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Cindy Chmielewski: 
Hello, everyone and welcome to the Myeloma Patient Cafe, which is being produced by the Patient Empowerment 
Network.  Today we are going to be speaking about advocacy opportunities for myeloma patients and caregivers and 
the benefits of them.   

I am delighted to be here today with a panel of superstar advocates.  We have authors, people who raise funds for 
myeloma research.  We have support group leaders.  We have people who are sitting on steering committees for 
clinical trials, so we have a gamut of myeloma experts with us today.  And before we start our actual discussion, I 
think it will be best if we all take a few minutes to introduce ourselves and talk a little bit about our advocacy work.  
And I will get started.   

 



My name is Cindy Chmielewski.  I live in Lawrenceville, New Jersey.  I was diagnosed with multiple myeloma in 2008, 
and at the time of my diagnosis my myeloma was kind of behaving badly, and I did not respond to induction therapy 
or a stem cell transplant, so I was almost forced to retire from teaching.  But luckily some of the newly approved FDA 
therapies finally put my myeloma into a very good remission.  As I was happy about that, but then I was feeling—once 
my myeloma was under control I was feeling this emptiness inside that there was just something missing.  I no longer 
had a purpose in life.   

Prior to my diagnosis, I had been teaching for almost 30 years, and I knew I had to find a way to use those skills to 
make a difference in the lives of others.  I wasn't quite sure how to do that.  I never heard of a patient advocate 
before.  I really didn't know what patient advocates were, and I guess maybe part of that was because as time went 
on I learned that advocacy can mean many different things to many people.   

Some people use their advocacy skills to educate their communities and patients about their disease.  Other people 
advocate by raising funds for research or patient services.  There are political advocates that share their experiences 
with the disease, with cancer to advocate for cancer-friendly research, and there are also advocates out there who 
are working with researchers, research advocates advocating for clinical trials.   

So I started my advocacy work by volunteering.  I volunteered at the LLS, and shortly thereafter I became connected 
with the International Myeloma Foundation and started doing some political advocacy advocating for what was then 
the oral chemo parity bill, and I was able to go to Washington, D.C. a few times to talk to my representatives, and I 
also had some local meetings.   

And then I was fortunate to attend the AACR, which stands for the American Association of Cancer Research.  They 
have a meeting each year where they have a program called the Scientist (? Arrows) -Survivor Program, and as part of 
that program I learned about research advocacy, which interested me very much, and I was able to connect with 
other research advocates from across cancer types.  And I knew that was something I wanted to be part of, but I 
didn't know how.   

So the first thing I did was I joined an IRB, which is the Institutional Review Board of my local Cancer Institute where I 
was being treated, and that opportunity led me to other research opportunities.  And more recently I was able to 
review some NCI grants, which was pretty cool.   

And finally one of the things I get the most pleasure out of is using social media to advocate, to educate others about 
myeloma, educational opportunities, clinical trials, just anything myeloma.  So that's my advocacy work in a nutshell.   

And let's learn a little bit about everyone else here.  Just tell us your name, maybe where you live, when you were 
diagnosed and a little bit about your advocacy work.  Jack, do you want to start?   

Jack Aiello: 
Sure.  Thanks, Cindy.  My name is Jack Aiello.  I live in San Jose, California.  I was diagnosed with myeloma 24 years 
ago.  And one of the important things to me when I was first diagnosed is somebody directed me to the Bay Area 
Myeloma Support Group, which was actually founded in 1991, and that really helped educate me.  So I've been 
around a long time with myeloma.   

I have been involved with many of the advocacy functions that Cindy mentioned.  For example, I now facilitate that 
San Francisco Bay Area Myeloma Support Group.  I've been both to Washington D.C. and Sacramento, our state 
capital, to advocate for a public policy on various bills that have come up.  I have probably fundraised a half-million 
dollars in the last 14 years or so.   



And more recently, I'm pretty well connected on the research advocacy side.  I sit on a myeloma steering committee 
for the NCI.  I am part of SWOG, which is one of the cooperative groups that develops trials on their myeloma 
committee.  Locally I meet with the Stanford Review Committee, which looks at proposals in terms of whether 
Stanford wants to be involved in them or not.  So that's my story, and I'm happy to follow up if you have additional 
questions, Cindy.   

Cindy Chmielewski: 
Okay.  Maybe we will as we go along.  Just get backgrounds on everyone. 

Jenny, how about you sharing a little bit about yourself.   

Jenny Ahlstrom: 
Thanks, Cindy.  So I was diagnosed in 2010, and I was younger.  I know a lot of us actually may have been younger 
when we were diagnosed.  After I went through treatment and finished my maintenance therapy, I just saw a lot of 
gaps that existed for patients.  There were things that I wanted as a myeloma patient that I didn't see, and there were 
great organizations already doing really good things and amazing work, but I just wanted to address those specific 
things.   

So I started the Myeloma Crowd, which is part of the Crowd Care Foundation and the Crowd Care Foundation and 
started really understanding clinical trials.  So my first question was why aren't patients joining more myeloma 
clinical trials? Because we were looking for ways to help accelerate this cure, and I realized how difficult they were to 
join and how confusing they can be for patients, so we started the Myeloma Crowd radio program interviewing 
doctors.   

Then we expanded and built a website helping patients find relevant myeloma information that is accurate but in 
patient-friendly language.  That grew to some live educational meetings.  It also grew to a software tool that we were 
using that we developed called HealthTree that also helps patients, because we realized that a lot of patients are 
being seen in a general oncology setting, and sometimes their doctors aren't as up to date on myeloma as they could 
be by going to a myeloma specialist.  And then there's data that shows that going to a myeloma specialist can help 
you live longer.   

So we wanted to bring that—we didn't like the disparities that we were seeing in the types of care, and we wanted to 
help bring expert opinion to everybody.  So that's one of our big projects.   

And in order to help share, and what's something we can talk about later, is a myeloma coach program that we'll be 
introducing in a couple weeks.  And that's to invite more of us like here on this panel to become educated by 
myeloma and to sit down and help other people at the same time.   

Cindy Chmielewski: 
That sounds great.  I'm interested in hearing more about the myeloma coach program.  Something new.  

Eric, how about a little bit about you and your advocacy work.   

Eric Hansen: 
Yeah, good morning.  Well, I'm Eric Hansen, and I was diagnosed in 2012, totally blindsided, had no clue until the 
diagnosis.  And that was as we've all come through this we all realize that's a devastating experience, but what pulled 
me out of a funk there was getting in touch with a couple of myeloma patients who had been going well for years.  
And so while I was initially told to expect three years and that they wouldn't be good years, suddenly I'm talking to 
people with six years in and working out every day and traveling and so on.   



So that really set me up to become an advocate myself, because, as I've learned since, a lot of people when they're 
diagnosed tend to have two roads to go down.  One is to withdraw and just hunker down, and the other one is to get 
involved and get up to speed, up their game to start getting into this.  And so I've been writing articles, going to ASH.  
I've testified to the legislature on the drug parity bill and volunteered to talk to anybody about it that suddenly finds 
themselves in our particular situation.   

There are only two of us up here in Juneau, so support groups aren't really a thing, but people now do contact me and 
want to know what there is to know.  And I always them the same kinds of things that all of you are talking about, and 
that's to get connected and start looking at your lifestyle and be sure you're involved with a specialist at a research 
center if possible.   

And learn the language of myeloma, because I had never heard of things like bortezomib (Velcade) and daratumumab 
(Darzalex) and on and on and on, but it is a new language. But it is very important to speak it I think so that you can 
converse with your doctor in making decisions about future health decisions and so on.  So I really believe advocacy 
is crucial—and knowing where the right websites are.   

I always point people to Myeloma Foundation, Patient Power, Myeloma Beacon.  I check those all myself every day.  I 
follow Cindy's and Jenny's blogs and post every day.  And it's hugely helpful.  And so I believe in it absolutely and 
want to continue doing it as much as possible.   

Cindy Chmielewski: 
Thanks for sharing, Eric.  One thing we maybe we need to come back to is you were talking about is connections, and 
that's something we can talk later about as a way for others to get involved in advocacy work is becoming mentors 
either like in the First Connection program or the 4th Angel.  That's a really easy way to get started in the area of 
advocacy.  So maybe we'll come back and talk a little bit more about that too.   

Reina, can we hear from you?   

Reina Weiner: 
Sure.  Good.  Hi.  I'm Reina Weiner.  I live in Asheville, North Carolina now.  I've been here for a couple of years, and 
my myeloma story was a longer one in that I had a very smart internist who back in '99 diagnosed me with MGUS, 
and I had followed it for years until I actually had active disease in 2012.  So it's been a long journey.   

But my background professionally is I've been an oncology representative for years, and then I became the National 
Oncology trainer and then a nursing instructor, so my job was to talk about clinical trials every day.  So this was like, 
wow, guess what?  Now I get a chance to participate.   

So my first trial was over at the National Cancer Institute back in 2012.  That was CRD, now KRD, and it was very 
successful for me.  And then another trial comparing filgrastim (Neupogen) too for apheresis, collecting the cells.  
And then, then what?  Then I had another trial at MSK—oh, but initially—that was lenalidomide (Revlimid), but 
initially when I went to the NCI, because I asked the doctor who was covering me who was a myeloma specialist who 
never even mentioned clinical trials to me, and I said is there something going on at the NCI?  Because they used to be 
one of my customers.  And he said, wait a minute, flipped around, put his computer on.  He said, yes, as a matter of 
fact there is.   

And then I was in smoldering disease, so I joined this observational trial, no drugs, just watching and waiting to see 
what was going to happen next.  Anyway, and then things changed and so forth.  So anyway it's been four clinical 
trials, so I'm a huge advocate of trials, because I believe that's the only way to move medicine forward for myeloma 
and all diseases in general.   



And how do I advocate?  Well, I do speaking to anybody who will listen and even people who won't, and I have an 
e-book on my website called “The ABCs of Trusting Yourself,” have become an empowered patient.  I'm all about 
asking for what you need, very politely but still very directly because otherwise how do you know.  And then my new 
book, as I call it, my real book, is my second book but this is called “Trust Your Doctor But Not That Much.”  “Be Your 
Own Best Healthcare Advocate” —that should be out in January.   

And I just believe that that's really important to advocate for yourself.  Like today I was in Costco because that's very 
important—ha—and while I was in there my phone rang, and it was a friend saying a friend of a friend just was 
diagnosed with multiple myeloma.  He's an old friend of mine who has known my story for a long time and said this 
newly diagnosed patient is having a lot of pain.  You didn't have any pain.  I said, well, that's because I knew about my 
journey much earlier than many people do.  So I said, sure.  And that happens, you know, every now and again.   

I feel like people are somewhat reluctant to call somebody they don't know to share that information, but I hope to 
help where and when I can.  And I have to say, I'm humbled by what everybody does here, everybody who has been so 
actively involved that it's seriously gratifying.  So thank you.   

I did go with my husband to Raleigh, which is about four hours away, to try to get them to consider oral drug parity 
and, boy, I'll tell you what.  They were so resistant I even bought my bottle of Revlimid to say, see, this bottle costs 
$16,000, just to really give people the visual—but anyway kind of didn't do too much.   

So I try to stay really positive, stay active.  I did have a transplant about a year-and-a-half ago, and now I'm on a 
maintenance treatment of carfilzomib (Kyprolis), which to me seems like my drug.  I've been on it mostly six years, 
and so far so good.  So, yeah.  We'll see—you know, I do today and then I do tomorrow, and we'll see what happens 
after that.  So thank you.   

Cindy Chmielewski: 
Thank you for sharing all your advocacy work, and I think you said something key too is people need to learn first to 
advocate for themselves before they can start advocating for others, and sometimes that's a learning curve for many 
people, so thank you for sharing that.   

And, Matt, can you tell us about your experiences?  I think you did some Moving Mountains for Myeloma.   

Matt Goldman: 
Sure.  Thanks, Cindy.  So I am Matt Goldman.  I live in Long Beach, California.  I was diagnosed May 2nd, 2011.  I was 
49 at the time.  I had been sick for probably three months leading up to my diagnosis, and they were testing me for 
just about everything except cancer and definitely not myeloma.  Eventually I was hospitalized.  I was just so anemic 
and in the hospital for about a week.  My kidneys were starting to fail, and we got the diagnosis.  I've been doing 
treatment ever since then, seven-and-a-half years.   

I think, like all of us, I never set out to be an advocate.  It wasn't something that I expected to do.  When I was first 
diagnosed, I was depressed obviously and really angry and didn't want to talk to anybody, and I knew that friends and 
family wanted to know what was going on to me. But I just, kind of like Eric was saying, I wanted to retreat into a 
corner.  And I just started the blog.  And I told people if you want to know what's going on with me, read this, and I 
started the blog.   

And the blog became for me a couple of things.  It became just cathartic, let me sort of vent.  But more importantly, it 
introduced me to a lot of other patients, both patients who supported me and that introduced me to folks who—as 
time went on and I became a more experienced patient, I sort of figured out that it was really helpful for folks just to 
hear someone's story.  Like Jack has had it 23 years, which is so inspirational, and it just became something, well, it's 



really important to share our journey.  And so I've kept the blog going, and it's sort of made me into an advocate, 
which is still interesting to say.  Yeah.   

So two years ago I did, for the MMRF, I did Moving Mountains For Myeloma.  I did the Kilimanjaro climb, which is 
definitely the hardest thing I've done, and what made it a little bit harder is I had become refractory to what I—I was 
doing bortezomib (Velcade) and Revlimid for about two-and-a-half years, and about two years ago I became 
refractory from that, and I probably felt as bad as I felt when I was diagnosed.  I switched to pomalidomide (Pomalyst) 
and daratumumab (Darzalex), which I'm still on, and it's working great, but, you know, took a little while for it to take 
effect.   

So I do a little bit of everything.  I think on that trip I had worked—I was still youngish and I had worked full-time 
pretty much throughout the time that I had been going through treatment, since diagnosis, and when I was on that 
trip and when I was in Africa I made the decision that, number one, I didn't want to work anymore.  I just—it just hit 
me how even though the treatment I was on was working pretty well I felt like my quality of life was really suffering 
and every bit of energy that I had was going to work, and that just for me, personally, wasn't the way I wanted to live 
my life.   

And, too, I wanted to spend more time doing advocacy work, volunteering.  I spend a fair amount of time with LLS on 
the First Connection program both as a volunteer and as a coordinator, you know, going to the office their local office 
one day a week and help make those connections for anyone with any kind of blood cancer.  So I do some things with 
them, and I do some other patient things.   

It's been about a couple years since the Moving Mountains and since I've raised money, and so I've tried to spread my 
efforts around with, and so I'm looking at what my next event will be.  It might be an LLS event, but we'll see.  You 
know, I keep writing, and it's still serving the same purpose, cathartic for me and still just sharing my journey.  And 
that's my story.   

Cindy Chmielewski: 
Thanks, Matt.  I think I first met you virtually through your blog, and we became virtual friends before we became 
real-life friends.  So now that we've had a chance to share a little bit about ourselves and our advocacy work, the first 
question I have is how do you think advocates like yourself have shifted that patient-doctor relationship and have 
maybe helped improve research?  Do you think what—advocates become part of the fabric of the scientific and 
medical community, do you think will be of benefit for everyone involved?  Thoughts?  Anyone have thoughts on this?   

Reina Weiner: 
There is always a benefit if you get involved with the trial itself, either you are participating in it as a patient or you 
are contributing to the schema.  You know how they set it up.  So everything has, do you know what I mean, it spreads 
out.  All the benefits seem to be available at the time and it grows.  It just keeps taking off from there.  So that's what, 
you know.  My experience has been volunteering in trials.  I certainly haven't been involved in setting up any, but if 
anybody would like my two cents, I am happy to supply it if they would like to hear about it.   

Cindy Chmielewski: 
I think the patient perspective is valuable.   

Jack, do you have anything to add to the discussion?   

Jack Aiello: 
I think a couple parts to your question.  In terms of how advocates can help patients relate to their doctors I think we 
can give them good questions to ask their doctors.  I can remember, and I'm sure all of you could when you were first 



introduced to this disease and there was so much terminology, and then if you went to a meeting somebody would 
say, well, what's your IgG or what's your M spike, and you had no idea what those things are.   

But after a while you learn and after a while you learn to ask your doctor what's my IgG?  What's my M spike?  And 
what's the trend?  And what are the new treatments that are out there?  And then you take a more active role in 
learning maybe perhaps what trials are out there and what drugs are being designed and what phases of those trials 
are in.  And then if you go further you can be involved in trial development, whether it's working with a pharma 
company and perhaps in their trial design or whether it's working with one of the cooperative groups or NCI in terms 
of offering a patient perspective in terms of what makes a trial valuable to a patient.   

What makes a trial more easily able to accrue patients to it?  What makes a trial more tolerable to patients in terms 
of the burden that trials can place on patients?  What kind of patient responses—patient response outcomes can we 
get from trials, not only in terms of what the physical side effects will be but what about the mental side effects?   

What if somebody says you're MRD-negative now, and you can stop treatment?  Well, how does the patient feel 
about stopping treatment when it's already been working so well?  Some might feel great, and some might be pretty 
hesitant.  So you can really take things along a timeline and become more and more involved in the whole realm of 
development for myeloma.   

Cindy Chmielewski: 
I'm glad you showed us a whole gamut of advocacy opportunities from just encouraging others to be actively 
involved in their care to maybe working with specialists in helping design those trials.  There are so many different 
opportunities.  And I know Matt was talking about the LLS First Connection program, and I'm sure during your 
conversations with others that you encourage them to be empowered patients and actively involved in their care and 
talking with their doctor and asking questions.   

Any other ideas on how advocates are playing an important part in that relationship?  Eric, what do you think?   

Eric Hansen: 
Yeah, I really second everything Jack said, and I think one of the first things that I learned, the first oncologist I saw 
after diagnosis ran me through the information and said, well, you've had a pretty good life so that's the way it is.  And 
I rebelled at that attitude fortunately, and went to another specialist.   

He started talking about trials and different drug options and so on, and so I got interested that way.  But all these 
drugs, some of the doctors just get really giddy about drugs, and when you read the fine print you will find that 
almost all of them only work on a fraction of patients, and many of them only work for a few months to a year or two.  
And all of them have some sort of—almost all of them now but a few don't, but most drugs have some side effects.   

And so the more a patient can learn and discuss with their doctor those kind of things, about the drug options, side 
effects, do you have to travel to a chemo center, all those considerations need to be not only discussed and 
understood by the patient, first of all.  And often unless you're assertive at some point about that, you may not get 
the information you really need.  The doctors are going to go where they're going, and that may very possibly be the 
best possible route, but it may not for you.   

And so being informed and being part of the decision-making process on the treatment, and the trials available and 
so on I think is just critical.   

 



Reina Weiner: 
Cindy, if I could say something.   

Cindy Chmielewski: 
Go on.   

Reina Weiner: 
When I was in the second trial, which was really the more progressive one with CRD that was offered to smoldering 
and active disease patients, so many people said to my husband at work, how can you let your wife do that?  She's 
going to be a guinea pig.  And so dispelling the myth of trials, that they will just experiment on you and that it is not 
well regulated, well controlled and so forth is something that I really try to mention to anybody who is at all 
considering a trial.   

And I do a little presentation about clinical trials.  The first thing I do is I put up my picture and a guinea pig, and I just 
say I'm the one on the right.  That's not me, and just letting people know that in the preclinical trials those are where 
animals are used, but in the human trials they are not.   

And the sense of intimidation of patients with doctors in the examining room, people are really afraid, really, really 
afraid.  And, I don't know, I have always a hashtag that says ask for what you need, but my concern is that a lot of 
people really don't.  And that's, I don't know, really how hard you can work on that, but I think that's really necessary.  
As Eric said, you get prepared.  As Jack said, you get ready to ask all your questions so that you become more 
knowledgeable and then able to ask better questions.   

Cindy Chmielewski: 
I agree with you 100 percent.  I was one of those people that were afraid.  I grew up in the age of doctor knows best.  
So I was going to all of my appointments.  I would blindly follow doctors’ orders.  When people were telling me to 
have discussions with my doctors I really didn't know what those discussions were going to look like.  I was asking 
them about their weekend plans and their family, not about treatment options and the pros and cons of every, each 
one of them.   

So like Jack said, patient advocates providing patients with a list of important questions is so vital, because when you 
are newly diagnosed you really don't know what to ask.   

Jenny, I'm going to put you on the spot.  She's laughing.  You have had relationships with lots of myeloma specialists 
over the years.  You interview them on your Myeloma Crowd radio.  How do you think that has helped improve 
research, helped improve everything, the relationships that maybe the doctors develop with patient advocates?   

Jenny Ahlstrom: 
What I realized in doing that show is that the doctors are so busy, they're doing research, they're seeing patients, 
they're attending meetings, they're trying to stay up to date on their own practices, that they didn't have time to 
really market what they're doing or share it with the patient community, because they're more focused on writing 
the scientific papers.   

But being able to translate it for patients into patient-friendly language I realized that there was a real need for a 
patient advocate to step up and do that piece, because they just didn't have time.  They wanted to share information 
with patients and they were excited to share the information with patients about their studies or what they were 
working on or new discoveries that were coming out.  They just didn't have time for it.   

 



So I think it's changed the way that myeloma specialists believe that they can communicate with the patient 
community, because they jump at the opportunity to do that.  They're excited about doing that.  We're coming to 
ASH, the Myeloma Crowd is coming to ASH, and we'll be saying if you want to share your clinical trial in a video you 
can to that.  And it's a three-minute video, and it's short and it's sweet, and it's a great way to get the word out to 
patients.  So it's just really important.   

And what we've been talking about, I've been actually teaching my kids this, that there are people who are 
submissive and not really self-advocates.  There are people who are aggressive and who are really bullies and rude 
about things.  But what I want my kids to learn how to be is assertive, and that's standing up for yourself, asking 
questions, being kind and being respectful and being advocates of the work that these experts are doing.   

The people that we are talking with and are working on myeloma research are incredible people.  They are incredible, 
and the work they're doing is truly amazing.  So I am thankful every day for all the amazing work that's being done to 
design the studies, to run the studies, to push the research forward.  We are so blessed.   

Cindy Chmielewski: 
Thanks so much.  Because of the work of the Myeloma Crowd and Patient Power and CURETalks, I learned so much 
about the trials that are up and coming.  Researchers have been more than willing to share their work, and it just 
gives me a sense of hope, and it gives me a sense of connection, connection with the research community which 
makes me feel very good.   

Matt, do you have anything to add on this topic before we move on?   

Matt Goldman: 
Yeah.  First, I'll add that I learned early on that I needed to be my own advocate.  My first nephrologist, my first 
kidney doctor just based on numbers alone wanted me to start dialysis, and my wife and I, we didn't feel like I was 
symptomatic.  I was struggling with just dealing with my cancer, and I didn't want to add dialysis to the mix when I 
didn't feel like I was symptomatic.  And it was a real education, because that doctor was really angry at me and really 
upset that I wasn't following the direction that she was giving.   

And so I learned early on to, like everyone is saying to speak up for myself and advocate myself and that it's actually 
okay to even fire your doctor and get a different doctor if you're not clicking with that doctor.   

And then the second thing is I think what makes this disease confusing and challenging for folks, for everybody and 
including me early on and even now, there's really not one standard treatment that works for everybody, and it's 
hard when you're diagnosed with something that you've never heard of to choose a path to go.   

Where I live I had a handful of different options of doctors I could see or centers I could go to, and we also considered 
flying somewhere to take the treatment just because we were having some challenges early on, and that really 
required me to get a little bit more educated about what these options mean and what they mean to my health and to 
my survival and to my quality of life.  It, you know, again it was sort of an education that I really needed to learn about 
the disease and my disease and what treatments are that are out there and choose a path and go with it and stay 
educated.   

Cindy Chmielewski: 
Right.  So, once again, becoming your own advocate first before you advocate for others is really, really important.   

 



We have a bunch of leaders in the myeloma community right here.  If you had to give a newly diagnosed patient, one 
piece of advice what would be the one thing you would tell them to do if they were newly diagnosed?  Who wants to 
go first?  All right, Reina.   

Reina Weiner: 
I would advise them to find a physician who only treats myeloma, and probably they would need to either get in 
touch with the IMF or MMRF to get some names in their home area.   

Cindy Chmielewski: 
That was a very good piece of advice, Reina.  So besides finding a myeloma specialist, a doctor who only treats 
myeloma patients, what's another important piece of advice to give a newly diagnosed patient?  What do you think, 
Jack?   

Matt Goldman: 
Well, I'll jump in real quick.  I think don't Google too much.  Stay off the Internet when you're first diagnosed.  It's 
helpful but it can also...   

Cindy Chmielewski: 
…and why do you say that, don't Google too much?   

Matt Goldman: 
Because it can scare you.  And information in there, I mean after a while you learn what the good sources are, you 
know, we talk about some of those, but at first you don't know what's accurate, what's current, what's good, what's 
bad. And if you're searching just myeloma in general, you might come across some stuff that maybe is outdated or not 
quite accurate.  And while it's important to do your research you can overdo it and not help yourself mentally.   

Cindy Chmielewski: 
So don't use Dr. Google until you really know where those trusted sources of information are.   

Matt Goldman: 
Right.  And I think that's where advocates and other patients who have lived with the disease really are extremely 
helpful.  You can't always, as an advocate you can't always give medical advice, but you can point people in the right 
direction and help them sort through things.   

Cindy Chmielewski: 
Good, Matt.  Good piece of advice.  How about Jack?   

Jack Aiello: 
Well, I would, number one thing I would say is get educated about your disease.  Ignore those bad sources that Matt 
referred to, but the good news is especially compared to when I was diagnosed in 1995, there's an awful lot of good 
of sources out there, whether they are sites like MMRF or IMF or Crowd Care, whether there are—even the pharma 
companies at least on their products can be good references for information.  Many of the advocacy sites, LLS, for 
example, and IMF and such, have great videos to help explain, or maybe they have blogs to help explain.   

People learn different ways.  Go to a support group.  There are lots of support groups, 150 or so throughout the US, 
so there's a good chance there's something near you.  Just listen for a while.  I can remember when I didn't want to go 
to my first support group.  I thought there was too much touchy-feely stuff, and I wasn't too interested in that.   

 



But when I met another patient and you find someone living and breathing with this same disease that you've never 
heard of, it can be really impactful—and hopefully that other patients might lead you to some good resources as well.  
So I say get educated and it's all—and it can be so helpful to your prognosis.   

Cindy Chmielewski: 
This retired teacher who says education is key, knowledge is power, but I think you also brought up another 
important piece of advice.  Find some type of support network, whether it is an in-person support group or an online 
support community or a family, a friend, friends or family.  You can't just walk this journey alone.  You have to find 
some means of support.   

Any other words of wisdom for newly diagnosed patients?   

Jenny Ahlstrom: 
I noticed that we had—our family had been through the cancer experience prior to my diagnosis.  About five years 
before I was diagnosed my brother-in-law was diagnosed with AML, which was a very aggressive form of leukemia, 
and as a family we went through that shock process I think most myeloma patients go through when they're first 
diagnosed.  And so at some level you wonder, you know, well, I'm just going to trust the doctor and kind of move 
forward.  We lived that process for a year and saw that it didn't have a great outcome to not become advocates for 
ourselves.   

When I was diagnosed we made a decision that we were going to do certain things, and so of the time it's a decision 
that you make after you are diagnosed in how you're going to respond to adversity.  So I have something that's this 
life-threatening challenge.  How will I (?) Inaudible?   

And I've seen the gamut.  I've seen really close friends who did not want to know anything about their disease, and 
it's not good.  It doesn't help them in the end, because they do the research that needs to be done prior to the 
decisions that they need to make, but sometimes they come too late.  So the early decisions that you make in 
myeloma about who is treating you, how involved you're going to be in your care and the decisions that you're 
making from the get-go really impact the decisions you're making later on in your care and may open doors or close 
doors to your treatment.   

So it's really key that you get over that ostrich with your head in the sand at the get-go so that you can make good 
decisions as you go.  And funny enough, it makes you feel happier about your care, in my opinion.   

Cindy Chmielewski: 
I agree.  You know, as Jack was saying, knowledge is power.  It's important to educate yourself.  I too had friends who 
said, you know, I trust my doctor.  I feel good about what he's going to do, and some of that stuff scares me.  And I 
truly believe if you feel that way and if you can't educate and advocate for yourself, you really need to appoint 
someone as your advocate, someone who will learn about your disease and advocate for you, whether it be a 
caregiver, a close friend, anyone.  But you can't just, as Jenny said, keep your head in the sand.   

Any other words of advice for those newly diagnosed patients?   

Eric Hansen: 
Cindy.   

Cindy Chmielewski: 
Hi, Eric.   



Eric Hansen: 
I had a couple other thoughts.  I certainly, absolutely agree with everything everybody has said, but I think one other 
thing you can do would be to get people thinking not in terms of what am I going to do today and what's going to 
happen tomorrow.  Start getting people thinking in terms of their strategy.  Where are they going to be in two or 
three years?  What do they want to do in the next two or three years in terms of their personal goals and medical 
goals, and so on?   

This is not a—for many of us, and for most of us now, this is not a sprint.  You don't have to get your affairs in order in 
the next (?) Inaudible.  There's—I've noticed too that doctors have like 15 minutes with you usually when you go in.  
And so they're going to try to get closure on a decision.  Let's try this, let's do this, and we'll start you on this.   

My question at that point is always, okay, and then what?  What comes next?  If this doesn't work, then what do we 
do?  How do we know it worked?  What are the tests?  What are the markers?  And start thinking strategically a little 
bit about your life because you've got a pretty good ways to go yet, and you have a lot to do with how well you do 
with it.   

Cindy Chmielewski: 
So look at that long-term game plan, not just the short term.  Very good advice.  Now, this program is aimed at 
advocacy and how people, patients, caregivers who maybe not are currently advocates can start becoming 
advocates.  So would anyone like to share how they began that advocacy journey, if there were any challenges that 
you had early on, how to work through those challenges?  Any words of wisdom on how to become an advocate?   

Jenny Ahlstrom: 
Well, it was—becoming an advocate was sort of fear-based in some senses.  You know, you feel like with myeloma 
that the clock was ticking, and I think for me it helped me overcome barriers or fears that I might have had before.  I 
was willing to do things because I have this cancer that I wasn't willing to do before, so that kind of propelled me to 
do interesting and different things and take risks where I wouldn't have before.   

What we've learned is that there are a lot of people—this summer we travelled through 50 cities across the United 
States and we met all sorts of myeloma patients in all different situations, and we realized that there are a lot of 
people who want to give back.  They're not quite sure how, so that's why we're developing this myeloma coach 
program because we want to be able to train them in how to become a myeloma advocate.  Where to go for, like Matt 
was saying, some of the best resources?  At which sites should you maybe not go to that might not be as current or 
relevant?  And just going through that process, it's work to do it, but, like Jack said earlier, you do it a little bit at a 
time.   

You go to a meeting, you go, oh, I never knew that myeloma had its own genetic features, so what's that all about?  
And so you start learning about that.  And then you go to another meeting and you say, well, what is my monoclonal 
protein because that's not even in my patient portal.  I'm not really following that number.   

So it's just, it's layers, and you pick them up over time.  And it's okay if it's slow.  It's not a problem.  But just do a little 
bit at a time, and then look to places who can help train you also in how to become an advocate for yourself and for 
others.   

Cindy Chmielewski: 
And that was the hard thing in the beginning.  I knew I wanted to give back.  I knew I wanted to do something and had 
the skills to do it, but I didn't know how.  So I mean that's why I started by volunteering at the LLS.  I went to a 
meeting actually that they were presenting, a local workshop, and after the meeting I started talking to the patient 
services director and asked, I said, I really need to do something.  Can I come and volunteer for you?   



And she said, of course, we're always going to accept volunteers.  And while I was there that's when I—and in the 
beginning I was just stuffing mailers and putting tags on information booklets.  Like just—I was doing office work.  I 
wasn't really doing any education or (?) Inaudible.   

I found out about the First Connection program and asked to be trained as a First Connection mentor.  In the 
beginning there was even a learning curve that were locally doing the LLS First Connection program because they 
told me I needed to be out of treatment for two years before I could start mentoring.  So I had to let them know that 
for the most part myeloma patients will be out treatment because we're in maintenance therapy, and that was a 
learning curve for my local LLS.  But they saw that I was capable of doing mentoring, so I did some mentoring there.  
And I just think there's connections.  You just ask people, well, how can I get involved?   

For me in the very beginning it was hard to find that path.  Where am I needed?  I think it's also important for you to 
find that right path for you.  For me it's education and talking to others and helping them understand their myeloma 
and what resources are available for them.  Although I do some fund-raising each year with our support group.  The 
Philadelphia Multiple Myeloma Network does a 5K each year where we've raised over $100,000.  That's not where I 
feel the most comfortable.  I'm not comfortable raising funds, so I kind of steer away from that type of advocacy.   

I didn't think I would be okay with political advocacy but I started small, I got trained.  And people who may not even 
want to do that face-to-face meetings with their legislators or senators may be able to sign up like in the IMF or the 
LLS, or any other cancer organizations have news alerts where they have alerts that say send your senator this letter 
to promote this, you know, more funding for cancer research or oral parity for cancer drugs.   

There's just so many different ways that you can get involved, maybe very basically at the beginning and very small, 
take baby steps.   

Anybody else, how they got started in that advocacy work in the advocacy community?   

Matt Goldman: 
I'll jump in here.  I think this best—your question is a really good question, and Jenny made a really good point.  I think 
you start slow and you do what you feel comfortable with in terms of being an advocate, but I think when you get sort 
of at a certain point with your diagnosis your comfort level or what you're comfortable with changes.   

To speaking personally I know before I was diagnosed I probably wasn't the best person—and you could ask my 
family or my wife about this—I wasn't the best person about sharing how I'm feeling or what I'm thinking or anything 
personal.  That was not what I was about.  And the longer I've had myeloma the more okay I am with sharing my story 
and sharing my experience because it's important to share.   

I think we all have—everybody, not even just us on this call, but we all have a story and we all have a story to tell and 
there's values to all of it.  So it took me a while to get comfortable with that, with opening up, but I think it's 
important.  And I think it's important just for me also.   

I think also when you're diagnosed your priorities in life change and having a new car every couple years and sort of 
all those sort of things that seemed important don't seem important, and you want to do something.  You want to do 
something that has some value, and you want to be able to give back.  And being an advocate and just speaking at 
whatever level I think allows one to feel like they're contributing and giving them some sort of self-worth and self-
value.   

 



Cindy Chmielewski: 
Anyone else have anything to share before we move on?  Jack?   

Jack Aiello: 
So both you and Cindy and Matt mentioned LLS, and I think that's a great place to start because they can—they love 
to have people in the office help out as volunteers, and you can get involved in programs like First Connection and 
working with their Information Resource Center and such.  When I had to go on medical disability I contacted my 
local LSED as well as the founders of IMF and MMRF and said I still had a head on my shoulders and I'm happy to 
volunteer.  And those organizations and Jenny's Myeloma Crowd are happy to have people help out in any capacity.   

And you begin to learn more about your disease in doing that.  You begin to meet up with other patients.  You might 
get asked to participate in public policy events.  You will certainly get asked if you want to be involved in any kind of 
fund-raising and such.  And so it is a great way do that and get involved with your local support group maybe to give 
back.  And as a result you are able to also continue to get more educated about your disease.   

Cindy Chmielewski: 
Good points.  I know the LLS was very good to me because it started building per se my advocacy resume.  There 
were things I wanted to do in the future.  I knew I wanted to be part of the AACR Scientist (? Arrows) -Survivor 
Program, but I knew that was an application process, and I had to talk about what advocacy work I had done.   

Well, if I had no advocacy work I was doing I couldn't move on to the next level, and the LLS gave me a great place to 
start with their First Connection program, their Light the Night, just anything like Jack was saying.  I think another 
place to start too is I know Patient Power, which is now starting a patient engagement program where there are 
Patient Power ambassadors who may go to different events to share their story.  So you may contact Patient Power 
to see if you want to be one of their Patient Power ambassadors and share your story with others to help inspire 
them.   

Any other ways to just get your foot into the door in that advocacy work field?   

Jack Aiello: 
And, Cindy, just to clarify we keep saying LLS, that stands for Leukemia & Lymphoma Society, just in case we never 
said that. 

Cindy Chmielewski: 
That's true.  And even though myeloma isn't in their name, they do have many myeloma resources so, yes, the LLS.   

And how about your advocacy work?  Does anyone have a really gratifying experience they'd like to share?   

Jenny Ahlstrom: 
So yesterday I was on the phone with somebody who had joined HealthTree, and she was looking through—well, her 
husband had joined it.  She was trying to help him advocate.  They were already seeing two myeloma experts, so they 
had top-notch doctors.  He had a very aggressive form of myeloma, and they were trying to do what Eric was saying.  
They were trying to plan ahead because he had relapsed through multiple approved therapies.   

They were working on getting him to the CAR-T trials.  They didn't quite know how to go about getting on the waiting 
list, and she just had a lot of—she was dealing with a lot of emotion.  She was dealing with a lot of stress.  She was 
trying to figure it out.  And she was just so grateful to have a tool like that where she could now start maybe 
connecting with other patients that looked like her or her husband and also connect with, have me help connect her.   



To me, those are the most valuable experiences in all of the advocacy work, the days that I get to talk to somebody on 
the phone and just give them little tips or tricks that might—so something as simple as, she said, you know, I need 
more time with my doctor.  I have this expert doctor.  I need really 30 minutes to start going through these 
conversations.  I said, well, why don't you use your patient portal where you're making your appointments and things 
to write out your questions in advance because if you write out everything you can probably get a really fast 
response from your doctor about what would you consider next.   

If I can't get into a CAR-T trial what do I consider next?  What clinical trials should I consider joining?  Or what would 
you suggest for the type of myeloma that I have?  So something just as simple as that.  She said, oh, I never thought 
about doing that before.  I'm just always disappointed that I don't have more time with my doctor.   

So sometimes it's just the really simple things.  And people are going through a lot when they're going through 
myeloma, a very active disease.  So just it's so valuable and it's so rewarding to participate as an advocate.   

I truly think that advocates, people who are advocating for themselves and others, I think they do better with their 
disease.  I had one of my doctors say that, that he said that it's really—I recognize that people who are really 
advocating for other people, they tend to do better.  And who knows why.  Maybe it's just anecdotal, it could not be 
that scientific, but maybe it's true.   

I feel happier that I'm advocating for myself and others.  It helps me because the myeloma experience is a mind game.  
You're in it for this long haul.  Every time you go get labs, like you said at one point, Cindy, you're getting the red card 
or the green card when you get your labs done, and going into that I always get really stressed out right before I go in 
to get my labs.  How is it going to turn out this time?  And I kind of have to think about making a treatment change or 
get on treatment or start a different treatment.  So all those things are—it makes things easier when you're 
advocating.   

Cindy Chmielewski: 
I find when I'm advocating for or others I sometimes even forget that I myself have multiple myeloma.  I'm there in a 
different role.   

Jenny Ahlstrom: 
I agree with that.   

Cindy Chmielewski: 
You know people say, how can you spend all your time thinking about your disease, and when I'm in that advocate 
role I forget that I'm advocating for myself too because I forget that I have myeloma, which is hard to do but you kind 
of do that when you're in that role.   

I think one of my most gratifying experiences was early on.  I'm a mentor for the 4th Angel program.  It's at the 
Cleveland Clinic, and they realized that I had a social media presence both on Twitter and Facebook as Myeloma 
Teacher.  And they had someone calling up and they were going through a stem cell transplant and they wanted to 
speak to someone, which isn't unusual, but what was unusual about the request is the person only spoke Spanish.   

So they needed to have a mentor who was fluent in Spanish and who went through a stem cell transplant to talk with 
this person that they had made a connection with.  And unfortunately at that time in their directory they didn't have 
someone who matched those needs, so they asked me if I knew anyone, and I said I personally don't know anyone, 
but is it okay to reach out on social media and ask?  And they said, yes, we're desperate.  Please do so.  And I did.   

 



I tweeted out, and I put it on a Facebook page, and within an hour and a half I had four people who spoke Spanish who 
were willing to mentor a myeloma patient.  So that kind of—that was very gratifying to me that I was able to use 
something I was good at, using social media, to help someone else.  So that was one of my gratifying experiences.   

Anyone else?   

Reina Weiner: 
I have one, but it's not myeloma, it's just advocating a neighbor's friend who has pancreatic cancer and has been on a 
monoclonal antibody off label use and has done super-duper.  And it's three years, and the doctor said, well, nobody 
has survived past three years.  We think you should have the surgery, which is a Whipple procedure, and that's a 
pretty tough one to go through, and what should she do?  Should she continue on with therapy because there's 
nobody else who had been on it that long, and/or should she have the surgery and was very confused.   

I said, well, I'm going to make a call over to the NCI because I do know somebody who works in GI oncology and see if 
they can just help you get more information so that you can make an informed decision about what to do next.  So I 
called, and the person I wanted to talk to had moved to another area because that happens, you know, but they did 
give me a phone number and I called that person.   

And then I gave it to this lady who ended up speaking to this GI oncologist finding out also about the fact that there 
are other patients who had survived all that long.  And then also got in touch with—got her in touch with a pancreatic 
support group called PanCAN.  Ended up talking to these people at PanCAN for four hours until she could really feel 
comfortable with her decision.   

But what I tried to pass along too was that just because the data says that there's nobody else alive at three years on 
this treatment that doesn't mean that you would not continue to do well.  It's just that the data has not followed 
people out any further.  But the idea of connecting people is just—you know, what did I do?  I just said, here's the 
connection.  Kind of go from there.  And that was very—I mean, I haven't worked in oncology for years now, but that 
was very—that was gratifying to me, I have to say.   

Cindy Chmielewski: 
And as advocates we do have lots of networks and connections that we can do that, so it is very gratifying for us.   

Anyone else like to share something?  Okay.   

Final words.  Anything that we did not touch that you would like to say on the topic of advocacy or anything else that 
you think is important for our audience to hear?  Any final words?  Final thoughts?   

Reina Weiner: 
Ask for what you need.   

Cindy Chmielewski: 
Okay.  Eric?   

Eric Hansen: 
Yeah, I would say as part of all this, everybody's overwhelmed in the beginning, but one of the things that has helped 
me a great deal is realizing that your lifestyle is critical.  And I was living a pretty good lifestyle I thought, but when 
you get into the research more and you realize that you have to be in good shape to get into a lot of these clinical 
trials.  You have to be in good shape to tolerate some of the drugs that you may need down the line.   



 

So I did make some changes in my diet, cut out white stuff, and cut down to a couple of glasses of wine a week, maybe, 
that kind of thing.  And I got a personal trainer, a golden doodle that makes me walk every day.  And so between 
those three things I would say that it's expanded my options.  I feel a lot better, and I do feel better about doing as 
much as I can for myself with all the drugs.  So I would add that to the list.  It's a long list, but I would put that there.   

Cindy Chmielewski: 
Did you say that a golden doodle was your personal trainer?   

Eric Hansen: 
Yeah.   

Cindy Chmielewski: 
I had a long-hair dachshund that did that for me.   

Eric Hansen: 
Rain or shine, blowing sideways, he needs to go out and get exercise so he's my trainer.   

Cindy Chmielewski: 
In Alaska, I'm sure the climate isn't the best every day.   

Eric Hansen: 
Most days.   

Cindy Chmielewski: 
Any other words before we leave?  Jenny?   

Jenny Ahlstrom: 
I will just say that you will be more educated and happier if you first learn to advocate for yourself but then flip it 
around quickly and start advocating for others because it's just a really fun way to live.   

Cindy Chmielewski: 
Okay.  Jack?   

Jack Aiello: 
So, Cindy, earlier you said that you didn't really enjoy fundqraising and I don't know anybody that enjoys fundraising, 
but you do as you get into this get more and more people asking, what can I do for you?  How can I help?  And you 
shouldn't be shy about fundraising for these different organizations that can really use the help, and it goes towards 
research or it can go towards education.  And it's a great way to also keep people informed about how you're doing.   

So I don't enjoy fundraising, but I do it each year, because I know it's a big benefit to me, to these organizations, and 
to the others who want to know how I'm doing and don't always want to be bugging me and asking.  So don't be shy 
about fundraising.  Try to get into it.  It doesn't have to be for a lot of money, but it can also make you feel pretty good 
about what you're doing to help out.   

 



Cindy Chmielewski: 
That's why I'm always on our board that's doing our Miles For Myeloma.  But I cannot imagine not enjoying Jack's 
annual poker party.  Don't you have a poker event for fundraising each year?   

Jack Aiello: 
I've done it for many different years, but I'll tell you the way I raise most of my dollars is just to ask people for money.  
It doesn't go into my pocket.  It goes into a cause that I feel strongly about.  And we all get so many fundraising 
requests from different great organizations, whether it be Red Cross or American Cancer Society, but if people are 
going to make a donation at all I find that they're going to make a donation to someone they know for a good reason.  
And so it can be a worthwhile thing just to go out and ask for dollars for a cause.   

Cindy Chmielewski: 
Well, thank you so much for joining our Myeloma Cafe on advocacy.  

And your heart could suffer the consequences. I've had a patient who actually did induce a heart attack just from 
walking at a time when their hemoglobin was very low and when their blood pressure was low. 

 

Please remember the opinions expressed on Patient Power are not necessarily the views of our sponsors, contributors, partners or 
Patient Power. Our discussions are not a substitute for seeking medical advice or care from your own doctor. That’s how you’ll get 
care that’s most appropriate for you. 

  
 

 

 

 

 

 

 

 


