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MARTY MOSS-COANE: I'm Marty Moss-Coane. Welcome to our webcast. Schizophrenia can be a devastating disease that warps your understanding of the world and your place in it. With this comes a distortion of your relationships with other people, from your closest friends to people you pass on the street. For families, the pain and confusion of schizophrenia can be exhausting and isolating. On our webcast today, the impact of schizophrenia on family friends and society. 

Joining us today is Nathaniel Lachenmeyer. Nathaniel's father, Charles Lachenmeyer, was one of the homeless suffering from schizophrenia. For some time he lived a middle-class life with his wife, son, with a good job and a comfortable home. Inside, though, he was losing his grip on reality. In 1981, Charles and his wife divorced, and he moved out, traveling from city to city, living on the streets, even spending time in psychiatric hospitals, where he was finally diagnosed as paranoid schizophrenic. Even though Nathaniel Lachenmeyer had no face-to-face contact with his father through those years, the fact of his father's diagnosis wore on him and on his family. He has written a book about his father called "The Outsider: A Journey Into My Father's Madness," and he joins us on our webcast. Nice to have you here. 

NATHANIEL LACHENMEYER: Thank you. 

MARTY MOSS-COANE: Our other guests are Dr. Joseph Battaglia, clinical director of the Bronx Psychiatric Center. Welcome. And our third guest is Dr. Anthony Salerno, director of rehabilitation services at Rockland Psychiatric Center in New York. Nice to have you with us as well. 

Nathaniel, I'd like to begin with you because you write a lot about the relationship that you had with your father through correspondence. Once he left the family, he really kept in touch with you through his letters. What was he trying to say to you? What do you think he was trying to do? 

NATHANIEL LACHENMEYER: It was very explicit was he was trying to do. With me, he was really, even under the burden of his disorder, trying to maintain a father-son relationship. His letters, which came often, were intermittently parental. They were sort of advice, and very good advice. I think that he was drawing from his own experiences. But also, in between that, there would be delusional references to the government, and one of the problems was also that he included my mother in the scope of the conspiracy, which presented obvious problems for me growing up, but also further limited his ability to get help from people. 

MARTY MOSS-COANE: What did you write back to him? You didn't include your correspondence in there. Did you want a father relationship with him? 

NATHANIEL LACHENMEYER: Yeah. I did, although it was mitigated by my limited ability to understand what was happening to him. I would respond probably to every third letter. There was one other type of interaction that was sort of more dramatic and more damning in terms of our relationship. He would leave messages all the time on the family answering machine. Some of the messages would be to me, some would be to my mother. But many -- he believed by that point, as a function of his delusional system, that whatever he said into this machine was immediately transcribed and disseminated by the FBI and the CIA. It was a strange thing. 

MARTY MOSS-COANE: At one point he did write you a letter and you wrote him back, essentially cutting off contact with your father. Why did you do that? 

NATHANIEL LACHENMEYER: I did that, ironically, at one of the more stable points in his life. I'd set an unreasonable standard for our continued contact, and that was him not expressing symptoms of his disorder, because he really always tried to keep the best face on things with me. He didn't really discuss -- from his point of view it was a conspiracy -- but, still, he didn't talk about it that much with me. At a certain point, it looked like we were going to have more contact and actually meet again. As part of that I thought I had to introduce the word "schizophrenia" into our interaction, which led to him writing back sort of an angry letter, because I think from his perspective that put me on the side of his conspirators, who he saw as trying to make him look mentally ill. My response to that letter was to cut off contact. 

MARTY MOSS-COANE: You said, essentially, "You live in one world, I live in another world, and really we can't communicate." 

NATHANIEL LACHENMEYER: It's a fallacy, and it's my regret having done that that led to me writing the book. 

MARTY MOSS-COANE: Let me ask you, Dr. Salerno, about what families feel, the kind of pressure that families feel when one of their family members is schizophrenic? What do you find? 

ANTHONY SALERNO, PH.D.: There isn't a single type of response, but you can just imagine the terrible trauma and stress and confusion that families experience. The first thing is shock. They just can't believe it. Typically this is an illness that affects people between the ages of 16 and 25, and at the time there's a lot of excitement about their lives in terms of going away to school or college and relationships. Instead of that, there's this horrible devastating disorder, and there's a loss of the person, the sense of "We're losing our son or daughter, or losing our parent." 

MARTY MOSS-COANE: Kind of a death? 

ANTHONY SALERNO, PH.D.: In a sense, it's a death, but in a way more difficult to cope with than death, but it's persistent and because the course of the illness is like a roller coaster ride. You can have periods of time where "Oh, that's the old person again," and feeling like he is finally made aware, "We're over this." Then there's the expectation that perhaps we've gotten past this terrible experience, and then, because schizophrenia is the type of illness that is a very protracted one, there are tremendous disappointments. It can put a tremendous strain on relationships. The social shame and stigma associated with it -- If you have a son or daughter who was diabetes or Dad has hypertension it's something people can talk about. But when it comes to schizophrenia and mental illness, all the images that we have in our society regarding what that means makes it very, very difficult for families to get the kind of support that they usually would get when they have a loved one who is ill. 

MARTY MOSS-COANE: So they might not talk about it. They might not share. They would keep it kind of a family secret. 

ANTHONY SALERNO, PH.D.: Private suffering. There's a tremendous amount of private suffering and shame, and also a sense of guilt. I've worked with families for many years, and those who have even been involved with advocacy organizations and have a lot of information and education, there's a part of them that says, "Maybe we could have done something a little bit differently," and always wondering if they contributed to this in some way. "We should have done this differently, and the course would have been different." So there's tremendous pain and suffering, which is very different than years ago, when there was this belief that parents somehow contributed and caused it. We've certainly gone beyond that. 

MARTY MOSS-COANE: But that belief persists, the kind of guilt and responsibility the families feel? 

JOSEPH BATTAGLIA, MD: Actually, it was explained that way, the schizophrenogenic mother. 

MARTY MOSS-COANE: This was the mother who sort of drove her child to madness? 

JOSEPH BATTAGLIA, MD: Right. 

MARTY MOSS-COANE: And that persists. A little bit about your father, but if I can put this to you, what do you think the person who is schizophrenic wants from their family? Do they want some kind of validation for their world view? Do they want contact? Is it even clear to them what they want from their family? 

JOSEPH BATTAGLIA, MD: They don't want to give up contact. The problem is that emotional contact is overwhelming. In terms of dealing with sensory information, if it comes with emotions, it's difficult to interpret and process. You think it's obvious to you what's going on to you, and why doesn't anyone else see it? You experience a lot of tension and anxiety, and you think you know the understanding of it, and no one else seems to. Now, the family will try to put you at ease. If I started to act anxious now, you tried to put me at ease and it didn't work, you'd all get uncomfortable. Even though I wanted to stay. 

MARTY MOSS-COANE: So there's kind of a dance back and forth. 

JOSEPH BATTAGLIA, MD: Right. Even though I want to stay, but you're going to look worried and I'm going to think you're in on it, and then it progresses from there. 

NATHANIEL LACHENMEYER: There's also the issue of voices. Very often the voices -- we're talking about the symptoms before. It's worth mentioning, I think, that usually they're auditory, more than anything else, and fairly constant. Those voices compete for attention in the situation you're describing. They are perception. It's not that someone thinks they're hearing something, they're hearing the voices as clearly as you're hearing mine. I think there's the confusion from that, but the voices are almost always negative and can be addressing the interaction. It's sort of a meta-discussion. The voices can be offering an interpretation of behavior. I think that that plays a large role. I think it can be a very complicated interaction. 

JOSEPH BATTAGLIA, MD: Plus when you're talking to the voices they actually stop. If you trained someone to whisper, murmur, sing, and move the vocal cords, it actually will stop, because what you're doing is generating internal speech but you don't pick up that it's in your head. So you talk back and it stops. It's almost like you are having a conversation with someone. 

MARTY MOSS-COANE: I have to say, though, because your father spent many years homeless and you went back to retrace his life and meet the people who knew him, and tried to piece together who he was at this time of his life, but it was clear he had his own internal logic and he had his own way of approaching the world. It frankly made me look at homeless people differently, to see that they're trying to accomplish something as we would go by. 

NATHANIEL LACHENMEYER: You were talking earlier about it being a death, sort of a metaphor of death. I think it is, from the perspective of the family and the society. It isn't, very often, I think from the perspective of the person who is ill. I think that's one of the tragedies. They retain their memory and a sense of continuity in terms of past accomplishments or past relationships, and they see the relationships changing, and often point to the symptoms as an explanation, but from an internal perspective. So, again, if it's paranoid schizophrenia, it's attributed to a conspiracy. 

One of the points I was trying to get at in the book, one of the things I wanted to do was allow people access to what from the outside looks arbitrary, random and fractured. Most people's encounter with people with schizophrenia is, they'll suddenly be screamed at as they're walking by a homeless person, for example, with the disorder on the street. There is a tremendous logic and a sense of continuity, and often a continuity in the delusional system. I think that it can become very coherent. It is internally consistent. 

MARTY MOSS-COANE: Once you sort of enter that world? 

NATHANIEL LACHENMEYER: Yeah, and it's very hard to do that. I think, having done that, I think it allows people to empathize more because it seems less crazy, frankly. 

MARTY MOSS-COANE: I do want to talk a little bit about the financial aspect of this, and if we're talking about a long-term illness that requires fairly extensive involvement, do families feel financially strapped because they have to deal with a family member who might have schizophrenia? I'll put that to you, Dr. Battaglia, and then to you, Dr. Salerno. 

JOSEPH BATTAGLIA, MD: The cost of cancer, for instance, in the U.S. is $107 billion. Diabetes is $98 billion. Schizophrenia is about $35 billion. That's with only about 65% getting treatment. It doesn't include the cost of incarceration. The burden to the family -- It does deplete all your funds, and then they'll go on either some kind of disability or social security, but the family gets depleted. 

MARTY MOSS-COANE: It's a financial burden. Do you want to add to that? 
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ANTHONY SALERNO, PH.D.: I was just thinking of times working with families and remembering how families would do anything to try to help their loved one, and oftentimes that meant their retirement funds or mortgaging a home, wanting to do everything that they could. It wasn't said as if "We regret doing that," but there's both the emotional toll that it takes, the change in their lifestyle. A lot of their lives begins to revolve around that person's illness, and if they have other children, their lives begin to revolve around this illness. The stress -- the financial, the emotional, the psychological -- it's an enormous burden. 

MARTY MOSS-COANE: One final question, and just a quick answer. Perhaps I can put that to you, Dr. Salerno, because we described a very bleak family picture. Is it always bleak? Is it always hard? Is it always a problem? 

ANTHONY SALERNO, PH.D.: What amazes you at times is the courage and the heroism of so many of these families in their struggle and wanting to do the right thing and trying to maintain a sense of hope and safety for their loved one. I think Mr. Lachenmeyer really tried to speak to that in terms of not forgetting that the person is still a human being, and that the families, that these are human beings, and that they love and care for that person. What we see on the outside is something that's bizarre and odd that we want to stay away from. But I think the point we want to get here today is the human side and the human face to this very serious illness, and also the others that get affected by this, all the family and the friends, that each person with an illness -- there's a book about each person that could be written by someone. Then you begin to get a sense -- We shun away from things that are odd, but I think what allows for us to be empathic is for us to say, "That is a human being, that we go through difficult periods of time, how would we handle such a situation?" 

MARTY MOSS-COANE: I want to thank all three of you very much for joining us today on our webcast. And thank you for joining us, as well. I'm Mary Moss-Coane. 
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