Interview with Terry Altilio
Vickie (00:00)
Well, good morning, everyone. We're here today with Terry Altilio, who is going to be interviewed by Jordan Nichols and Dana Ribiero Miller. And the reason that Jordan and Dana are together here interviewing Terry is that they were fellows together with Terry at Beth Israel Hospital in New York many years ago. And so, we thought it would be fun for them to do this together. I'm going to come off camera and Jordan and Dana, if you wouldn't mind, Dana, you can start, introduce yourself. 
Dana (00:31)
I'm so excited to be here with both of you. I'm Dana Ribiero Miller, a former fellow of Terry's from Beth Israel. I think it's been 12 years since we've all been together, working together. And I'm currently a palliative social worker and clinical instructor of medicine at NYU Langone. And just thrilled to have this conversation here today.
Jordan (00:51)
And I'm Jordan Nichols. I am currently a palliative care social worker. Recently moved up to Maine. So, I'm working with Maine Health, and I split my time now between inpatient and  a community based palliative care program. And I just want to again, thank everybody who's working on this project. It's really an honor to play some small role.
Terry (01:12)
Great. Good to see you both. It's been a long time since I saw you together. Yeah. And while we're not together in the same physical space, together visually anyway.
Dana (01:22)
So, Terry, Jordan and I have a very small task of interviewing you for this legacy project, and I feel like there's just a ton of ground to cover in a really short period of time. And I think I'm really curious to hear from you because palliative care as a field sort of has evolved and been defined over the trajectory of your career, right?  So, what did you sort of think you were getting into and got called to and how has it kind of become what it is today in your mind?
Terry (01:52)
So, it's interesting because Jordan and I were talking a little bit about how this career, my career, has evolved in palliative care. And one of the things  ~ when I think about the way my world and my life has evolved in this work ~ it has not evolved by plan is what I want to say about that. One of the reasons truly why we have built this website is because we are in the unique position, Palliative Social Work, of having built a specialty, and being able still to document the people who built that specialty because some of us are still around, some of us are not, some of us are dead, we've died. And there's a whole lineage, if you will, generations of palliative social workers. So, I consider myself like the first generation, you all are the second, and there's another generation coming up. There may be three or four generations of palliative social work. My entrance, if you will, into palliative social work was not with intention. And it really started ~ I had to get a job decades ago and I had to get a job because I was married and had a kid and my former husband lost his job. So. we had no source of income. I'd never worked in healthcare. I worked with kids. I worked in residential treatment. I worked in home-based, what we called, when we would go into people's homes, which was amazing work, absolutely amazing work. We would go into people's homes and help sustain folks in community, children and families and stuff in New Jersey. But we needed a job. Somebody needed to be bringing in an income, and my local hospital had an opening for an oncology social worker. I'd never worked in a hospital. I never did oncology. It was all about children. And they hired me. And the hospital was five minutes from my house. So, I had a kid in second grade. And so, I took that job. They offered me that job. And one of the reasons why it was so interesting at that point in time is because it was in oncology. And I believe that my mother had died of cancer. We never talked about it because we didn't talk about things then. So, it was these things coming together, weaving together without intention, if you will, but with need, not intention, but with need. And I was hired and supervised by Susan Gerbino, who many of you out there know. Susan built the Zelda project at NYU. And had she not been my supervisor, I probably would not have stayed in that kind of work because in this community hospital, if you were doing oncology, you were considered very special. How can you do that work with cancer patients? Because you need to understand it's over 30 years ago, where cancer had different attributed meaning than it does now. So how can you work with cancer patients? That's very isolating when people sort of treat you as a special person because of the work that you're able to do. While they think that they're saying something supportive, they're really ~ it's quite isolating. But Susan Gerbino was my supervisor, so it doesn't get much better than that. And I stayed there for seven years and learned how to do oncology social work. Why? Because Memorial Sloan Kettering had a training program where you could go for a couple of days, two or three days, and learn how to be an oncology social worker. And so I went there and I learned how to be an oncology social worker. They also had a course on cognitive behavioral interventions. So, I went and took that course. And then this is ~  I think that probably people have these moments in their careers. It's not unique.

All of a sudden you look around and you realize that your commitment to something is intensifying, but the institution's commitment to it is shrinking. And all of a sudden, something happens that wakes you up to that. And your life also changes. So, my life changed because my kid grew up. After seven years, my kid was in high school. He's wanting to go off to college. I thought I would never go into the city to work. Matt Loscalzo, he's done amazing work in his career; he had said, if you want to come to Memorial to work, let me know. So, after seven years, I decided that the hospital I was working in did not have the same commitment to oncology that I had and that I needed to make a change. So, I transitioned down to Memorial Sloan Kettering. And it was at Memorial,  and I went there to be an oncology social worker because that's what they do, Memorial Sloan Kettering is cancer. I went there to be an oncology social worker. Oh no, I went there to work with the supportive care team which was not “palliative care” at that moment because palliative care hadn't bloomed in the States. It was blooming in Canada. And I remember being at a meeting at Memorial Sloan Kettering where Russ Portenoy and Kathy Foley were talking about this new specialty of palliative care. And that's when the George Soros' Project on Death in America grew. He threw a whole lot of millions of dollars into studying end of life care in America.
And so, I was there listening to all that as it grew and as it developed. And then this is just, it's so weird, seven years, there's something about the seven year thing. After seven years, Russ Portenoy started the first department of palliative care ~ pain management and palliative care at Beth Israel. They invited him to create the first department of pain medicine and palliative care. And he went down to Beth Israel, and I had to decide whether I was going or staying. And it was seven years. So, seven years at the community hospital, seven years at Memorial Sloan Kettering.  So, when I worked at Memorial, I would always walk from Grand Central Station to Memorial  ~ every day. I walked for seven years  ~ one day I didn't walk to Memorial. So, I would walk back and forth, which was a way also of defusing, what is that word? You know what I'm talking about? 
Jordan (07:37)
Decompress
Terry (07:48)
Yes, create a distance, right? And then I would get on the train and come home. So, when I was thinking about whether I would go down to Beth Israel to work, when Russ went down there, because I was okay, I could have gone there. I counted the blocks. I wonder how far it is. Is it further from Grand Central or is it closer to Grand Central ? And it was equidistant. But I was going south versus going north. So, I was like, well, that's not a way to make a decision. I guess you can't make a decision based on the number of blocks. Also, the historical piece of this is ~ and it is interesting how careers develop, how careers evolve? The historical pieces, when I went to work at the local community hospital, they were building an oncology department. They were building an oncology floor. So it was, I was being, I was entering something that was being built. When Russ went downtown to Beth Israel, he was building something. So, I made a choice to go where something was being built as opposed to where something was established. You know, it's retrospectively that you look at something, and you see a pattern in your life. Other people plan their lives, I guess, more consciously, but I was, you know, looking at strange things like the number of blocks between one place and another and whether that would message something. So, it was really interesting to have a platform. And that's what I will always appreciate in Russ is that he created a platform and didn't get in anybody's way. If that makes any sense. He was like, you know, do what you think is important to do  ~ fellowship ~ yeah we can have a fellowship, Terry. Okay. You know we built some things there because of his ability to allow people to be free and to create and to use whatever skills they might have or might develop. So, I think it's interesting to just imagine in your own lives, you know, what signs give you a clue that something needs to change and what that's going to, what that looks like and how the world evolves around you because some of it is absolutely not by plan, not by plan.
Jordan (09:40)
Yeah. It's funny. It's funny. You mentioned that because when I decided to become a social worker and I went to school and I had an idea that I might be interested in hospice and end of life care and I got to the Sarah Lawrence campus where I took my class  and Susan Gerbino was the dean of that campus, which is how I met her and the rest is history. But yeah, it's funny how those things is ~ it's serendipity, the kind of that you stumble into these things and that doors that you didn't know were there open somehow,
Terry (10:08)
Yeah.
Dana (10:08)
When you were talking Terry ~ Sometimes the more things change the more they stay the same. I was laughing when you were talking about how they would say to you “Oh you do special work”  because I just went to talk to a nurse manager yesterday about opening up visitation for a dying patient. And she goes “gosh” , and I mean I’ve worked here for thirteen years at this point ~ and she says “I just don’t know how you do it every day; how do you have these conversations every day? And it was so random because we’ve talked for years and she’s never asked me that question, but I don't know, in some ways, that we've moved past this idea that we do special work. I know that's a tension that we talked a lot about in fellowship. Maybe you want to speak at this idea that this job, is it a job? Is it a calling? Is it special work? Is it work that just has to be done? And we're people there to support people, right? Where do you separate out the ego from the experience a little bit?
Terry (10:28)
That's such a multi-layered question. And the other thing I think about ⁓ having been a party to creating it ~ is that I think in some way when we created palliative care and when we created palliative social work, we separated ourselves out. We did that ⁓ in part because we had to create an identity. And this goes along with medicine. Medicine was creating an identity. It's interesting when you think about how we've mimicked, if you will, what medicine was doing in the evolution of palliative care. And we created an identity. And maybe that was absolutely necessary to create an identity and a specialist skill set and so on and so forth to establish the credibility of the work and to anchor the work. I think though that the consequence, and it's really interesting to be involved in it for all these years, part of the consequence of it is ~  certainly if you read something like the Lancet Report on Dying ~  they will talk about how the United States perception of palliative care has removed from the community;  that we have medicalized much of what palliative care and end of life care has become. And I think in social work, I have this idea about the thread that we have evolved over time. And I think we started certainly with palliative social work, building the Oxford Text of Palliative Social Work. And we're very proud and continue to be very proud that there's an Oxford Text of Palliative Medicine, Oxford Text of Palliative Nursing, and an Oxford Text of Palliative Social Work. So, there we are, one, two, three. Then everybody started talking about primary palliative care skills. And then we built the guide, which is a guide to palliative care, primary for healthcare social workers. And I think that...As we were building the guide, not when we were building, at least this is my experience of it, not when we were building the Oxford text, but as we were building the guide, we began to wonder ~  we began to say to ourselves, this is good social work. What we are talking about is health social work. This is what all health social workers ought to be able to do. We don't need to kick all this to specialists and how did it become that way ~ that we kick so much of this to specialists ? And I think part of it was mimicking the medical evolution. But I also think part of it was building an identity. There was something about the need to build an identity at that point in time. And so, this idea that we are special, that we do some kind of special work, that other folks can’t have these conversations. And certainly, for social work, these are conversations across humanity. When you're talking to people about, you know, their children, about removing their children from the home, if you're not talking about human being to human being and capturing the commonality across human beings, then you're missing a whole lot in terms of the meaning of some of the work that we do. So, I find it interesting, this idea that we're special and how we contribute to that and how this is really a time I think where folks are beginning to see and not as a consequence... If you listen to Colleen Mulkerin’s  interview, she has a chapter in the guide which talks about the need to help build these skills across health social workers, not because there is a deficit of us,  not because there are so few of us specialists, but because this is good care. So, we should immerse these ideas across health social work because it is good care and perhaps people will feel less demoralized in the work if they actually can capture that aspect of what we bring to it as social workers. Right, as social workers, because I think it's absolutely amazing ~  I don't know what you guys think about this. I think it's absolutely amazing that, five years ago, medicine discovered the social determinants of health, social drivers of health. All of a sudden it became  medical. So how did we lose that? Where did we lose that? Where did we lose person in environment? Where did we lose our emphasis on community and such like that?  So, and we didn't lose it. It's there. You know, we just need to triage it. We need to bring it back in terms of what we bring to this work because the lens that we have is unique to us, just as the lens of nursing is unique and the lens of docs is unique. that's why we learn. That's why we go to learn things because, that's why we choose to be social workers and not docs or nurses, because there is a way that we view the world that is really important, especially in healthcare now where inequities and the care that folks are getting is just so troubling and troubled no matter where, seemingly no matter where you are in this country for sure.
Dana (15:27)
I wanted to circle back to something you said that I think kind of ties the two things together, this idea that at some point in your career, you recognize maybe you care about something more than the institution you care about. And this moment in medicine, where we're trained to be people-focused and individual-focused and look at people in the larger context of systems and systems of harm, and medicine is moving into really a business model. It's a business sort of the corporatization of healthcare, And so when you look at where does palliative care go? Because there isn't that investment in fellowship and social work education and through expertise writ large, right? It's sort of like these widgets of people that can do these jobs. What do you sort of see the path forward looking like for all of us?
Terry (16:07)
Well, I'm not sure I know the answer to that question. I see the path sort of backwards. Many people who come into healthcare and this isn't perhaps true for the people who have decided to call hospice an industry and so on and so forth. But doing this project has been really interesting to talk to people about what sustains them, what keeps them in this work. And it doesn't have to do with AI and it doesn't have to do with industry and it doesn't have to do with all that. It has to do with the humanity of the work that we do. And I have this idea that people would feel less demoralized in the work if they could value that, if we could understand that relationship is important, as important and perhaps more important than data, that relationship is in fact what influences outcomes in addition to the treatments that we provide and so on and so forth. So, I guess I see that there are layers and that there are many layers and that there are many folks that I suspect that you're meeting on a day-to-day basis who are in this work for the humanity of the work, that their original choices to be in this work perhaps are getting dwarfed and getting threatened. We need to articulate that. We need to be speaking that because not us, who? I mean, we need to be speaking the importance, the value of relationship and the value of the voices that people keep with them after they leave us, Whose voices? In my brain, it's not going to be an AI voice. It's going to be a voice that can touch people, you know, that can touch people. So the answer ~ and part of the way I think about this is that we need to go backwards and that we really need to recapture some of what it is⁓ that sustains people in this work and say that out loud and challenge it when we are looking at things that are really hurtful and harmful to communities, even if you don't change it, even if you can't change it, the fact that you articulate that there is something wrong with the way we are looking at this, and I think that's part of ⁓when I think about how I grew in this career, I often think to myself, and I started saying it after a while, I really grew in this career when I stopped waiting for other people to tell me what my work was. When I knew what my work was and that I was not waiting for permission anymore. You know, so you go into different settings and Memorial Sloan Kettering, you know, it's very hierarchical, whatever setting. And I just remember at some point in time saying you don't need permission anymore and just know what your work is and do what your work is and speak your values. the outcome, it's not about the outcome, right? It's about the process. It's about the process. So, I have no, how do I say  ~ I don't know how things are going to evolve for future generations. I do know though, I do really believe that AI is not going to take the place of human relationships. With the technology ~ Vicki's the tech person on this project because I'm a Luddite, essentially. So, she's really good at this stuff. And the technology is really important because look, it's giving us the ability to talk to each other. It is giving us the ability to sort of be in the same room. It gives us the ability to zoom in patients from wherever, all over the world. And so, the technology is a tool. It's a very exciting tool, I think. we really need to be very careful because it doesn't get stuff right. There's stuff happening in terms of people ~ doctors recording interviews and such like that. And I know from my own experience with my own doctor, it does not get it right. So, there's a whole layer of correction that needs to be done. But if we use these tools in a way that connects people and makes the world smaller, I think that's very, very exciting. So, I don't know the answer, Dana. I do think that we have to, as our profession, with our profession, that our voice is very important. Because sometimes it is our voice, it's our values that touch the values that others came into this work to think about and to honor. They didn't necessarily come into this work to have 15 minutes with a patient and then have to run away to have another 15 minutes with another patient. They came in for different reasons. And sometimes you can capture a place also where you can do that work. You can do that work just the way you want to be doing it. And I knew that the work that I wanted to be doing in Northern Westchester Hospital, that opportunity shrunk. and plus, my life was different then. My kid was older; I could go into the city and be gone all day. And it didn't matter; it was different then. So, it's also about the way things come together in our worlds and no matter where you are, it seems to me that asserting some of the values that we learn and that we live by because we happen to be social workers versus another profession. It's really useful. You feel better at the end of the day. I used to feel ... I used to go home saying I would have, could have, should have, I should have said, I should have done this. And then something happened and I can't tell you what it was. It was like, now I'm not doing that anymore. Let the chips fall where they may. And maybe it had something to do with some sense also of, of more security, not only in my knowledge but in the fact that I created something in the wider world that allowed me a certain protection, if you will, from having to worry about so many repercussions. Everybody has to figure that out for themselves.
Jordan (21:38)
And I think in terms of the future and sort of the corporatization of health care, I also think that those of us who are trying to carry this field forward, we have to have a really firm belief that our work brings value to the institution, whether they kind of realize it, want to pay for it or not, it's in their interest to support us and to try to help them see that.
Terry (21:59)
You know, I think the other thing that's really interesting, that Diane Meier’s foreword in the Oxford textbook, essentially says we should give all the money to social workers, because so much about health is related to social determinants, not about their bodies, you know, not about what we’re doing to their bodies ~ is related to social determinants. And the last line of it says social workers don't look away. That's a very important voice. So, there are voices out there in the palliative care world that could sound like us. It could be us. I think that's sort of exciting to think about. Ira Byock just did an amazing paper about hospice and the values and the problems and the challenges in hospice. So, we need to, I think that's the other piece that I've come to later. So,  I'll say it out loud, so people don't have to wait so long to come to it, that we talk in silos. Palliative care is talking palliative care. We need to talk across specialties. There is this guy, Edwin Nichols, who talks about axiology, the study of values. We need to talk to public health people because that's also how you extend your power, Not to be so siloed, so siloed. So, I think social work does the same thing. We need to talk and we need to ally across professions because talking to ourselves is wonderful and it's important because we want to validate who we are and what we do and our identities. However, when you really want to  change things and want to influence the wider world, I think we have to talk across silos. I didn't realize that till more recently when we did reflections, we did this project. Vickie and Anne Kelemen and I did this project called Reflections 2020 and there's a link to it on the website. And it was all about listening to folks who were not social workers and not palliative care people, talking about values, how people relate to different values, how that comes together in the work that we do and how important it is to understand that so that we can cross, we can build alliances and build influence in a way that you can't necessarily build when you're talking to yourself. We're doing this project for social workers. I love talking to social workers. However, when you think about power and influence, it's really interesting to think about building alliances.
Jordan (24:20)
So, Terry, one question that we're asking all of the folks that we're interviewing for this project is in the course of your professional story, what is one word that anchors you?
Terry (24:31)
So. you know that I've been thinking about this question for a long time because we ask everybody. So, the word I keep coming back to is serendipity. It's just interesting to think and to be open to that is kind of an adventure. It's sort of like the idea that you can be open to things that are unpredictable, that all of a sudden comes into your life and it's like, wow, how did that happen? Never would have thought. I think that there's something about that awareness that crosses the work also, because it's about uncertainty. And uncertainty doesn't have to be negative. Uncertainty can lead to adventure, can lead to things that you would have never imagined, never imagined. So that's the word I pick.
Dana (25:14)
I would think the only thing really to cover that might be important from a legacy perspective is the fellowship itself, I didn't know if Terry wanted to talk about that at all.
Jordan (25:23)
it might be hand in hand with that, about teaching this, teaching what we do, is how do you kind of do that with all of the nuances that are involved taking place in a medical setting, et cetera, et cetera. I don't know if there's a way to weave threads through that question with regard to the fellowship.
Terry (25:41)
So, the question about fellowship, the question about teaching ~  truth is I had no idea what to do with the fellowship when we started it. You know, we started in 1999. It's like we had money from Project on Death in America, so we started the fellowship. Then this is about serendipity too. Then we took care of a patient and her mom, a patient that we took care  who eventually died at Beth Israel. And her mom came to the development office and wanted to do something for the department and somebody from the development office came down to Beth Israel, and nobody had time to talk to this person. And I think it was Russ who said, go talk to Terry. So, she came and talked to me and I said, money? Yeah, we should extend the fellowship. That's what we're going to do with that money. And we should continue the listserv, which has been in existence for over, I don't know, 25 years or something. And that's what happened. Talk about serendipity. That's what happened. She gave money for the fellowship, and she continued ~ Cynthia Zarinsky continued to give money for the fellowship, I don't know, for 15 years, some amazing amount of time. So that we were able to create a fellowship that had many, many of you wonderful folks move in and move out and move in and move out, become leaders and really good clinicians or done something totally different, which is fine too ~ it's all part of a journey. So, I always thought of our fellowship as on the line experience. I really think that every morning that we met to go through the list was a learning experience for people, all of us, not just for the fellows, but all of us.
Jordan (27,21)
Docs too  
Terry (27:41 
Yeah ~ And they could hear what we do for a living. That's what's wonderful about the shared practice. They can actually hear how we look at things differently. And now I know that fellows have  ~ fellowships ~  certainly the one down at MedStar ~ are much more organized. have topics that people have to learn and so on and so forth and much more structured, which is really, really important.  I am not sure, I think Jordan, your question about learning, how do we teach people? We talked a  bit about Vital Talk and things like that. And Vital Talk are recipes. Vital Talk is important. It gives people a language. It helps people to bridge their, sometimes their insecurity. feel like they have tools. Vital Talk doesn't teach listening. It's the listening, I think, that we need to hone. How do you hone listening? How do we do that in an age of social media and so on and so forth, where people don't even sometimes see the other human being that they are communicating with. They don't hear the tone of the voice that is impacted by their words. They don't see the physical expression on the face. So, I don't know the answer to your question, Jordan, but I think this is thoughtfulness that we need to be doing going forward. How do we create those possibilities with folks who are growing up with screens? Their relationships are about screens. How do we create that? And maybe, we'll have some folks come together and talk about that. Because I think it's just a wonderful topic that I don't have the answer to. I do know that ~ I also have started ~  I talk to people on the streets. I don't use my phone to find directions. I ask people for directions because there is something about spontaneous communication between human beings that's not happening because people are on their phones and they got things in their ears, So I think that that's interesting and maybe we'll do a whole other sort of podcast on that, how people in their institutions are helping to bridge that because on a daily basis I think we can influence that. I really do think we can influence it in very, very simple ways, So I think that would be a great idea for us to do something  ~ after we do some more of these historical interviews because I'm sure there are folks out there with ideas that I don't have, that I don't have. So, thank you.

