Welcome to PKD Chronicles, navigating life with polycystic kidney disease.
A podcast by the PKD Foundation presented generously by Otsuka Pharmaceuticals.
This podcast is all about helping you live your best life with PKD. In each
episode, we'll explore the stories, science, and support and resources for families
impacted by PKD. And here's your host, Alyssa Ealy. 

Hi everyone, thanks for being here today. We're very lucky to have a special guest join us today to talk about everything an individual with polycystic kidney disease needs to know
about kidney transplantation. I'd like to take a moment to welcome Dr. Heedeok Han
from Columbia University. Dr. Han, welcome. 
>> Thanks for having me on. 
I'm really excited to have you here today. Dr. Heedeok Han is an assistant professor of medicine at Columbia University Irving Medical Center and the associate director of the PKD Center at Columbia University. The PKD Center at Columbia is one of the centers
recognized by the PKD Foundation as a center of excellence. He's also the co
-director of PEAK, which stands for Prevention and Education in Advanced Kidney
Disease, which is a program that aids patients with advanced kidney disease to
transplant and dialysis while managing their chronic kidney disease. So an expert in
this topic, really excited to have you here.
>> Yeah, thank you for that introduction, and then, you know, it's really great to
connect with you. I remember, you know, we connected before this and we actually saw
each other in person during the Center of Excellence meeting in San Antonio. So I
feel like definitely feel a little bit more connected with you as we're doing this
podcast together. So thank you. 
>> Awesome. Oh, we are so grateful to have you here today. Definitely an expert on this topic. Why don't you start by giving us a little background on the topic we're going to talk about today? Like maybe you could explain what it is about polycystic kidney disease that makes kidney transplantation, the preferred treatment for those individuals with ADPKD, who have unfortunately progressed to kidney failure throughout the course of their disease process. 
>> I'm sure everybody listening to this podcast will likely know what autosomal dominant polycystic kidney disease is, but just in case somebody who's listening is not aware of what
that condition is, it's an inherited condition where patients are born with many
cysts in their kidneys, and as these cysts grow in size, many of these patients end
up having progressive kidney disease to the point where they actually need dialysis
or transplant. Although it is a rare genetic condition, it is actually one of the
most common inherited kidney disease associated with kidney failure, and it
approximately occurs in 1 in 400 to 1 in 1,000 lifeberts. And as noted before,
about 70 % of the patients with autosomal dominant polycystic kidney disease progressed
to end-stage kidney disease by age 70. And it is actually the fourth most common
cause of end-stage kidney disease in America. So the next question that I often
answer for my patients is what is end-stage kidney disease? So end-stage kidney
disease is when your kidney disease progresses to a point where they can no longer
do their primary function. And you are at a point where you need a kidney
replacement therapy. So when I talk to my patients, and I'm also a very structured
person, I try to simplify things for them. Kidneys have three primary functions and
four secondary functions. And if your kidneys are unable to do Any of the three
primary functions is when they get to a point when they need a kidney replacement
therapy, either in form of dialysis or transplant. So the three primary functions
that the kidneys have are salt and water removal. And if your kidneys are unable to
effectively remove salt and water, patients start to notice leg swelling. And when
the fluid goes to the lungs, the patients can actually start feeling more short of
breath, having difficulty breathing, even having difficulty sleeping at night because
they have trouble laying down. The next is clearance of toxins that we make in our
daily lives. And when our kidneys are unable to do that, the patients start to feel
more tired. They can get a little bit cloudy in their thoughts and their speech
tends to be a little bit slower. And even their sleep can be disturbed and it's
often that they sleep during the day, and then they're more awake at night. And
lastly, it plays a key role in balancing electrolytes. So the main electrolytes that
we always talk about in the kidney world is potassium. But it also helps balance
other electrolytes as well. But the potassium is more important, especially in terms
of assessing need for a kidney replacement therapy, because high potassium can lead
to abnormal heart rhythm that can be deadly. If your kidneys are unable to do any
of these primary functions to the point where you're being hospitalized on a
recurrent basis or are really bringing your life at danger, then at that time, you
need kidney replacement therapy in form of kidney transplant or dialysis. 
>> And so transplant is the preferred option for these patients?
>> Kidney transplant definitely is the preferred option for not just patients with ADPKD
but also all patients who progress to end stage kidney disease. And just to briefly
recap, dialysis is essentially using a machine to replace kidney function. It can be
done through the blood or it can be done through the membranes in the belly or it
can be done in the center or at home. But transplant is actually leaving a kidney
from somebody else and having that kidney replace the function of the failed native
ones. And kidney transplantation is a preferred option because not only does it offer
better quality of life because you're not committed to doing this treatment for X
amount of hours per day and per week, but also it actually offers patients a better
survival chance long term as well. And although studies have yielded mixed results,
the recent studies actually have shown that patients with ADPKD generally do well
after transplantation with outcomes comparable to the general transplant population and
typically better than those with diabetic kidney disease. 
>> So it sounds like transplant is definitely the preferred option, so that's great. So what happens when a patient is interested in being evaluated for a transplant? Do they have to find their own transplant center? Is that something that their provider needs to set up for them? How do they kind of get started on this transplant evaluation and journey? 
>> Yeah, so the most important thing I would say is to be established with a local
nephrologist. I can share with you some interesting stats. So looking back on the
database of all end-stage, all patients with end-stage kidney disease, although
transplant is by far the best modality of kidney replacement therapy, unfortunately,
only 3 % of people in 2021 transitioned to end-stage kidney disease with a
preemptive transplant, which is very unfortunate. However, if you look at patients
with cystic kidney disease, which includes polycystic kidney disease, in that same
year, 16 % of the patients with polycystic kidney disease actually started transition
to end-stage kidney disease by receiving a preemptive transplant, which is great
news, right? So compared to patients who develop kidney failure from diabetes and
hypertension, for those patients, it's less than 1%, which is very unfortunate. But
patients with cystic kidney disease is close to 16%. And when we look at the reason
why, although there are many different reasons, right? You know, patients with autosomal
dominant kidney disease, although it's a systemic condition, it's they're less likely
to have severe vascular disease that involves the heart, other blood vessels, and of
sort. But an interesting statistic that I found when I look when I was looking
through this database was that when they asked patients how long they've been
following with nephrologists before transition to end stage kidney disease, more than
50 % of the people who had cystic kidney disease were actually established with a
local nephrologist and received pre end-stage kidney disease in nephrology care for
more than 12 months. And comparing that with other conditions, such as diabetes and
hypertension, they've only received care on average for them, is only about 25 to 30
% of people who answered they received care for more than a year. And this is
important because as you is when patients start this process, it is not something
that you get a new kidney in a matter of a month or two, right? 
- Right. 
- So going back to how can I get this process started, it is really important to
establish care with the local nephrologists. And from there, there are multiple ways
that they can be referred to a transplant center. But in fact, there are actually
centers that do self-referrals through an online intake form. So finding that avenue
is key. And once referred, the transplant process then continues with very thorough
evaluation by the medical team at the transplant center. So once you get your first
foot in, you'll meet many, many people. You'll meet social workers, financial
advisors. You'll meet with the transplant surgeon, obviously the medical nephrologist,
the transplant nephrologist there.
They go in the patient will undergo numerous screenings such as cancer, cardiac
diseases, vaccination for patients with ADPKD, at least our center,
we tend to screen everybody for intracranial aneurysm. 
>> Sounds like it's really quite the process, but what I like about what you're saying is that one, yes, it's definitely great to have a nephrologist who is kind of driving that process for you, but patients can really be empowered to reach out and start that evaluation
themselves if they have progressed to the point where they are ready to be
evaluated. So it's an opportunity where patients can advocate for themselves whenever
they are ready for that process to begin. So that's great news to hear.
>> Absolutely. So I tell most of my patients, and I really do spend a lot of my time
educating patients about the kidney disease, and importance of them understanding
the disease process, because they spend probably 30 minutes, 45 minutes with me on
different intervals based on their kidney disease. But all the time outside of my
office is them needing to understand their disease and taking care of themselves. So
I definitely agree with you. Patient empowerment is huge, especially in this setting.
>> Absolutely. Knowledge is power, especially ADPKD and any any disease process really,
but I find it especially important here. So changing gears a little bit, a lot of times when people think about organ donation, they think about checking a box on their license to say whether or not they want to be an organ donor should anything happen to them. But I think one of the fortunate facts about kidney transplant is that a person with NCH kidney disease can actually get that donated kidney from someone who is still alive. So you can get what's called a living donor kidney. So could you tell us a little bit more about that process? What is living kidney donation and why should our patients consider that as an option?
>> Yeah, that's a great question. And I truly believe that being able to donate a
kidney to somebody that you love is one of the greatest things that you can do for
that person, right? So like you mentioned, there are two methods of two ways
that a patient can receive a kidney as a donation. It can be through a living
donor or it could be through a deceased donor. And there are definitely advantages
of living donation over deceased donor kidney. To highlight some of the benefits,
when the living donor kidney is from a family member who has very similar genes and
when the genes match up, there's less risk for our body actually rejecting the new
kidney. So that is a big benefit that a recipient can get as they take care of
their transplanted kidney throughout this course. When the patient receives a living
donor kidney while the donor is still alive, there's a better chance that
transplanted kidney can start working right away as opposed to patients receiving a
deceased donor kidney where it can take couple days for the kidney to start
working again. And lastly, patients who receive kidneys from living donors can have a
much favorable outcomes in terms of how long the kidney lasts. So some centers have
reported that patients who receive kidney from a living donor can actually have a
functional transplanted kidney up to 20 years, as opposed to, on average, people who receive kidney from a deceased owner, it's only, it's about 11 to 12 years. 
>> So I think living donation sounds like a great option for our
patients. Does that donor have to be related to the patient who needs the
transplant? Or can it be any friend, community member, anyone else that they know?
Does it have to be a living relative? 
>> Yeah, so That's another great question. So for patients without a living donor, once they go through the evaluation and once they are accepted as a candidate, patients are then registered on a national organ transplant waiting list. And once they're on that waiting list, there are many factors that come into play in regards to when they receive a transplant. But I can share with you a little bit about how the waiting list works. So whenever somebody
dies and their organs are available for donation, there is this system called United
Network for Organ Sharing, UNOS, and they actually notify the patient, and UNOS
actually uses a computer system to find the best match for that donated organ, and
it doesn't just always give the organ to the person that's been waiting and the
waiting list for the longest. The two main status that you end up being on that
waiting list, and either you can be active, which means that you can be called for
a transplant at any time. And it is very important to sort of keep track of what
your status is. And there's also an inactive status when, at that time, you cannot
actively receive offers for transplant, even though you're still on that list in
accumulating time. And this may be due to current health,
insurance, or social reasons. And it is important when you're inactive to make sure
you contact your transplant center and the transplant coordinator to see what you
need to do to be active on that list again. And there's three main things that I
tell our patients on how to stay active. One, any time something does happen, we
have to keep your transplant center updated. So whenever you're moving to a new
place, the transplant center definitely needs a new address. If you ever change your phone
numbers, you know, make sure you have to update them on your phone number, your
marital status, or any changes in your health such as being hospitalized, quitting
smoking, or any sort of weight loss you have been able to achieve during that time.
And second, you have to make sure that transplant center can contact you, or not
just you, but also your family members because, you know, you can give them all
your phone numbers, but there's no guarantee that your phone will always, you will always
have access to your phone. So just making sure that everybody around you has access
to the transplant center and vice versa is very important. And lastly, you really
have to take care of yourself. For it is one of the most disheartening things
whenever I try to establish with the patient and they are sort of lost to follow
up and next time I see them is in the hospital. So it's really important to stay
in touch with not just your your transplant center, but also with your local
nephrologist to make sure that your health is being managed properly. And lastly,
as I noted before, there are many different factors that contribute to how long you
will wait on the transplant list, on the waiting list, but in most centers, the
average weight is about three to five years. And the things that really contribute
to this is number one is the match of the kidney, and what blood type you are,
And if you have exposure to other antibodies, other people's antibodies through it,
such as blood transfusion, the number of donors in your area, how long you have
been on dialysis, your age also matters, and then if you had an organ transplant
before. There are many components that really play into this, but thankfully there's
a national wait list. It's not just a local one and likewise with the donor system.
>> Wow, so it sounds like even though there are options for those patients who do
need a transplant, it certainly seems like trying to find a living donor has maximal
benefit for those patients who do reach end-stage kidney disease, especially if
there's a possibility that they will not even have to start dialysis or wait on the
transplant wait list at all. So for those people who may be ready to talk to
family members, friends, community members, church members, whoever they may want to kind of approach for living donation, what are the risks to the donor? Are there
any risks from a health perspective or a psychosocial perspective that could affect
their potential kidney donor that would make it kind of change the way that they
would approach the idea of living donation? 
>> I think it's very important to understand that the living donor really should be aware of their health condition and making sure that their health is being managed even prior to considering kidney donation. Because one of the first things that we consider whenever we evaluate a kidney donor is to make sure that donating is safe for that individual. And because of that, what we do, especially in patients with ADPKD, we actually do a very
thorough screening for family members of patients affected with ADPKD to ensure that
they don't have ADPKD. So we, a lot of times, do advanced imaging such as CT or
MRI, or even pursue genetic testing to completely rule out the possibility of having
polycystic kidney disease. So, and after they are considered they’re candidates for
living donor, we talk to the patients about risk of kidney donation. And the studies
actually have demonstrated that living with one kidney is actually okay and it's
normal. And in fact, some patients are actually born with only one kidney from the
beginning. And after donating, they can see a slight bump in their kidney number called creatinine, but overall, the studies have shown that it does not affect a donor's lifespan
or increase the risk of kidney problems in the future. Some patients may develop
high blood pressure after kidney donation. And that's why it is important that
patients who end up donating the kidneys have full medical evaluation before undergoing this decision. And after donation, a lot of my patients asked me, you know, what is the
actual process like and how long do I have to stay in the hospital and etc. And
it really depends on the hospital and what type of surgery and that patient's other
medical conditions. But usually people stay in the hospital for just one to three
nights and they're discharged afterwards. 
>> So it sounds like living donation is a really amazing option for our patients. So from the donor side, how do our kidney donors usually feel after they've donated to a loved one or a
stranger? Are there any emotional ramifications from this process? It sounds like they
really go through a pretty deep workout, but they also have this great outcome of
taking care of their loved ones and helping them prolong their life. So what is the
perspective of the living donor after the whole process is over? 
>> Yeah, so after donating a kidney, some living donors feel, you know, a mix of emotions.
They may feel very happy, relieved that they are able to provide a life-saving gift
for the patient, but some are also very nervous and sad. Sometimes donors don't have
enough time to think about everything before the surgery and all these mix of
emotions actually come afterwards. When this whole procedure is happening, a lot of
the focus is for towards the patients so that the donor's feelings and emotions are
often disregarded. And for them, I say it's very normal for donors to have strong
feelings even before or after the transplant is done. However, when they did a
survey on the donors and how they felt after donating their kidney, most donors
actually experience a very positive feeling after donating and studies actually have
shown between 80 to 97 % of the donors say they would still choose to donate if
they could go back in time. Obviously they can't donate the other kidney that they
have. Many of them actually stated that they would do it again if they, if they
could go back in time, which I think is a very powerful statement. 
>> I think that's a hugely powerful statement for statement for both parties, right? For the patient themselves who's thinking of asking a loved one or a family member, whoever they may be talking to. But also kind of that other side of the argument is that there's
nothing to feel guilty about or worried about because the process is so rewarding
for both parties. 
>> Absolutely. 
>> That's amazing. So switching gears a little bit, I think one of the things that really comes up for patients, whether they have large kidneys from polycystic kidney disease or not, is what happens to their native kidneys when they're transplanted or the kidneys that they were born with. For most patients, the native kidneys just stay where they are and the transplanted kidney is placed in the pelvic region, but that may not always be possible for patients with ADPKD as some of those patients may end up with very large kidneys that extend into that space. So if they need surgical removal of their native kidneys to make room for their transplant, how would they know if they are a patient who needs that? And
if so, could you share some of the indications for when that procedure would be
necessary? 
>> That question is very relevant for a lot of our patients with polycystic
kidney disease. And in fact, one of my patients that I saw this week asked me,
"Why don't we just take that thing out when we get a transplant?" And I think
that's a valid question because it's something that may have caused patients
discomfort during and prior transplant. 
>> Is it really that easy to just take them out?
>> And unfortunately, it is not, right? So otherwise, we'd be doing it for all of our
patients. So what I would say is that the certain indications to absolutely remove
them are our patients as we mentioned were with very large kidneys where their
native kidneys are sort of in the real estate of where the transplant kidney would
go and it would be very hard mechanically to transplant the kidney unless the native
kidney is removed. That is definitely an indication for or consideration of an
indication for removal of the native kidney prior to receiving a kidney transplant.
Other indications are patients who are suffering with severe pain. The pain that
really interferes with their lifestyle. Patients who have recurrent severe bleeding
into their cysts to the point where they're receiving multiple transfusions.
Transfusions for our patients are a little bit more complex because a lot of our
patients are transplant candidates and the more transfusions you receive, you end up
becoming more sensitized to other individuals that you may receive the kidney from.
Other indications include recurrent infections. So patients who receive kidney
transplant require immunosuppressive medication that basically tells your body, hey,
this transplanted kidney is important. Don't attack it, although it's not your native
organ. And while ideally we can only suppress our immune system to not attack our
kidneys, unfortunately suppressor immune system puts us a little bit more susceptible
to developing other infections. And if your kidneys have previously have been very
susceptible to having recurrent infections, it's important to note that and then
remove the native kidneys to reduce the risk of infections. In that same light,
having a suspected cancer in that native kidney, you should remove at the time of a
kidney transplant so that it doesn't spread to other organs. 
>> So do you find that most patients keep their native kidneys, even with the PKD? 
>> Yeah, so in my experience, many patients do because What happens after, even in that one year, there is about 30 % reduction in kidney size. So a lot of the discomfort that
was coming from just the sheer size of the kidney and the burden that it was
causing and that limited abdominal space gets relieved throughout as even after first
year. So a lot of our patients end up keeping their native kidney, and when we
look at their imaging down the line, the native kidney has definitely shrunken in
size over time. 
- So as long as there's no reason to remove them, it's totally fine
to leave them there after transplant. And so that is probably very reassuring for
most patients with PKD. So patients have gone through this whole process now. How
long could they expect that a transplanted kidney would last once they've gone
through this whole process of being evaluated and matched and transplanted and
recovered, what can they kind of expect to come out of this transplant process? 
>> As I noted, when I was talking about living donor versus disease donor, the duration of
and then the life of the transplanted kidney really does vary based on how it was
initially donated. As I said before, the disease donor transplant can last on average
up to 11 to 12 years for living donors up to 20 years. So as we previously have
studied, stated it is very important and great if you're able to get a living donor
kidney. Other than that, there are many different factors that contribute to the life
of the kidney. I can divide them into before transplant, things that happened during
transplant and after transplant. So Before transplant, the baseline of the polycystic
kidney disease status and the quality of chronic kidney disease care that you
received is important. And the initial choice of hemodialysis or dialysis in general,
so say were you a dialysis patient before or did you receive a preemptive
transplant? That actually plays a role in how long the kidneys will last. During the
transplant, the risk of operations due to cisburn, clotting, and then skin at times. 
So how long has the transplanted kidney been removed from
the body, essentially, before being newly transplanted? I think those are some of the
factors that play into it. And then after transplant, the status of the kidney
itself and the donated kidney and the degree of match or mismatch,
play a big role into it. Other things, just like all kidney disease or all patients
with end-stage kidney disease, one of the biggest co-morbidities that lead to morbidity
and mortality is their cardiovascular status. So that plays a big role into how long
patients with kidney transplant live with that kidney. 
>> Excellent. So what role, as we're kind of wrapping up, What role do you see the Centers of Excellence through the PKD Foundation, like the one at Columbia University and so many others around the country? What kind of role do they play in the care of our patients
with ADPKD who are going through this transplant process? 
>> Yeah, so our PKD Center, which is one of the Centers of Excellence is recognized by the PKD Foundation, I truly believe that this is a center of excellence, not because of me, but because of everyone else on our team. In addition to our great multidisciplinary team,
we have a dedicated patient education program called PEAK, which I'm one of the co
-directors for, which focuses on helping patients with advanced kidney disease
transition to transplant and dialysis. So as I noted in the very earlier portion of
our talk where I mentioned that around 3 % of the patients all comer transition to
end stage kidney disease by receiving preemptive kidney transplant, meaning receiving
transplant before ever requiring dialysis. In our program which is an individualized
program, so we have a nurse, we have a social worker, we have a nutritionist that
have individual meetings with our patients And these are about different aspects of
kidney disease, but importantly, talking to them about next step. And with that
infrastructure, at least when I checked back in May, about 11 % of our patients
actually receive preemptive transplant, which is about, I would say, three to four
times higher than the national average. 
>> That is amazing, really good to hear. So I think the benefit that I'm hearing is by being engaged in a center of excellence, there's exposure to this multidisciplinary team because it really truly does take a village to provide the best care possible for our individuals with ADPKD that we see in our daily practice. And it sounds like your center is leading the way for all others with this program. Dr. Han, it's been so great having you here today. We're
so grateful to hear your perspective on the kidney transplantation process for
patients with ADPKD. It's really been so helpful to hear all of this information.
I think everybody will really benefit from what you had to say. 
>> Thank you so much for having me.

Thank you for listening to this episode of PKD Chronicles navigating life with polycystic kidney disease a podcast by the PKD Foundation, generously presented by Otsuka Pharmaceuticals. The PKD Foundation is the only organization in the U.S. solely dedicated to finding treatments and a cure for polycystic kidney disease, PKD. The Foundation funds
research, education, advocacy, support, and awareness on a national and local level
and is the largest private funder of PKD research. For more information,
resources, or to donate to the PKD Foundation, please visit pkdcure .org and connect
with us on social media.
