school education, tables at health fairs 
and other community events, and 
social media marketing. While these 
methods work for the big picture, 
outreach and education, especially 
about something as complex and 
important as donation, is not one-size-
fits-all. Since 2016, The LLF has been 
trying something new through our 
grassroots initiative, The Decision 
Project (The DP). Through focus 
groups, community sponsorships,  
and direct relationships, we hope to 
empower people to make an educated 
and inspired decision about donation. 

Recognizing a Need  
for Connection

In 2016, The LLF’s Manager of 
Community Outreach, Ieesha Johnson, 
was talking to a former colleague  
in the Family Services department 
about the need for greater community 

connection. “We knew that there  
was more we could be doing for our 
communities,” said Johnson. “With  
so many patients being placed on the 
waitlist, we wondered how we could 
do more, so we decided to look at  
the data.” The numbers reflected an 
interesting correlation: the zip code 
with the highest number of waitlist 
candidates (21215 in Baltimore City) 
also had the lowest percentage of 
registered donors. “We knew we had 
to do something to connect these dots.”

The LLF quickly formed a taskforce 
made up of staff from Community 
Outreach, Family Services, and 
Hospital Services, as well as volunteers 
and community members. “We met 
several times to figure out the best  
way to take a grassroots approach  
to creating more awareness about 
donation and transplantation in the 
21215 community,” said Johnson. 
“Here we had an area in Baltimore 
City where many, many people were  
in need of an organ transplant, and  
yet, their next-door neighbors, people 
who could potentially save their life, 
were not designated. Additionally, 
with so many people in this area on 
the waitlist, we had to recognize our 
responsibility to provide education 
not only about why it’s important to  
be a donor, but also how to take care  
of their health to avoid needing to be 
placed on the transplant waitlist in  
the first place.”

“I realized there are many socially 
disadvantaged communities that are 
affected by donation and transplanta-

tion on a higher scale than I thought. 
We don’t really talk about the social 
disparities in organ donation and 
transplantation as we should. Our 
donors come from various backgrounds 
and social circumstances – when you 
serve a population, you have to look  
at each individual and ask ‘how can  
we best serve them?’ Our current 
methods of outreach and education 
were simply not meeting the needs  
of that community.”

Listening, Not Telling
From the very beginning, it was 
important to The DP team to not rely 
on the same old outreach methods.  
In order to reach more people in a 
more authentic way, we wanted to hear 
thoughts, experiences, and opinions 
about donation directly from com-
munity members. The LLF partnered 
with Johns Hopkins School of Public 
Health to conduct focus groups in 
21215. As of this issue’s print date, 
there have been six focus groups  
with 52 total participants. Dr. Macey 
Henderson, Assistant Professor of  
Surgery at The Johns Hopkins Univer-
sity School of Medicine, and a living 
donor herself, got involved with  
The DP through these focus groups. 
“Listening is the most important thing 
we can do to improve donation attitudes 
and relationships,” said Henderson. 
“An initiative like this is important 
because it gives voice to a community 
that deserves to be heard.” 

Madeleine Waldram, Research  
Program Coordinator at the Epide-
miology Research Group in Organ 

inspiring and  
empowering through 

the decision project
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Transplantation at Hopkins was the 
lead facilitator for the focus groups.  
“I think the small group discussion 
setting has been a particularly  
effective way to approach gathering 
information for The Decision Project 
because it allows our research team 
and The LLF staff to engage in a 
dynamic conversation with community 
members about this topic. Through 
these discussions, we’ve not only 
gained valuable insights about the 
barriers community members face and 
potential opportunities to improve 
educational outreach, but I think 
we’ve also been able to provide our 
participants with a thought-provoking 
and educational experience.”

Getting Involved
While the information learned from 
the focus groups will be invaluable, 
The DP team didn’t want to wait to get 
involved in more 21215 community 
activities. “The Decision Project has 
taught us that we have to help meet 
the needs of people first,” said Latrice 
Price, Community Outreach Specialist 
at The LLF. “We need to show first 
that we care about what’s happening  
in the community, build up that trust, 
and then eventually open up the 
conversation to organ donation. 

People are willing to learn about the 
positive sides of donation, but there 
have been limited opportunities.” 

As part of The DP, The LLF’s Commu-
nity Outreach team has stepped up our 
involvement in the 21215 and 21216 
area. With support from Baltimore 
City Councilman Leon Pinkett, we 
have founded and co-sponsored 
“Summers in the 7th” – a community 
block party/health fair – in July 2018 
and 2019. Other events include various 
church activities, back-to-school 
backpack distribution for kids, a game 
truck on National Night Out, and more. 

A National Initiative

Since its start in 2016, The DP has 
been presented by Johnson at several 
national conferences to inspire other 
donation organizations to adopt 
similar approaches to community 
outreach. When Tanise Love, Manager 
of Statewide Multicultural Affairs  
and Outreach at Donate Life North 
Carolina saw the presentation in 2018, 
she knew she had to get involved. “The 
Decision Project is important because 
it gives multicultural communities  
the opportunity to have a voice in the 
donation conversation. We hope to 
meet individuals and community 
groups where they are, bridging the 
gap between misconceptions, mistrust, 
genuine concern, and education, all 
while growing relationships through 
transparency. The LLF has developed 
a project that creates an open space to 
grow awareness around donation and 
Donate Life North Carolina hopes to 
expand on that.” 

Starting in 2020, Donate Life North 
Carolina will be implementing The DP 
as its primary multicultural outreach 
program, providing opportunities for 
conversation and awareness-building 
through meetings, events, volunteer 
opportunities, and mixed media 
campaigns based in target communities. 

Making an Impact

While The DP’s initiatives are still 
relatively young, we have already seen 
an impact on designation rates in 
21215 and 21216, our target areas.  
This increase is promising, but from 
the very beginning, the goal was never 
just to increase our numbers. “I want 
the community to understand that 
The LLF is not here just to increase 
designation rates or to decrease 
waitlist numbers – we’re also here  
to support our communities through 
education, prevention, and providing 
resources for those who are under-
served,” said Johnson. “My biggest 
goal for The Decision Project is to 
foster more open conversations in our 
communities about organ donation 
and transplantation.”

“I hope that one day, the waitlist across 
Maryland will significantly decrease 
and more residents, especially in our 
communities like 21215, will consider 
registering as donors. It’s not an easy 
task, and it will take time, but we can’t 
give up, and we must continue to keep 
that dialogue open so people can make 
a decision for themselves.”

The LLF’s Ieesha Johnson and Councilman Pinkett’s 
Chief of Staff, Monique Marshall, were all smiles  
at the Summers in the 7th Block Party in 2018.

Councilman Leon Pinkett helped to outfit local  
kids with their backpacks for back-to-school at the 
Summers in the 7th Block Party.
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Share Your Story
Do you have an interesting donation  
or transplant story? Have you ever 
considered that sharing it could be the 
difference between someone signing 
up as a donor or not? Telling your 
story is a great way to put a face to the 
cause and is often what motivates 
others to go out and take action. Some 
ways to share your story include 
posting on social media, sharing with 
friends and family, speaking at events in 
your community, and much more! Email 
volunteer@thellf.org for more info.

Consider Living Donation
Donating organs is a selfless, heroic 
act, and living donation is proof of 
that. With almost 100,000 people in 
the U.S. who can receive a lifesaving 
organ from a living donor, it’s clear that 
the need is great. In today’s world of 
modern medicine, most living donors 
have little to no complications and 
lead normal, healthy lives. It is still  
a significant medical procedure that 

should be considered carefully, but it’s 
also a great opportunity to give the gift 
of life. Whether you know someone on 
the waiting list or would like to donate 
altruistically, you can give back by 
becoming a living donor. Reach out  
to our local transplant centers at 
University of Maryland Medical 
Center (410) 328-8667 or The Johns 
Hopkins Hospital (410-955-5000) for 
more information.

Workplace Partners
Workplace Partners is a national 
program which provides opportunities 
for your workplace to show its support 
for organ, eye, and tissue donation. 
Participating organizations demon-
strate commitment to the health and 
well-being of employees, members, 
customers, audiences, and the commu-
nity. Workplace Partners can show 
their support to our cause by hosting  
a lunch-and-learn, including an article 
about donation in their newsletter, 
starting a company team at the Donate 
Life Fun Run, participating in Donate 
Life Month campaigns, and more! 
Email educators@thellf.org if you are 
interested in joining this program.

Volunteer
Donate Life Ambassadors are the 
backbone of our organization. Our 
dedicated team of volunteers donate 
their time and effort by assisting at 
events such as our Donate Life Family 
Fun Run, working information tables 
at health fairs and the MVA, helping 
with administrative tasks in our office, 
sharing their story through public 

speaking, and much more. We even 
offer great incentives such as gift cards, 
Donate Life merchandise, movie tickets, 
shout outs in The LLF publications (like 
this!), and recognition in our biennial 
Community Recognition Event to 
volunteers who go above and beyond. 
Interested? Email volunteer@thellf.org 
for more information.

Host an Awareness Event 
in Your Community
While 95% of people say they support 
organ donation, only about 50% of 
Americans are registered as donors. 
This is where awareness and educa-
tion become so important. Community 
gatherings such as health fairs, school 
assemblies, or celebrations provide 
ideal opportunities to share our cause 
in your community. We can help you 
run information tables, give presenta-
tions on donation, share the stories  
of those touched by donation, and 
much more. We will work with you to 
figure out how we can best contribute 
to your event while educating and 
informing. Got an event in mind?  
Email communications@TheLLF.org.

join the movement!

Angel Whittaker donated a kidney to her mom, 
Danette Ragin, in Dec. 2016. Angel recently gave 
birth to a healthy baby boy! 

Volunteers showing their goofy side at the BMore 
Healthy Expo in Baltimore!

New technology, research, legislation, and ideas keep the fields of donation and transplantation in constant motion.  
They propel us forward into new ways of saving lives. As supporters of the cause, there might be some surprising  

things you can do to be a part of this movement. Take a look at some of the actions you can take below  
and leave your mark on our essential part of the healthcare industry.
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1. Please tell us a little bit  
about yourself. 
My name is Shani Kamberi and I am 
20 years old and an upcoming senior 
at the University of Maryland, College 
Park. I am a neurobiology and physi-
ology major on a pre-medical track.  
I hope to attend medical school in the 
future to become a transplant surgeon! 

2. What inspired you to write  
this bill?
When I was in high school in Mont-
gomery County, my teacher told my 
class that he had a heart transplant.  
I realized I knew nothing about organ 
donation and I distinctly remember  
I had allowed my dad to select “no” to 
organ donation for me when I got my 
permit. I realized how important it  
is for students to make an informed 
decision for themselves.

3. Who did you work with on the bill?
On the legislative side, I worked with 
House Delegate Pamela Queen from 
Montgomery County and Senator 
Shirley Nathan-Pulliam. They both 
put in so much work and helped 
spread my message to the House and 
Senate. I also worked with several 
people at The LLF and Donate Life 
Maryland: Karen Kennedy, Clint 
Burns, Ieesha Johnson, and Jim Ford. 
They helped me to edit language, 
testified, and ensured that the bill got 
public attention. Dr. Macey Henderson, 
Dr. Tanjala Purnell, and Dr. Allan 
Massie from Hopkins testified with me 
at multiple hearings. Lastly, my high 
school teacher, Jonathan Bos, was not 
only my inspiration, but he came to 
every hearing ready to testify passion-
ately about the benefits of instruction. 

4. What was the hardest part  
of writing a bill?

The hardest part of writing the  
bill was getting the language right.  
I knew the goals that I wanted the  
bill to accomplish, but I needed to 
make sure that I was being careful 
with the phrasing. I did not want to  
say something that would compromise 
organ donation.

5. What was the easiest part?

The easiest part was writing exactly 
what I wanted the bill to do: to include 
donation education in Maryland public 
high school health curriculums.

6. What have you learned about the 
legislative process?

I learned that the legislative process is 
much more complex than I had initially 
thought. Coming in, I thought my bill 
was straightforward and that it would 
pass easily. However, the bill spent two 
years in the Senate without passing.  
I definitely came out of the past two 
years much more aware of the tedious, 
yet rewarding, process a bill takes to 
become Maryland law.

7. What updates do you have about 
the bill?
While the bill did not pass, during  
this past session we settled with an 
out-of-session compromise. The House 
and Senate have sent out a joint letter 
encouraging local school boards to make 
the curriculum change to include 
donation education in high schools 
themselves. Hopefully this will be the 
start of a really great change! 

8. What are you up to now?
Right now, I am doing research with 
the University of Maryland, College 
Park, to see if there are any other 
places that could become a new mode 
for organ donor registration – especially 
for younger people. I am also getting 
ready to start my senior year of college! 
I have decided to take a gap-year 
before medical school, so I have also 
been studying for the Medical College 
Admissions Test (MCAT).

9. What advice can you give to others 
about going after their passion?
If you believe in something, you really 
need to go out and do it. There will 
always be people ready to tell you “no” 
or to discourage you, but you need to 
keep being persistent. Learn every step 
of the way and if something doesn’t 
work out, then change it and come back. 

10. How has this experience  
changed you? 
Writing this bill and getting to meet so 
many people who are passionate about 
organ donation was the most amazing 
experience and it made me realize how 
much I want to continue to try to help 
people on the waitlist by becoming a 
transplant surgeon. I look forward to 
continuing to promote organ donation! 

questions

WITH SHANI KAMBERI

This issue’s Ten Questions go to Shani Kamberi, a student who recently worked closely with  
The LLF and Donate Life Maryland to craft a bill that would require Maryland schools to provide  

vital information about organ, eye, and tissue donation education to students.  

  Summer  2019    17



1730 Twin Springs Rd. 
Suite 200 
Baltimore, MD 21227

NON-PROFIT ORG.
US POSTAGE

PAID
MILLER’S MMP

BACK COVER


