PAGE  
1

THE HIV SCENARIO: LIVING ON THE BOUNDARIES

Paper presented at the EU-seminar in Amsterdam February 9-10, 2001.

Lena Nilsson Schönnesson, Associate Professor

Gay Men’s Health Clinic/Soder hospital/Karolinska Institute

SE-118 83 Stockholm

Sweden

As we meet here today the HIV epidemic has raged for over 20 years and has been known about for seventeen. My own experiences within the HIV scenario date back to 1986, when I started my psychotherapeutic work with gay men with HIV infection. The men have shared with me their worries and concerns as well as the enigmatic existential concern related to HIV disease. Many of them had reached the peak of imbalance between the HIV-related burdens and their available resources, experiencing hopelessness, negative resignation, existing but not living and being stuck in the HIV trauma and its mourning. They expressed a wish to change the HIV scenario from one of a desert to a flourishing oasis, in which they celebrate themselves and their life. Another desire has been to assign HIV “the right proportion” in their lives.  As one man said “You know, I don’t want all my books in my bookshelves to be on HIV.” In the course of our psychotherapeutic work, the gay men have also become curious about further exploring their internal landscapes and their authentic selves. 

In 1995 I decided to transform the drama of HIV among these men into research by analyzing my clinical notes in a qualitative way. The prime motive for doing that was the wish to share my clinical experiences and to let the men’s voices be heard. It was published in a book, co-authored by Professor Michael Ross, in 1999 entitled Coping with HIV infection: Psychological and Existential Responses in Gay Men (Kluwer Academic/Plenum Publishers). My presentation today is thus based upon parts of that piece of research. 
Although my presentation has an individualistic approach I firmly believe that it is critical to view people living with HIV within a societal context of anti-HIV, anti-gay, anti-drug user, anti-prostitute attitudes and stigmatization. As the societal oppressive mechanisms reinforce the psychological traumatic aspects of HIV infection, it is important to make these mechanisms visible and to oppose them. 

Objections might be raised that the voices of the gay men in this presentation are illu-strative of another era of the HIV history, as the vast majority of the psychotherapeutic material was “collected” in the years of 1986-1995, prior to protease inhibitors and combi-nation therapies. But I would argue that many of the issues that these men faced are similar to those who are diagnosed with HIV today. First of all, the new combination treatments can never take away the traumatic element of the HIV-diagnosis and its attack on the individual’s self. Second, the uncertainty is still there although it has changed its gestalt. In the early days of HIV, the uncertainty was about “when will I die”. Today uncertainty is related to the new medication manifested in worries and ambivalence. However, I want to emphasize that the threat towards physical survival exists also today. Third, the stigma of HIV has not changed and the fear of aloneness by means of stigmatisation and potential discrimination and the sexual dilemmas are still there. The need to adapt to HIV-related threats and various psychological issues and stressors, to restore a more or less shattered self, and to experience quality of life is an ongoing process and will not disappear because of protease inhibitors.

Another objection you may raise is that what I have to say here is only applicable on gay/ bisexual men. However, based upon my quality of life study in 1998 and dialogues I have had with heterosexual women and men, it is my impression that they live under similar HIV-related conditions as gay men do.
Let me give you a road map of my presentation. The first stop is the HIV scenario, followed by psychological issues and existential concerns being raised within the scenario. The third stop focuses on the self, and the final stop targets clinical implications. 

1. THE HIV SCENARIO

The person living with HIV is not only confronted with the HIV-diagnosis as such but also to various threats towards his/her physical, social, and sexual existence throughout the disease process. 

Physical threats

The individual’s physical survival is abruptly challenged by the diagnosis of HIV and he is faced with various physical threats. These include stressors such as uncertainty and worries about the disease progression and its potential patterns of HIV-related symptoms and diseases as well as treatment concerns. 
My qualitative data showed that the meaning of physical threats changed over the disease process. In the asymptomatic stage the men expressed worries and time-orientated concerns about physical health. The men asked themselves WHEN they would get sick: ”how long do I have to wait?” There were also concerned about what kind of symptoms that they might develop. The most feared symptom was ”that HIV will attack my brain”. 

In the mild symptomatic phase, worries were expressed in terms of uncertainty. ”The uncertainty is so exhausting”. To some HIV ”becomes a reality” in this phase. Stephen says: ”When I got my first symptoms, well then I realized in my guts that something was wrong with me. Then all of a sudden I felt my life threatened”. Others started to ask themselves whether they should keep fighting or just give in to HIV. Questions related to whether one is sick or healthy were also raised. Another aspect of the ”sick-healthy” role, which leads to uncertainty, is medication. 

The meaning of the physical threats changed into fear about current and potential bodily deterioration in the severe symptomatic phase. Those fears that were expressed in this phase of the disease were confirmed in the final phase in that they became reality and many men expressed a sense of ”enough is enough”.

The HIV infection also threatens the individual’s psychological survival because of the close link between the body and the self. Thus, the fear of losing one’s self and self-esteem and ultimately dying psychologically is evoked. 

Social threats

HIV infection is also a potential threat to the individual’s social existence in terms of discrimination and aloneness that are among the negative consequences of openness about one’s HIV-status. In the self-disclosure process the individual is confronted with the dilemma between on the one hand, the psychological need for authenticity, affirmation, and respect. On the other hand he fears being rejected and abandoned when disclosing his HIV-status, i.e. to be ”punished” when being authentic. Among the Swedish gay men, self-disclosure was an infrequently mentioned topic, but those who did bring it up were in the asymptomatic and/or mild symptomatic phases. Their concerns were mostly related to when and in what ways to disclose their HIV status to their parents and/or colleagues. 

The fear of aloneness lurks not only in the self-disclosure decision process but also after disclosure. The fear of aloneness was more or less salient over all four phases of the disease. The men talked about it in terms of being abandoned and a sense of being invisible. The latter emotion has an existential quality in that it represents a sense of being no one, i.e. to experience psychological death. Those men, who were in the terminal disease phase, tended also to be occupied with thoughts about being an outsider. I want to emphasize though that the fear of and experiences of aloneness may be reinforced, colored and compounded by earlier psychological conflicts and problems.

Sexual threats 

The individual’s sexual existence in terms of sexual behaviors, intimacy, and for gay men their gay identity and life style, is exposed to HIV-related psychological, social, and medical threats. With respect to sexual behaviors, the person with HIV is faced with two major sexual dilemmas. One is related to protected sex and the other to self-disclosure of one’s HIV status. In addition, HIV disease progression and physical deterioration may have an impact on sexual desire, physical functioning, and sexual ability. However, it was those men who were in the asymptomatic and mild symptomatic phases that reported a declined sexual interest. The intimacy dimension may also be threatened. Psychological and social HIV-related concerns may pose insurmountable barriers to initiate and engage in love relationships. For those men who had a partner, relational issues such as communication, conflicts, and commitment were usually exacerbated. In addition, the couple was faced with specific HIV-related stressors linked to the disease, sexual, and social domains of the relationship. The gay identity and life style are also exposed to HIV-related stressors. As the sexual and the social circles are interwoven in the gay scene, it may have a negative impact on gay men with HIV and their participation in the gay subcultures.

2. PSYCHOLOGICAL ISSUES AND EXISTENTIAL CONCERNS

The various HIV-related threats evoked among the men psychological issues and existential concerns portrayed in the light of the constructs of persecution, death anxiety, existential death anxiety and awareness, loss and mourning, control, despair versus hope, and psychological defences. However, I will here only focus on the persecutory issues and the existential concerns.   

External and internal persecutors

The men experienced external persecutors in terms the virus, medication and other medical treatments as they all have an aggressive, intrusive character. The potential stigmatizing and rejecting environment was also perceived as an external persecutor. But the individual may also become his own, internal, persecutor as he may internalize the negative societal attitudes toward HIV, haunting the individual in terms of psychological persecutors such as guilt, shame, self-blame, degradation, and devaluation. 

Regardless of disease stage the men experienced HIV infection as an insidious persecutor, but its gestalt changed over time. In the asymptomatic phase the persecutor theme was expressed latently and in an insidious mode in terms of a sense of being threatened by and worried about HIV. Some of the men stated that their “life is threatened”, whereas others felt threatened in their physical and sexual existences. Still others expressed their worries “of becoming sick” or that they were “worried about the disease”. 

In the mild symptomatic phase, the physical threats changed into manifest experiences of being persecuted by HIV; “HIV has started to move around in my body”. The experience of being exposed to the HIV persecutor, together with a feeling of not being able to escape from it, was salient in the severe symptomatic phase. Medication, and if there was an implanted port-a-cath, contributed to these feelings. In the terminal phase the manifest sense of persecution subsides and again, the individual is confronted with worries, fear and uncertainty. But this time the worries are related to when the ultimate consequence – death – will enter his life.

Existential concerns

The qualitative analysis revealed that physical, psychological, and existential death-related themes and issues were of vital concern to the men during the whole course of the disease process.  In all four disease phases the men expressed their physical death anxiety. Others addressed their death anxiety indirectly in terms of being afraid of the AIDS-diagnosis, their friends’ death, or their psychological pain in saying goodbye. The other side of the coin, longing for death and longing to die in peace was mainly brought up in the asymptomatic and the severe symptomatic disease phases.

Fear of psychological death was of concern to the men, in particular during the mild symptomatic phase. The fear was related to become dependent, nonhuman or invisible, to be abandoned, rejected, forgotten, or disclosed. Some of the men who were in their terminal phase of the HIV disease experienced psychological death in that friends or family rejected them and/or they felt forgotten by their friends. Among people with HIV, the stigmatized status of HIV reinforces the psychological death anxiety. 

Existential death anxiety, i.e. the fear of annihilation, was a topic of concern in all but the asymptomatic phase. It was phrased as  “I’m scared to languish”, “everything is darkness and chaos”, “the thought of cremation scares me to death”, “HIV suffocates me”, “life is flowing out of me”. 

Existential death awareness of the inevitable death came to the forefront in all disease stages. It was approached in terms of “I’m mortal” and “I’m going to die”. In the terminal phase of life there appeared to be an oscillation between the realization of being mortal and the sense of being immortal. Some of the men also showed an ambivalent attitude towards death in this disease phase; on the one hand there was a longing for death “to get peace” and on the other hand a longing for life.

A common theme among the men was experiences of restrictions and boundaries. From an existential perspective I would argue that the theme is an indirect (and probably unconscious) manifestation of existential death awareness in that boundaries are equivalent to finitude or death.  In all phases, except the terminal one, the men felt restricted as to time and life. At the beginning of the disease process they also talked about sexual boundaries including “lost fatherhood”, whereas in the severe phase the men experienced being restricted in intimacy. Men in the terminal phase expressed a realization of the finitude of their life. All these restrictions fostered a sense of being imprisoned, confined, and encapsulated and in despair.  

3. THE SELF

When HIV attacks the body immune system it also assails the individual’s psychological immune system, i.e. the self, which has a psychological life-giving function. The self, encompassing self-image and self-esteem, can be viewed as a filter through which HIV-related threats and psychological issues and existential concerns are mediated and understood.  However, various psychological stressors compromise the self and the consequence is a more or less shattered self.

Psychological stressors 

The qualitative analysis identified the following stressors:  the wasting disease, mood distress, external and internal HIV persecutors, and disrupted self-needs. In addition, the HIV disease appeared to function as a ”radar” of psychological conflicts, in particular in relation to intimacy and self issues in terms of mirroring needs (i.e. our need for affirmation and recognition from others).  However, I do not think it is a coincidence that these specific psychological conflicts were brought to the surface among the gay men. Just like the virus threatens the individual’s psychological survival, so do these conflicts, as they are all colored by the fear of psychological death. 

The vast majority of the gay men brought up intimacy problems, in particular in the first two disease phases. These internal intimacy conflicts however, antedated the HIV diagnosis. The men talked about intimacy fear in terms of dependency, coming too close, intrusion, engulfment, rejection, and abandonment. The psychological denominator of these fears is a fear of psychological death – to become no one.

Current mirroring needs were a salient theme among the men as reflected in words as “I want to be seen as a whole person”. However, the mirroring needs were in particular salient among the men in the mild symptomatic phase and to a somewhat lesser extent in the asymptomatic phase. In the severe disease phase, only a small minority expressed the theme of mirroring and in the terminal phase there was none. As the self needs are of such vital importance in sustaining self-esteem and a sense of self, the lack or disruption of having, for example, the mirroring needs met may lead to a sense of being no-one, i.e. psychological death.

The shattered self
The vulnerability to the psychological stressors differs between people and may change over time, and so does their impact on the self. As a result of the self-adaptation process, the individual’s self is more or less shattered. The qualitative analysis revealed that the gay men’s self was taken on an odyssey oscillating between a shattered and a restored self over time.  
My psychotherapeutic notes indicated that the shattered self of the men could be described in terms of a vulnerable, a devalued, and a dualistic self-image. The vast majority of the gay men in the asymptomatic phase pondered around their vulnerable self and the equivalent number in the mild and severe symptomatic phases was over one half. None of the men who were in the terminal phase, however, experienced a vulnerable self-image. Regardless of disease phase the vulnerable self-image was usually depicted in terms like a sense of emptiness, rootless, no internal substance, chaos, insecurity, and difficulties to set or to maintain boundaries with others. Some men also expressed boredom, little empathy with themselves, and 

About one third of the gay men talked about themselves in humiliating terms such as contempt for one’s own feelings,. having no value, not being good enough, being a failure, worthless, and a second class citizen. Some of the men related explicitly their devalued self-image to their HIV disease and/or gayness whereas others did not – at least not consciously.

The dualistic aspect of the shattered self, which was most prominent in the mild symptomatic phase, was manifested in dual self-perceptions and good/bad. The dual self-perception was manifested in descriptions of oneself as hedonistic versus dutiful, false versus authentic, introvert versus extrovert, child versus grown up, emotionally warm versus cold, sex love versus sex hate. 

The restored self

The individual needs to restore a more or less shattered self to achieve a more cohesive self. A stabilized self is also crucial to facilitate the approach and adaptation to the spectrum of HIV-related threats, psychological stressors and existential concerns, which are of a reoccurring character. The individual who experiences a shattered self may use different approaches in his attempt to restore it. The qualitative analysis revealed that the gay men mainly used their social network and the psychotherapeutic relationship in the restoration process.

The gay men did not use the concept of a restored self but used other words, which I interpret as reflections of a restored self. The most common words being used were resilience, psychological well-being, a positive self-image, improved self-esteem and self-confidence, more sensitive to one’s own needs, and able to set boundaries with others. From my point of view, these words indirectly reflect an increased sense of control, choice, vitality, and self-respect. 

4. SUMMARY

Four central psycho-social-existential issues appear to emerge from the qualitative analysis of my clinical notes.  These include mirroring issues, boundary issues, control issues, and death and existential issues. If we were to characterize the emergent issues in a mnemonic, we would call it “ABCDE” – Autonomy and self-worth, Boundaries, Control, Death, and Existential issues! 

Death, other existential issues, and mirroring issues  

In common with people who are facing a potentially and foreseeable terminal illness, the gay men with HIV disease faced existential concerns and crises surrounding the meaning of life, responsibility, existential isolation, and death. The issue of death overshadowed the disease phases and the illness drama. It is strikingly similar to Beckett´s play “Waiting for Godot”, where the play centers around a character who is the focus of the dialogue while not actually appearing (and it is never certain whether or when he will appear). While I have noted indirect and direct death anxiety, I have also identified life anxiety, particularly in those men whose excellent response to protease inhibitors has lead to their having to consider continuing life as their problem rather than impending death. However, HIV does not only physically threaten the individual’s physical and psychological existence with death. The psychological existence is further threatened with death (i e to be or to become no one) by the fact that HIV seems to trigger internal intimacy conflicts. These conflicts also circle around psychological living or dying as they involve fear of being abandoned and/or engulfed. The mirroring needs and having them met can be viewed from an existential perspective as a way to counterbalance these psychological death anxieties. But the mirroring needs and their confirmation also have a psychodynamic function in that they play a vital role in the restoration of the shattered self. 

Boundary and control issues

Boundary issues emerged in many guises. The boundaries included not only the nebulous boundaries between chronic and terminal disease, between illness and health, and between hope and despair, but the ultimate boundary of death and the existential concerns that all of these raised. One of the stressors of living with HIV is the lack of precision of these boundaries and the uncertainty as to which side one may be on – as well as the need to set boundaries in many aspects of life and relationships. For this reason, I used as the title of this presentation Barnard’s (somewhat modified) expression of the experience of “living on the boundaries”. 

Boundaries also included sexual boundaries symbolized by the condom or limits on sexual practices, social boundaries marked by discrimination, boundaries of disclosure marked by the shadow of the closet door, and boundaries of physical functioning imposed by the response of the body to disease. Such boundaries are perceived as obstacles in the individual’s life as HIV imposes them upon him, i.e. the external boundaries are manifestations of external control. On an existential level, external boundaries/control can be perceived as a representative of psychological death. 

Other boundaries such as setting boundaries with disclosure, in relationships, boundaries with the therapist and with lovers and families or friends and boundaries of the self are perceived as positive in that they impose order and structure to the individual’s life, i.e. internal control. I want to stress that not all the men had a lack of internal boundaries (or internal control) but struggled with setting or defining them better. However, these internal boundaries are also psychologically potential targets of HIV in that HIV attacks and destabilizes the self. As long as the internal boundaries are intact, they provide definition and a sense of certainty or control amid great uncertainty. As the disease progresses, the individual perceives increasingly that he is loosing internal control to external control, i.e. HIV, which is reflected in his feelings of helplessness, hopelessness, and powerlessness.  Over all this is the wish of controlling the ultimate boundary, death. 

The therapeutic relationship is an example of the two sides of the boundary concept. On the one hand, the therapeutic relationship was perceived as certainty and continuity and supporting the client in keeping his internal boundaries. On the other hand, the therapy imposed control (death) by its therapeutic frame. In a symbolic way, the psychotherapeutic relationship represented life and death.  

5. CLINICAL IMPLICATIONS

As psychotherapists/counsellor we should strive to provide the person with HIV a holding environment or a safe space in which the individual can express and explore amongst others his fears, anxiety, fantasies, excitement, existential issues, dreams, grief, hope, bewilderment, anger, hopelessness, and joy. The most important gift we can give the person with HIV is continuity, flexibility, and our accessibility. To quote Dreifuss-Kattan5, we can 

"contain what has been put into me by the patient and so become the equivalent of a good mother, who provides a safe space, a framework, and a medium where the patient threatened by death can move freely between the illusion of union and the fact of separateness, as happens in the transitional phase of infancy". 


Having said that, I do not mean that every person with HIV should be in psychodynamically oriented insight psychotherapy. What I do propose is that by acknowledging and understanding the complexity of the individual’s internal and existential worlds and their impact on his/her external world, the psychotherapist/counselor will be able to adapt his/her therapeutic work to the client’s distress and his/her resources. The overall objective of our therapeutic efforts, according to my view, is to guide and to support our clients in their fight for re-captur​ing their quality of life, autonomy, self-worth, self-esteem, and human dignity.
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