Interviewee- “Okay, so my experience, as I see. Um…a lot of time patients don’t die of HIV anymore, so they don’t get to do that, but, um…I can remember a number of patients I was with at the end of life. Um…when they actually died. One, of course, she was not alert so I wasn’t able to do anything at that moment, but, she was home dying for quite a long time, and she had lived in Boston and then went home to her parents in Worcester when she got too sick to take care of herself and then her mother took care of her. So I spent a lot of time with her and most of her reminiscence that we did was about; ya know, we’re going way back, but she was very active and amped up. She was quite adamant; this is before we had met, she was quite adamant about treatment and patients’ rights. We had just kind of reviewed some of the cool things she’d done, activities she’d been involved with, and people that she knew, and many of whom were dead, and um…just her whole experience since she’d found out she had HIV. We did that, I did that with her mother too. Even after she, ‘cuz her mother, gave me, started out when she was a kid and how she was always kind of a pain in the ass, and ya know, just kind of a rebellious kid. Ya know, so it wasn’t surprising when she would kind of act up. And she was a lesbian, and she was really ‘out’ and very verbal about that and very adamant about gay rights. She was just a great, great patient. And it was really fun to get to know her and go through all that, I mean I knew her before she got that sick. But, and so I did know that history, but ya know we sat a lot at her mother’s house and talked about a lot of that. 
	And another time, um…I was actually with a patient when he died, but he wasn’t alert either. And, um…it just so happened that I was in the hospital at the moment that he died. But, he had, this is a little off track, but it was a such an unusual experience that he; I had also known him quite well. And, actually when I think about it similarly, he also, this is way back too, we went through, ya know, the whole nine yards about what it was like to be diagnosed. Ya know, he was in the arts, he was a dancer. And what it was like to try and hide it, and then, and he came, he was very flamboyant. He said, ‘the hell with it’ and just came out with it all. It’s, it’s sort of the same thing we went through. And, I heard his whole history of, not about his illnesses so much, as it was experiences with family and friends, and other people in the arts, about his HIV. But, when he died, he um.., he was at Cambridge Hospital and his mother was in the room. And I was there, and I was just holding his hand. He wasn’t alert. And then a friend arrived and they distracted hi mother and she was talking to him, and so he took that moment to die, because his mother wasn’t really paying attention at that moment; she wasn’t hovering on the bed. So then it was on me, ya know, I could, ya know, he died. He stopped breathing and I waited a little while to make sure that he had stopped breathing. So I wa there with him, his mother, and I got to tell her, right then, ya know. So I think what I said was ‘he stopped breathing’ and she said ‘he’s dead’. I said “yeah”. So we were at the hospital in Cambridge.
	 So let me think, ya know, now that I’m talking about this I think of another guy who was completely and totally in the closet. He lived in, let’s just say, a part of Boston that would not have looked kindly upon anybody with HIV. This is also going way back. Although in this neighborhood, it’s probably still the same, but he was married and straight but, I’m not even sure if he told me how he got infected. But with him it was more, um…an angry. And he kept it so secret that no one knew that he had it. He was angry that he had it, so it was kind of the same thing of reviewing his experiences. It wasn’t so much people’s health experiences, but their experiences with having HIV. All of these patients go back to before we had meds. 
	And then there’s one more that comes to mind, who was, his father was the chief of police in a small town in Massachusetts so it was kind of like a stereotype where his father was the chief of police and he was a bad boy. But, he was really, really cute, and really funny. And he was kind of demented at the end of his life and he was living at a supportive housing, here in Boston and his parents came a stayed with him. So, at the end of his life, he wasn’t really able to, he was kind of demented, but not so, kind of like delirious or, ya know, non-responsive. So he talked a lot about of the bad deeds he did, like, ya know, he wasn’t a murderer or anything, but ya know, but he sold drugs and he robbed, ya know, he had some wild adventures with his friends, none of which I can really remember, but, I remember sitting there with him and laughing. His mother was even laughing even though he was a heartbreaker, as you can imagine. And then, he went and died on her. Ya know, he’s been dead maybe fifteen years, so…I’ve been doing this a long time. So, those are some of the, I can’t think of anybody, (pause) right now, although, this is good.
	I remember another patient. This must be when meds just came out. Her name was Mary and she died at Shattuck. And (pause) I was very attached to her too, and (pause) she, she was sitting in the Shattuck Day room, she was quite sick. She actually died from Liver disease. She didn’t die from HIV. And, every time I saw her at Shattuck, I knew that it may be the last time I would ever get to see her. She was a little demented too, encephalopathic, really. And so, the last time I saw her, I sat in the day room with her at Shattuck, and she had on these slippers that were gigantic, like bunny slippers, and they had big floppy ears on them and everything. She just looked so cute. And when I left, she looked up at me, and said ‘I will always think of you’. I could cry now, I’m gonna cry, but I can remember the look on her face ‘I’ll always think of you’. Then she died before I saw her again. So, I don’t know if that counts as reminiscence? That’s me, reminiscing (laughing). So those are a few. I’m glad I remember them, I was thinking, Oh God, I’m not going to remember any body.”

Interviewer: “Well, what was the experience like for you, reminiscing with all these patients?”

Interviewee: “Well, as you may or may not know, right now our practice is not exclusively HIV. Infact, very few of our patients are HIV. And, umm (pause) it makes me sad in a way, because I remember the passion I had for it. Although, I still really care about my patients and try to give them good care; they have all different kinds of diseases. There was something, it reminds me of the old days, there was something really special about working in the HIV epidemic when it first happened. And, this is going to sound a little bit twisted, but, it was much more satisfying then, because people really needed you, and counted on your caretaking and support. Now, it’s a, it’s a chronic disease. People are up and down, almost like people are getting chemotherapy. This regime doesn’t work, ya know (pause) change the meds around, another regime. So you’re dealing with side effects and helping people take their meds, but there was something very intense and special really, about working in the AIDS epidemic at that time. 
	You know, I get very involved, like that patient that would act up, I did a lot of the AIDS walk. I did a lot of extra curricular stuff, which has fallen by the waist side now. So I guess, in a way, it made me sad, or nostalgic maybe, sad/nostalgic.”

Interviewer: “What do you believe the experience was like for the patient? Did they specifically talk about the experience of reminiscing; what it was like?”

Interviewee: “I don’t think they ever talked about the experience of reminiscing so much because it was really kind of an ongoing thing. So, ya know, sometimes I think it brought up the old feelings. So like the patient that I told you about that lived in the non-friendly neighborhood, he was pissed ‘til the minute he died. And, ya know, he was pissed, because he knew he had it. And he was pissed because he couldn’t tell anybody. Ya know, and he was pissed because he was dying. But, I never discussed that specifically with them.”

Interviewer: “Could you describe any problems that you encountered using this approach?” 

Interviewee: “(pause) Not really. Usually I just let the patients take the lead on it. So, ya know, like I said, most of the time it wasn’t about their illnesses. Sometimes we would talk about, um, times they were really sick, um, or how I helped them. A lot of times I felt like they were thanking me. So, I don’t think it was any real problems, is that what you asked me?”

Interviewer: “Yes”

Interviewee: “I don’t think there were any real problems with that. ‘Cuz I let them take the lead. “

Interviewer: “ This is kind of on the same lines…Could you describe any problems you encountered engaging the patient while using this approach?”

Interviewee: “No, because patients who I was with who were dying; I didn’t just meet them. They were people that knew me. Ya know, we have a pretty unique practice. Has someone described it to you?”

Interviewer: “No.”

Interviewee: “Do you want me to tell you about it on the tape?”

Interviewer: “Yes”

Interviewee: “Okay, so Community Lines is a, well we’re a managed, we’re part of Neighborhood Health plan which is part of a big Masshealth managed care organization. Before the change in our practice, let’s go back, CMA managed people that had HIV at home. We were all Nurse Practitioners who would see people at home. Well, we still do work with people at home. We kind of like, ya know, highly skilled case/care management where we would see people at home, help to coordinate all their care, anything they needed. In the old days when people were really sick at home, we would work with the VNA and they would take our orders and in those days people were home with I.V.’s and all kinds of stuff, and even at the end of life, we managed Morphine pumps and all that kind of stuff. There was also a VNA agency involved, but we worked closely with them. And, so, but, they all had primary care providers too. Who we all worked with, so we weren’t making clinical decisions on our own in the community. But, it was a fairly narrow group of providers that knew us really well. So I got to know them, and they got to know me, so. Some, I could just make changes and tell them later. Or others wanted me to call them before I made any changes. Or, sometimes I would send people into the clinic if they were able to go. Or, so, or I could also triage problems at home. Whether they needed to go to the emergency room, or something I could manage, or did I need to call the doctor, ya know, so they got all that at home. So, now it’s the same practice. But, now we take all comers, like anybody could refer an HIV patient to us. No matter who their insurance was, as long as they had Masshealth. Then they would join Neighborhood Health Plan and become part of our plan, of our group. Now, it’s the other way around where we do, what’s called complex care management for NHP. So the patient has to be involved with NHP. And is often times, managed telephonically by one of the burse case managers. Are you familiar with that role?”

Interviewer: “Yes”

Interviewee: “Nurse case managers?”

Interviewer: “Yes”

Interviewee: “And if the patient is too complex or they can’t really get a handle on what’s going on, they refer them to us.”

Interviewer: “okay”

Interviewee: “And then we go out to see them. We basically provide the same care I just described to you with the HIV patients. But, it’s quite different because (pause) it’s basically the same, but the big difference is NHP is a huge Masshealth managed care provider. They also have commercial plans. We have many, many, many providers. most of whom have never heard of us; don’t know who we are. So, ya know, first we get the patient, then we bill the bridge to the provider, before, often times it was the provider sending us the patient.”

Interviewer: “Oh”
Interviewee: “Because it was specialized care for people with HIV. But, now we’re much more generalized, so…and often times HIV patients don’t come to the top as much as they need this, within NHP, the people who need this, because they are not as complicated as they used to be. Ya know, we get patients that are…many are morbidly obese, many have pulmonary issues, cardiac issues, kidney disease, heart disease, asthma, diabetes is a big one, the usual chronic diseases that cost the health plan a lot of money. So, and they’re complicated, and they’re all psychosocially complicated too. So this is the same type of patient, but without the HIV component that added that whole extra layer of (pause) specialness, or ya know, whatever you want to call it. Anyway, so that’s the kind of care, that’s the model. So, we’re not like primary care providers. We’re out in the community seeing people. So I digressed from the question.”

Interviewer: “That’s okay”

Interviewee: “What was the question?”

Interviewer: “um…did you have any problems engaging the patient?”

Interviewee: “Oh, so no, because it’s a voluntary program and they, ya know, when people enroll we always give them the option, ‘you don’t have to be in our program’. They’ll still have their Masshealth, the same doctor, the same insurance. We’re like an extra-added thing. So, people have agreed to us. And then, in those days to be with a patient that was dying of HIV, often times they would’ve been my patient; for months, for years before that. So what we gave to the patient at the end of life was not an issue.”

Interviewer: “Right. Um.. how did the other people in the environment respond, like doctors, nurses, staff members, family, or friends to the reminiscence?”

Interviewee: “Well, because we have the unique position of easily being at home, that, that didn’t really come up. And, when you’re in the hospital with a patient, usually, I mean, I’m not there as a fast paced person. If something is going on clinically, I will introduce myself and work with them, like the hospital setting and the clinical staff, but like the patient that I just described to you, he was dying. There was nothing really that I had to be proactive. So that didn’t really come up; because of the role we had.”

Interviewer: “Umm…What were the benefits of using reminiscence from your point of view?”

Interviewee: “Well for me, it was kind of nice to kind of review, ya know, my time with the patient. And what their life had been like, and kind of…..I hate to use the word ‘closure’ because I think it’s kind of a hack mead term, but ya know, it did kind of give me the opportunity to wrap it up and feel like you’ve reviewed with them; what happened to them. And that you understood because a lot of times I was there for a lot of it.”

Interviewer: “Do you…What do you think were the benefits are from the patients’ point of view?”

Interviewee: “From the patients’ point of view? Um…I suppose for them, well ya know, like I said, I left it up to them to talk about whatever they were going to talk about. So, I can only assume that they did it because they wanted to do it. Ya know, so it was a benefit. Also, it kind of let it all hang out with me. And, tell me, we could review any bad things that happened, ya know, medically, or…because I’m thinking about the patient that um…the patient that had the…the one that acted up. She had lymphoma and she had some pretty bad experiences with her provider. They were part of a big practice in a big tertiary care center. So it was very difficult to get to them, and ya know, there was some delays that shouldn’t have happened. That I had to push threw some of those barriers for her, but, she might not have gone through that with her mother. Ya know what I mean? So, I think they felt pretty free to talk to me about the good and the bad. So, that was an advantage for them. “

Interviewer: “ Um…were there difficulties or negative using this approach?”

Interviewee: “I don’t think so. I can’t really think about anything negative about it.”

Interviewer: “Do you think that this approach affected these patients’ and their end of life care?”

Interviewee: “You mean their actual clinical care? OR, is that what you’re…?”

Interviewer: “yes”

Interviewee: “That’s weird. Um…I think that the setting I was in, I don’t think it really made a difference one way of the other, really. Because often times, I , umm….the patient that was really mad the whole time, I was managing his Morphine pump so, ya know, so if he needed an increase, ya know. I’d give it to him. So, I mean, I was soft of in there doing both. So ya know, I don’t think it affected it either way.”

Interviewer: “Um…  Are there things you think nurses should know about reminiscing that would help them provide more comprehensive care either with HIV or end of life?” 

Interviewee:” Well, knowing what I know about the inpatient nursing these days, ya know this is sort of a dream thing, but, it would be nice if…and what I’ve seen with my patients, is that they don’t get the same nurse all the time, so, it’s hard to establish a relationship. But, if there was a nurse who had established a report with the patient, ya know, I would want to ask them ‘what has it been like for you’ or ‘how has your illness been’. Ya know, I think it would behoove nurses to do that. Because I think it would help them sort of understand the context for that patient with the contact, the HIV. The contact with HIV now is a lot different than then. Ya know back then it was part of a huge social, political, movement. Now it’s like chronic disease. So, I’m not sure the young nurses would really understand the input of that. If an older HIV patient came in who was at the end of life, I would be inclined to ask them, ya know “how’d you get to live so long’. Ya know what I mean? ‘Cuz a lot of patients didn’t live to get to the meds. But, even I have some patients that I’ve had the whole time I’ve been with CMA and they have lived from the time there was no meds ‘til now. They’re still alive and doing well. So they’ve managed to get through the no…ya know what I mean? So, I think it would be nice for the patient if the nurse would take the time to kind of set it in the context. “

Interviewer: “Can you think of anything else that would help us understand the care needs of people with HIV and end of life?”

Interviewee: “(pause) um…(pause) Not anything I didn’t already say. I think it would be good to, I think it would be good to especially ask older patients that have had it for a long time what had happened to them, what their life was like in the early days. ‘Cuz anyone that had lived through that has a story and those stories are all getting lost now. And there’s not that many of the old timers left, but. Most of them are the newer patients who are used to always having the meds available. But even them, many of them; I’m not trying to say that their life’s been easy. So, ya know, I think it’s a good approach to review with the patient what their experiences had been like.”

Interviewer: “Well, that completes..”

Interviewee: “Is that it?”

Interviewer: “It was great to have lunch with you”

Interviewee: “Okay”
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