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A couple and an acquired brain disability.
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ABD is dramatically growing everywhere, due to multifactorial causes: tumors, infections, circulatory diseases, viruses, work and sport traumas, suicide attempts;
ABD can affect cognitive/behavioral abilities, way of live, emotions and mood and also sexuality.
The severity of the disability did not directly correlate with the entity of damage but it also depends on family relationship,  socio-economic status and historical and cultural environment, resilience. When cognition, state of mind, thinking and judging are preserved, personality could change and emotion control could be more difficult, as after a stroke or in some kind of mild brain injuries.
In case of an acquired brain disability we usually wander about the condition of the poor patient who has got his life destroyed, whose future is sad and difficult, who deserves our pity. But what really happens is a tragic event that deranges the whole family life. Sorrow, fatigue and a heavy burden for the caregiver too, in most cases the spouse. 

The acquired disability occurs in a family before “normal” with specific roles and balanced tasks; later on each member should adapt to a condition not hypothesized previously, from which there isn’t any escape. The previous equilibrium is broken. Changes in daily life are requested, balancing activity and rest; more structure and planning are useful, avoidance of tiring environments is necessary. Every behavior should be simplified , the life runs at a slow rhythm. 
When the ABD is sudden and unexpected, a traumatic reaction can occur, accompanied by a high level of stress. In this case a psychological support is suggested, as in any traumatic event. In fact many symptoms can arise, for instance sleep disturbances, emotional unsteadiness, anxiogenic memories: when early treated with specific therapeutic techniques, a psycho-physical wellbeing and better quality of life are facilitated. 
A positive couple functioning plays an important role against individual psychological distress. Couples relationship satisfaction correlates with emotional and sexual aspects of intimacy therefore it is very important to take them into account: the sexual system may be conceptualized as an emotional regulatory device. Sexual and nonsexual aspects of relationship are linked.
Couple relationship is deranged by the disability because the two members of the couple may face difficult challenges: the disable pepeople because the new condition put limits on their life, they are unable to do what they could do before, they must relay upon others, what damages self-identity and consequently mood. Sadness, rage, irritability mine the relationship. On the other hand the caregiver underwent the burden of taking care of the spouse, which requires a physical effort and a strong self-control towards emotional negative reactions elicited by the disable spouse. Not always they can have a positive relationship, often a family dysfunction occurs, if the new condition isn’t accepted. Both of them should adapt to the new way of  life.
The whole family should overcome a mourning process in order to reach a new satisfactory quality of life. What isn’t so easy. The great readjustment needed in order to avoid depression is more difficult when fault and punishment are perceived. 

Often in the first time there is a threat about life itself. Later on, when the physical condition improves, the tragic discovery that the beloved spouse isn't the same as before and never will be the same. 

When the sufferer becomes unable to work, he/she is causing a worse economic condition for the family. Moreover he/she needs the help of the spouse whose autonomy is therefore limited.

Directly related to the caregiver’s burden is the sexual-affective quality of life: the higher the burden, the lesser the satisfaction. No longer a co-operating couple, but a couple trapped in the attachment/ caring schema, different from the erotic sexualized relationship they lived before.
In front of ABD different stages could be identified.

When a brain injury occurs the first goal is to save the patient’s life. A very stressful experience full of worries for the spouse and the whole family, and relief when he/she is safe. But this positive feeling doesn’t last long. Again a negative feeling rises when it is clear he/she is in a very different condition, where improvements – even when possible – are very slow and not satisfactory. 

ABD people and their families go through different emotional reactions toward  the disability condition: initially they don’t realize what is happening, then deny :  “it couldn’t be true” “It’s not possible” “Couldn’t happen just to me/to us” “there should be a different therapy, a miracle”. Later on a state of rage follows, coupled with a worsening relationship, due to an irrational belief it’s the patient’s fault; at the same time rejection and closure toward the others and the society appear; then changing attitudes come forth, positive and negative: negotiation, when “looking for new roles and equilibrium” or depression, with the idea that “nothing will ever be as before”, when the whole thinking is related to the past, in a negative comparison with the present condition. 

The final target is achieved with the acceptance that “disabled people are worth of love and attention”.  When this final surrender to the ABD occurs, a psychological improvement could happen starting eventually from the real present situation and considering what can allow a better quality of life to the couple. 
At that moment sexuality could be an important tool and the couple could find new meanings in the intimacy created by the care, a deep emotional intimacy full of love. Having an active and satisfying sexual life after injury is associated with improved quality of life and overall life adjustment.
Couples should be helped to consider the topic  because their minds are oriented to the care. If the therapist doesn’t speak about it, probably no one will do. But even the ABD patient continues to be a sexual human being. Disable people are very grateful when hearing this kind of speech, their self esteem as men/women grows up. When this final surrender to the ABD occurs, sexuality could be an important tool for improved quality of life and overall life adjustment.
The couple could find new meanings in the intimacy created by the care, a deep emotional intimacy. 
Couples should be helped to consider the issue because their minds are oriented to the care. If the therapist doesn’t speak about it, probably no one will do. But even the ABD patient continues to be a sexual human being. Disabled people are very grateful when hearing this kind of speech, their self esteem as a man/woman grows up and their spouses could hope in a rescued couple life.
Even if the final goal is a satisfactory intercourse, this requires a long way that might awake the “sleeping” drive, what make a gaze, a hug, a caress different from care and affection and again desire can arise, a warm, soft and passionate sensation. Problems are the same than before but they appear in a different light. A new strength arises which allows new progress in the physical condition.   
We must keep in mind that in the ABD the “sexual assessment” requires an evaluation at different layers: physical condition, emotional and psychological balance, couple relationship, social environment; in fact physical, social, and emotional challenges commonly influence sexual lives of ABD, who therefore need counseling and assistance.   
Any  therapy should be tailored on the specific person and couple, only the frame could be the same: sexuality considered in a wider meaning, as a vital energy that fuels any of us and reaches all the layers of the inner self, emotions, feelings, cognition and finally behavior. 
ABD can affect sexual functioning per se, causing motor, sensory and autonomic dysfunction: decreased ability to achieve and sustain erections, ejaculatory dysfunction and vaginal dryness, limb and trunk weakness, reduced touch sensation, altered positional sense and impaired vision. If and when such problems happen, it’s not to blame the sufferer or the spouse, it’s the injury itself causing the difficulty: the sexologist should take care of.

Couples need to know about safety of sex related to their specific physical condition; they must obtain treatments for sexual dysfunction, suggestion about alternate positioning and other compensatory strategies.

Adjustment to body image, sexual and self-esteem after damage are important factors to consider. 

When there are concerns about sexual adequacy due to physical limitations sexual readjustment requires the acceptance of the new damaged body and functions. Therefore ABD people should undergo a psychotherapy in order to reach a new body image and sexual identity. 
Another concept plays an important role in sexual satisfaction: sexual self-efficacy, the self-consciousness of being an object of desire, which can act as a signal that one has high mate value, in spite of the disability. How much can a disabled person feel sexual self-efficacy? And his/her spouse, tied in a damaged couple? An important factor to consider is the pre-morbid personality and its strength in developing  resilience.

In the past disable people couldn’t access sexuality. Now the distance is less, but new difficulties arise, connected to our global and liquid society. Our society presents models of health, beauty, youth. Appearance is more important than essence but couldn’t cancel inborn needs like affect and sexuality.

In case of problems is very promising the Good Enough Sex approach of variable, flexible and shared sexual pleasure. Couples are discouraged from appraising their sexual experiences within the parameters of the traditional performance model and are instead encouraged to embrace the evolving elasticity of their sexual experiences. Sometimes they also need new skill of perceiving and expressing nonverbal aspects of communication.
Sexuality training programs for the staff working in rehabilitation services are necessary; the professionals should be able to inform about resources and sex education to the ABD people and their spouses and to improve the rehabilitative management of ABD clients with sexual health concerns.  If sexual dysfunctions are present a specific sexual therapy for ABD people should be delivered.
The City of Torino organized a special Disability Service called Passepartout, for people with a disability, either physical or mental, which addressed the complexity of sexuality, affect, reproduction and parenthood in their condition. 
This topic is very sensitive and a group of qualified professionals (physicians, psychologists, sexologists and educators) accepted to join the program. 

The Service offers counseling,  clarification and support to the ABD couples, but also Peer Education and seminars for professionals. 

ABD is no longer a cause of marginalization: ABD people and their families are entitle to a life like that of  every one else.  
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