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Vickie (00:00)
So today we have with us, Terri Altilio and we have Joan Berzoff.  Joan is an emeritus professor from Smith School of Social Work for over, let's see, 38 years, I believe you said. She was the director and conceptualizer of the end of life program at Smith School of Social Work, which we'd love to hear more about, and the recipient of Project of Death on Death in America award in 2000, which I believe led to your publication of this book, along with the beginning of the certificate program. Terry, would you like to introduce yourself?
Terry
[bookmark: _Hlk218588320][bookmark: _Hlk218588412][bookmark: _Hlk218588391]My name's Terry Altilio, palliative social worker who's been around since the Project on Death in America, where Joan and I really met in Lake Tahoe, California. And I taught in the Smith program. I'm working with Vickie to create this project. And we wanted to interview Joan and have her words and her presence in the lives of current and future palliative social workers who are going to carry this work forward, carry this work forward. I was thinking Joan, and I'll just say this because I'm not sure it's true for everybody, but it's very possible that your book, Living with Dying, was the book that many of us first published in, that many of us had no publications before that book. So it's just interesting to think about the significance of some of the careers, if you will, some of the folks that all of a sudden realize that they could write something that somebody else would want to read, how important that contribution was to the field. I was thinking about that this morning. Go ahead. I just want ask this before I forget it. Is the Smith program the first certificate program in the country? Okay, yeah.

Terry (01:53)
⁓ I'll kick it back to Vickie because she's going to chair this. . 	Comment by THERESA ALTILIO: What dis I say here ?????	Comment by THERESA ALTILIO: Wonder what I said here ...
Vickie
Well, speaking of the Living with Dying  and the certificate program, which was all around the late 90s, early 2000s, what brought you to that work to begin with Joan ?

Joan (02:07)
[bookmark: _Hlk218588956]God, well, what brought me to the work? I was not a palliative care social worker, but it was my own personal experience that brought me to the work. I had a sister who I was incredibly close to who had breast cancer and then developed myelodysplastic syndrome and was very, very ill. It The myodysplastic syndrome was a result of the chemotherapy for the breast cancer, which was cured, but now she had this fatal disease. And so we did everything we could. We went all over trying to figure out who to work with and if there was anything to be done. We ended up at a very prestigious, unnamed hospital in New York City and meeting with the bone marrow transplant surgeon who was incredibly dismissive of her ambivalence about having a bone marrow transplant. She had three kids exactly the ages we had been when our father was dying of sacro lymphoma at age 47. And now here she was with kids the same ages and she was the same age as our father. So there was a bit of her psychosocial history that might've been elicited, would've been helpful, but there was no social worker attending this meeting or in fact attending at all.

And so she expressed her ambivalence to the bone marrow surgeon and he dismissed her and said, I've got a line of people who want my services. So if you don't want this, go. So that was the first horrible experience of many as she went through this trajectory of the absence of any psychosocial care. So there was no one to ask her about her family, ask her about her bad marriage, ask her about who could take care of her in her absence if she were to have a bone marrow transplant. No one to talk about financial issues, no one to explore advance directives. There was a social worker apparently and she had kind of closed herself off in her office because It was an awful, awful job. I mean, seeing people dying all around her she was quite limited. And so she absented herself and in her absence, there were just so many gaps and so many holes and so much pain that was experienced. So my sister did have the bone marrow transplants. I was the donor twice, both failed. Of course, there were no services at that time for bone marrow family donors, they were for non-related donors, but not for people who were in the family. And that was pretty rough because I had some concrete needs that really had to be addressed. I lived three states away. I had to come and give platelets constantly. I had a full-time job. had two kids. It was difficult. And again, no one to help me navigate or plan or anticipate or figure out what was going to be involved. And also no one to help me with my grief when they both failed. At any rate, her kids were in terrible shape. There was no one to meet with them, no one to address her spiritual needs, their emotional needs. And again, help her with the fact that her marriage was dissolving and her husband was dating at the time. So that was a lot.

[bookmark: _Hlk218589103][bookmark: _Hlk218589190]At any rate, when she did die, she had a stroke, which immobilized her physically and cognitively, she was cognitively impaired. Her worst fears were realized and there was no one to say we're initiating hospice. In fact, the team came and said, have great news. The great news is we're sending you home. And she...she couldn't live a day without platelets and there was no one at home who could care for her. And so then she had a second stroke and died, which was a blessing. So that was the context. But again, I know how to develop curriculum. I know how to teach. I know how to write, but I didn't know a whole lot about palliative care. And so along came the PDIA grant, which came right after, well, she died in 96, I think it was, was it 98 or 2000, I can't remember.

Terry (06:20)
Around 99, I think we started being invited into the project.

Joan (06:24)
That's right. So here I am a novice, really a total novice, but ambitious and grandiose. And so I said, I think we need a textbook in palliative care. And I had all kinds of ideas based on that experience of what needed to be in the textbook. And then I, in my grandiosity said, and I would start a certificate program in end of life care because this did not do and we need social workers who are leaders and who are compassionate and who are trained and who know a whole lot about communication and pain and symptom management and spirituality and emotional issues, psychological issues, aging, pediatrics, a whole range of things. And so the curriculum kind of wrote itself, but I would...What was really bizarre was I was coming back from a doctoral meeting right after my sister died. There was one seat left on the plane from San Francisco to Hartford and a woman got on. She was holding the bone marrow donor registry and she was reading it next to me. And I usually like to talk to people on planes or long distance planes, but I couldn't help but say, why are you reading that? And she explained that they were holding the first psychosocial meeting for bone marrow transplant patients and families in DC. What I like to attend and what I like to speak. Well, I told her my story first. And then six hours later, she invited me to this conference, which was amazing. And I began to, again, see who the leaders were, get a sense of the scope of the field became really passionate about this area and making a contribution to it. So then PDIA came along. I wrote a grant. I never thought I'd get it. And lo and behold, I was admitted into the first cohort, which was an amazing group of leaders, Susan Blacker and Gary Stein.  Yeah. a phenomenal group of people and a wonderful laboratory for developing ideas and launching this program that turned out to be one of the high points of my career, as was writing the book. And I think what you said, Terry, earlier was inviting people who were seasoned practitioners, incredible people who did amazing work to articulate and give voice to what they were doing. And that was really much of the basis of the book, as were personal narratives from leaders in the field of palliative care in terms of what had brought them into the work. And then sections on leadership and clinical work, but It was really, was with the idea that the personal is the professional. And that ran through the end of life program, that ran through the book. And it certainly was my experience. So that's what brought me to it.

VIckie (09:23)
Well, thank you. That's very profound and I can see why it would create some passion. ⁓ Did you run into, because you were doing this in an academic setting, right? Or you were doing outpatient work at the time?

Joan (09:29)
No, I was in an academic setting -  was full time.

Vickie (09:42)
Did you run into any pushback from folks outside of work or in social work?

Joan (09:49)
[bookmark: _Hlk218591948]In social work and in social work education where I met enormous resistance from my colleagues who said, this isn't clinical work. We're a clinical school for social work and this is not clinical work. Nothing could be more clinical. Nothing could be more clinical. And so that was really depressing and really difficult. There was pushback in terms of administrative support. The school basically said, we'll take your money from the PDIA grant, but we're not really going to offer you any money. They did begrudgingly offer me some time, and that was great. But there was constant resistance and always the threat of maybe next year there will be no program because you won't have recruited enough students, i.e. 20, which I had to do without resources, which was tricky and hard and not my greatest skill. But nonetheless, we persevered. We did it and it was a phenomenal experience and program. But yeah, so I would say as an academic, my resistance came from academia. It's unpleasant and hard.

Terry (10:53)
[bookmark: _Hlk218592085][bookmark: _Hlk218592344]I'm sorry, you had to go through them. I just want to say it's so interesting to me, Joan, as I was listening to you, that the fusion of the practical and the clinical, and we right now are separating those out in some ways. We separate out the person who does case management, we separate the person who does discharge planning, and we say we're specialists. It's very interesting to me that historically that same separation of the meaning infused in the practical work that we have to constantly articulate that and demonstrate that because the care manager has carried so much of anyone's experience, the family, the individual, I mean, they have to deal with grief and loss and bereavement and fear and anxiety and terror and along with where's this person going to go and how are we going to take care of them? And how are we going to get their care paid for? So yeah, and not to devalue them and their work because it's practical. All of our work is practical, but it's also clinical. And that work is clinical too. And I think legitimizing that and fostering that and advocating that those people most of all be trained rather than excluded because they're doing concrete services.

Vickie (12:16)
We're still fighting that perspective in a lot of different ways, which is, I guess, not surprising after several decades, but frustrating at the same time. mean, as you say, there couldn't be more clinical work. It doesn't have to happen in 50 minutes in an office for things to be clinical. Think it is really hard for folks to conceptualize. I'm not sure why, you know, throw the book in there and say, read this and help to understand it. But it's still an uphill battle.

Joan (12:46)
[bookmark: _Hlk218592497]Yeah, it is. And again, I think there is a split in social work and always has been. I'll use again, the concrete social worker or the concrete social work. But it's again, not to have the kind of compassion, not have the kind of empathy, not to the kind of understanding of what /a family or a patient are going through when they're facing financial challenges that are severe or they're facing psychosocial challenges or racism or health disparities. Not to know those things, not to know again about their spiritual orientations, not to know all of those things you have to know to work with people meaningfully. And again, it was so obvious to us as a family and to me as a person

Vickie (13:36)
[bookmark: _Hlk218608960]Most of us anyway. I've learned from you and Terry that every moment working in this capacity touching families and patients is a clinical moment. It can always be a moment that can be transformative. 

Joan (13:51)
Absolutely, single encounter can be life-changing. Yeah.

Terry (13:55)
Tell me a little bit more about how the program developed and where it is now.

Joan (14:00)
[bookmark: _Hlk218609044][bookmark: _Hlk218609209]⁓ well, okay. So how did it develop? So I had enormous enthusiasm. My dean did not. She liked the idea that there had been an award, but she was not really behind this program wholeheartedly. And then the faculty, likewise, many were not. So how do we develop? We had a wonderful administrator who came on board who was visionary and who had great capacity for making connections. And so very quickly we got connected with Cancer Care, which was fantastic because Cancer Care offered to provide the clinical supervision for this program. And certainly it was the first program that provided clinical supervision as a part of the learning. So students had two years of didactic training and during those two summers, I'm sorry, of didactic training and during the year, clinical supervision on their work, which was individual and wonderful. So part of the exciting beginning was this great collaboration with Cancer Care, which was profound and enduring and so meaningful. Again, many of those supervisors also wrote chapters in living with dying and also had not seen themselves as authors or leaders, but they were. And so that was very cool. And we did lots of work with the supervisors. We went to New York. We had many meetings about pedagogical issues and supervisory issues. And likewise, I think one of the most exciting things for me was recruiting a fabulous faculty, passionate,  dedicated, experienced, gifted teachers, but also leaders in the field. so models for the students and mentors for the students. So not only did they have great supervision, but they also were taught by phenomenal people who had done really interesting work. And all of us, I think, developed a kind of relational pedagogy, which really was about creating an atmosphere in the classroom of respect and safety and holding and compassion and concern that went across all courses, went across supervision as well as didactic learning and created a very tight community of students who became lifelong colleagues and friends and leaders. And that was really exciting. Now I've digressed. What was your question?
Vickie (16:25)
No, you answered it. I mean, you answering it in terms of the development of the program. And you said earlier  it's an astounding and unique program. I know several have come after Smith, Zelda's program and a couple of them and a couple of others in the model of your program. How do you think those impacted the field?

Joan (16:48)
I think they have impacted the field profoundly, but I think there aren't enough of them, and I think they're not required, and I think they ought to be and must be because there are so many palliative care social workers and hospice social workers who need what we provided. I think we all need what we provided as social workers. And I think my sadness is to learn that our program, the Smith program, has been suspended. It was chipped away at for the last many years. Clinical supervision was no longer individual. It became group supervision, which was significant chipping away at something that had been so important to students and to supervisors. And I think it's been suspended for financial reasons and administrative reasons.

[bookmark: _Hlk218609543]That's a real loss to the field. what do I hope for? God, if I could wish for anything, it would be that everybody who is a palliative care social worker has the opportunity either in their schools of social work or post masteries to have this kind of experience, this kind of immersion that I think one needs to have to really learn how to self reflect, how to really use one's counter-transference, how to think about one's experiences in really new ways.

Terry (18:11)
Again, weaving that practical and the clinical and the theory all together.

Joan (18:16)
Yeah, yeah. Really complicated, you know, that's how we learn. That's the work. 

Terry (18:17)
And it's also interesting, Joan, I was listening that based from your experience and having built what you built, you have a sense also that this can be happen on the master's level. I mean, really, Zelda, that was a post master's program. What Cathy's doing at Fordham is a master's degree fellowship kind of program. And your sense is that this can and ought to be happening on the master's degree level.

Joan (18:50)
You know, the thing we know is everybody dies, you know, you may develop anxiety disorders, may develop psychosis, you may develop a variety of things, but everybody dies. And so to not train social workers in death and dying and bereavement is like crazy. So yes, at the master's level, absolutely.

I remember Betty Kramer's research on how much content was in literature on end of life care and social work. And it was 3 % of social work literature addressed end of life care. Horrifying when you think about the fact that we all die.

Vickie(19:36)
Where do you see the field going, Joan?

Joan (19:38)
[bookmark: _Hlk218609845]Well, one area that I don't know whether anyone has talked about, but maybe they have, that I'm concerned about is death with dignity and medical assistance in dying, because 14 states have ratified death with dignity. And I don't think anyone's being particularly trained in working around medical assistance in dying and death with dignity. And I think they have to be. Right now, there are laws on the book that make it elective. Doctors can choose not to work with patients who choose to end their lives, which to me just mirrors the AIDS crisis in the 70s and 80s, which was you can choose not to work with AIDS patients. which is horrifying. So an area that I don't know what social work is doing around MAID  and around death with dignity, but I think we as a profession have to face it, deal with it. And it's a legal issue, it's an ethical issue, it's a psychological issue, it's a spiritual issue, it's all in our wheelhouse. And I think we need to...pay attention to it. Where else do I think the field is going ?II am heartened to see so many programs that respect social work, palliative care. I so many clinical programs, so many hospitals, so many hospices, so many outpatient clinics. I mean, I think our esteem has risen enormously, and that is exciting and great but I think we need to be, again, producing more leaders, more teachers, more supervisors who are fully trained and who are passionate about the work, but who can translate, as you were saying, Vickie, theory into practice on so many different levels.

Vickie(21:31)
Have you worked with some folks, as Terry mentioned earlier, we're trying to think about this project also as a way to elevate and amplify work being done by folks who are younger than us, who maybe are newer to the profession, who will be those passionate, or we would like them to be those passionate voices. Have you had the chance to work with folks who you think might be able to do that, and what can we do to help with that?

Joan (21:55)
[bookmark: _Hlk218610078][bookmark: _Hlk218610252]Well, again, I think the more programs, the better, the more advocacy to have palliative care as a part of master's education is also really important.  People who get introduced to this field get hooked on it and very excited about it because it really does combine all the elements of the best of social work. But if you're not introduced to it at the master's level and other specialties are privileged and yours is devalued, then you're not going to gravitate towards it. So I think schools for social work have an enormous role to play. I think our professional organizations have an enormous role to play in terms of outreach and advocacy, including NASW, some of the larger organizations that do attract the young social workers. And then I think other organizations like the Council on Social Work Education have a role to play, which is to embrace, understand, see this as core parts of social work education. Again, if everybody dies, it's universal. And yet we treat it as a subspecialty for a few instead of all of us.

Vickie(23:07)
I want to remark just briefly on an article that you did that was seminal for me that you did with Maxine Ratner in Canada. I'm sure that you have read her work. Terry and I have used her work on suffering quite a bit as well. And so she's a lot younger. We've had the pleasure of working with her on a couple of things. And that of course the work is clinical. I mean, I've sent that article to many colleagues who might not know that the training we get really puts us in a position to be really effective and experts in this. So I just want to say thanks for that article. Thank you. And Maxine for that article. I thank her as well, because I think it's just right to the point : this is clinical work. This is not about getting DME, which can be clinical work, of course.

Joan (23:59)
Right, right, right. I forgot about that paper, so thanks for reminding me. It was a pleasure to work with her on that one because, again, also thinking about suffering and that which we cannot do, it's hard to acknowledge that we may have to live with suffering rather than try to ameliorate it constantly when it's not possible to do that. Yeah.

Terry (24:24)
[bookmark: _Hlk218610558]Are you connected with some of those organizations still? your voice there? Because you carry a history, carry a creative and ⁓ professional growth that you worked through, you built it, you lived it, you know? And I just wondered if there is a place, I know NASW has this pioneer thing, know, which just makes me smile.

So, you know, being a pioneer but no longer having a voice is, know, it's like we put you in a museum somewhere and you're a pioneer. And it's not what I'm talking about. I just wondered, because you are part of the academic world, you know, I'm part of the institution world, so is Vickie. We teach, but we're not essentially part of that system. And I just wondered if there is a place where your voice is heard currently or if people are so worried about other things in this sort of unkind, cruel world that we're living in that they're prioritizing other things because there are so many places where we can have a voice, if that makes sense.

Joan (25:31)
Yeah, no, I have to say I've stepped back from academia and I really had to. And it has felt really good on a personal level not to be involved in some of the struggles and some of the challenges. But yeah, sadly, I would say no, I am not involved in many of the institutions and  certainly don't attend the conferences. I mean, I present at one conference, and it's a clinical conference, but I've really pulled back. I have six grandchildren. And other challenges that have really been pulling me in other directions.

Terry (26:11)
[bookmark: _Hlk218610843][bookmark: _Hlk218610874]I mean, part of this project really is to turn over this work. So the way that you are talking about it is an invitation for the next generation. I don't know, I feel like we have two generations beyond us. At least two generations. Absolutely.  it's  part of capturing this project and capturing these voices. is to create a vision, a picture of the history and to say, you can do this. You did it, you know, we did it. You can do this and you're either going to choose to do it or not as the case may be. And these are some of the voices and some of the paths that worked and some that had major obstacles, but that didn't mean that you stopped pushing, right? That didn't mean that you stopped pushing because when you imagine how some of our patients and families push through adversity, this is like nothing. 

Joan (27:14)
I really do feel like somebody should comb through the graduates of the Zelda program and our program to chronicle, as I did it years ago, their leadership activities, but what they're doing now, I mean, there are some amazing people who graduated who are leaders in the field and they too can cultivate young leaders because they're the up and coming leaders. But I think we may have to sort of re-identify who the strongest leaders are, because they're out there. And again, they have their finger on the pulse, and they are writing grants, they are publishing, they are doing things. But I think they can reach the young workers.

Terry (27:58)
I think concurrent with that, what we're also going to be doing is, for example, I don't know if you knew Merce Bern Klug, who did a lot of work in extended care facilities. So when we interview Merce, we're going to ask her to bring the next generation person. So that there will be a conversation. Yeah. So what you're talking about, is also a whole other aspect to the site that we can have that talks about people like Michael Light, who's doing tremendous work with undomiciled folks. This really highlight those folks as individuals, if you will, that people can connect with and learn from. it's a mutual kind of feeding, really. It's a mutual kind of learning that goes back and forth. it's so it's really exciting that we have this technology, as some days I really want to throw it out, but this technology is allowing us to do this.

Joan (28:53)
Exactly. It has changed my life. It's really wonderful. 

Vickie(28:59)
I'll bet. Well, at the end of each interview, we have asked folks one question that we're trying to kind of pull a red thread through for everybody. And that is in the course of your life's work, what is the one word that you think anchors it?

Joan (29:17)
[bookmark: _Hlk218611225]Professionally? Relationality. Relationships. Teaching. Relationally. Practicing relationally. Thinking relationally. Working with students relationally. That I think relationality would be the one word that runs through everything I've done and kind of governs how to build a curriculum how to teach and how to learn and learn from each other.

Vickie(29:40)
I love that. When you said earlier that you had enjoyed kind of reflecting a little bit on your past, is there something that you wanted to make sure that we asked you or that you wanted to bring to light for the interview?

Joan (29:52)???
When I was reflecting, I thought this curriculum wrote itself. I mean, I didn't have to the topics were experiential for me were experiential. It was like, yeah, there was no pain and symptom management. ⁓ it was no spirituality. And I think learning from experience. Trusting one's native experience using one's native experience is also a governing principle of sort of my life and my career, but it also was a governing principle of the end of life program. And I think every one of us was enlisted to use our own personal experience and then translated into the professional.

[bookmark: _Hlk218611504]So I think as I reflected, I thought, first of all, I don't think about the end of life program that often. I do love to go back to Living with Dying when I need something But as I was reflecting, I thought, what a phenomenal moment to develop a program, a book in which there was international support.  The Soros Foundation supporting this work was such an amazing experience for all of us. mean, for the PDIA fellows and I think then trickling down to the work that we all did. So it was kind of a revolution to be a part of and that was so exciting. I love revolutions. 

Terry (31:16)
We might need another one, I think. We'll call you for that, This is the best way to end this interview.

Joan (31:24)
Revolution and we need one now. Please.

Vickie (31:26)
Yeah. Yes, yes, yes. Joan, you've been so kind with your time and so appreciate your wisdom and your reflections. The history is really important. And I know that being able to listen to this going forward, whomever does, and it could be anybody, it will continue to spark their interest and remind them of their passion. And that's, you know, it's everything.

[bookmark: _Hlk218611792]Terry, is there anything I've forgotten to ask? No, but there's just one thing I want to say out loud. It's about serendipity. The fact that you were on a plane sitting next to a person, I think we need to honor serendipity and just call it out when it happens because who would have ever thought?
Terry (32:11)
one seat on the plane and there she was. And that led to all kinds of transitions.

But even more than that Joan, that you talked to her. You know, and that you admit that you're not someone that, you know, chats people up on plane. But that was different, that there was something different about that.

Joan (32:22)
Right, about bone marrow donor registry.
Terry (32:33)
Exactly, exactly. Right. I love I just love that. That's fantastic. Yeah, the unexpected.

Joan (32:39)
Serendipity and serendipity, you know, the other piece I didn't mention is I was married. I am married to a PDIA fellow. And so when the PDIA grant came out, he already had been fellow for about a year or two. And we were swimming around the Caribbean and I was saying, I need to do something about what happened. need to, I have to do something. I owe it to my sister. And we kind of developed this idea, textbook? Yeah, why not? I know how to do that. yeah, a post-master's program, I can figure that out. And so it was born out of swims in the Caribbean with, speaking of serendipity with a PDIA fellow himself.





