DEFINING THE SEXUAL HEALTH NEEDS OF MEN WITH AN INTELLECTUAL DISABILITY: A SALUTOGENIC APPROACH.

Introduction
This paper will report on a research project whose aim is to begin to construct, or define, the sexual health needs of men with an Intellectual Disability (ID) and high support needs; those in the moderate – profound range of ID requiring 24 hour support.  The current sexuality discourse for people with an ID will be reviewed from both an historical and outcomes perspective in terms of how the discourse places men with an ID as unequal citizens.  It will be argued the current sexuality discourse has a very negative and pathological focus towards men with an ID that continues to stall their potential for equal citizenship and community engagement.  Further, current mainstream thinking in sexual health as a biopsychosocial construct, as opposed to sexuality as a social construct, offers a more rounded and concrete basis to work with human sexuality and men with an ID.  Meanings from early data will be presented and discussed from a strengths based, or salutogenic, starting point within theoretical frameworks of male sexual health, masculinity theory and population health.
Historical background 
Two of the first international occasions the context of human sexuality was formally addressed concerning people with an ID was firstly in 1971 at a conference in Hot Springs, Arkansas; Human Sexuality and the Mentally Retarded (de la Cruz and LaVeck 1973)  In 1975, under the auspice of the International League of Societies for the Mentally Handicapped (Katz, Mutters et al. 1975), a symposium titled; Mental Handicap, Human Relationships, Sexuality was held in (West) Germany.  The aim of this symposium was to stimulate the emerging dialogue concerning the sexual problems (sic) of people with an ID and their self realisation as men and women.  Both gatherings attempted to define the term sexuality and concluded that it was a concept beyond the genital and biological, it involved being male or female, it involved experiencing feelings of love, togetherness and warmth, and involved the expression of being a sexual being.  

From an historical position these must have been exciting times; Normalisation had been embraced, the medical model was no longer acceptable: integration, liberalisation, feminism, and the social model was here to emancipate people with an ID from the results of eugenics and an hitherto ethical and moral vacuum.    Thirty years on, it is indeed very sobering to read a recent review of sexuality research and people with an ID by Griffiths, Watson et al (2004).  Two general themes were established: a dearth of empirical evidence exists for the ideas and practice in place and, what research has been conducted generally lacks accepted scientific rigour.  Further, Griffiths, Watson et al (2004) state there is a real need to begin to explore the complex links between biomedical, social and psychological factors affecting sexuality; a biopsychosocial approach.  

The current sexuality discourse
In his editorial ‘Sexuality Under Scrutiny’, Cambridge (2001) suggests an evolving and continuing discourse on sexuality that will, inturn, inform evidence based practice.  According to Cambridge, Carnaby & McCarthy (2003) a long discourse exists concerning sexuality and people with an ID and consists of: sexual abuse, rights and education, HIV and homosexuality, sexuality of men and women, consent and touch, sexual health of women, and masturbation.  Examples of how this current discourse affects service delivery today are as follows:
Sexual abuse: research has shown inconsistent incidence rates between studies depending upon the definition and methodology employed (Griffiths, Watson et al. 2004).  What is not inconsistent is the fact almost all confirmed cases of sexual abuse has been perpetrated by a male; in response, the ensuing discourse (body of ideas, beliefs and concepts) promotes male staff never supporting female clients with intimate care (Carnaby and Cambridge 2002), male staff having to be careful how and where they touched female clients but female staff needing to be wary of inappropriate touch from male clients (Dobson, Upadhyaya et al. 2002).  The power of the discourse is negatively and pathologically skewed against both male clients and male staff but is universally accepted; a same gender service system is the services response - a response that has never been empirically tested as lowering the incidence of sexual abuse.  
Masturbation:  A second example of how the sexuality discourse shapes responses to a problem is exemplified by the psychologically dominated article on responding to masturbation by (Cambridge, Carnaby et al. 2003).  These authors suggest a series of questions services should work through to “…develop and test hypothesis about the link between masturbation and other stimuli or challenging behaviours or the function of the behaviour itself…” (p.255).  This discourse is perpetuating the notion that visible masturbation requires a service response from us; probably in relation to services fears concerning protection of children and vulnerable adults - the service needs to have addressed visible masturbation.  Ideas concerning developmental influences of puberty and hormones, the effects of masculinity and femininity, notions of maleness and femaleness, and the impact of biological equilibrium are not mentioned.  

Sexuality of Women with an ID:    One of the key findings of McCarthy’s (1999) study was that almost all women had negative experiences and had a negative view of their individual sexuality; negative due to largely in part from the impact of male sexual expression.  Whilst this work does paint a harsh picture of which lessons must be drawn, the sample was most unrepresentative of the majority of women with an ID with a clear sample bias resulting from the women being referred for sexuality counselling in the first place.  McCarthy’s (1999) dialogue has parallel themes with feminist views of male sexuality; power, aggression, penis orientation, the separation of sex from loving emotion, objectification, fetishism, and uncontrollability.
Sexual Health
The Sexual Health system has historically and largely remains focussed on sexual disease and/or malfunction within the reproductive system.  This focus on disease and pathology is also a symptom of the wider health system where a downstream approach to health exists: systems focussed on those who have fallen into the river of illness as opposed to looking upstream to see what pushed them in the fist place (Macdonald 2005).  A second key concept to acknowledge is that a social constructionist’s view of sexuality does not accept a definition of Sexual Health as the word ‘health’ equates to medicine which in turn equates to differentiating between normal and abnormal; a non-ideological definition is impossible (Health Canada 2003). Therefore, to even consider Sexual Health as a concept beyond the biological, sexuality has to be viewed as a bio-psychosocial construct with the notion ‘healthy sexuality’ exists.  Chilman (1990) characterises Sexual Health as comprising in developmental stages through the lifespan, identifying a developmentally healthy sexuality, considering biosocial, cultural, and psychological aspects alongside recognising cognitive and moral development.  Whilst the jury is still out on what truly defines a state of total health, there are certainly more tangible and modern constructs of health available as it interrelates with constructs of quality of life, than exist within a social construct; “….few social scientists even acknowledge the contribution of biological factors to men’s health risks” p. 245 (Courtenay and Keeling 2000).

Masculinity

In its broadest and most widely understood sense, concepts of masculinity as a direct (as opposed to indirect) emphasis considers masculinity from a powerful, male dominated (patriarchal) perspective: The Direct Gender Hierarchy Perspective (Holter 2005).  The perspective of men equalling power presents the first contradiction for this research: one thing all men and boys with an ID have in common, irrespective of functional ability, is their relative powerless position as not only either patients or clients, but as citizens.  The lives of men with an ID are largely restricted as recipients of welfare, relative to function are reliant upon families and/or support staff, are relatively powerless to the disability system and its legislation, and exist within the controls of the dominant ideology of the day.  Not exactly masculinity as a construct permeated with, and by, power.  This supports the notion of different masculinities – some more dominant than others – with those at the lower social gradients the more vulnerable to health problems.
Population Health

Primary Health Care – the health of unique populations - is about health within the context of people’s lives and the communities they live in.  It is about health promotion, prevention and health at the pointy, or acute, end with all the sophisticated machines and highly skilled staff.  It is about recognising risk and dealing with that risk before the risk becomes an acute or life threatening problem.  This research project aims to look at sexual health for the upstream and strengths based perspective as opposed to the current downstream and reactive focus on male pathology.
Research Method

Ethnographic in its approach, the methodology is qualitative consisting three types of data collection across three non-government organisations.  I am collecting data from 1:1 interviews with care staff who work in settings where the male clients require 24 hour support.  The male’s diagnosis being in the moderate to profound range of intellectual impairment.  These interviews take about 45 minutes and consist of open ended questions about sexual health, masculinity, gender, and the differences between males and females.  Secondly, I will go back into the residential settings and ‘observe’ over a period of days – I am looking at the way themes identified in the interviews play out.  Thirdly, I am looking at a basic policy and training review of the organisations in relation to sexual health or matters of gender.
Data analysis

The sheer volume of data has meant applying the qualitative notes into a framework of health adapted from (Macdonald 2005) (see diagram 1).  Themes were placed into categories of physical, emotional or social determinants on either the environment or the person.
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Diagram 1.

The Teflon coated surface
Quite unsurprisingly support participants were very good at listing and naming the politically correct things services expect them to: The right to sexual expression and freedom, the right to sexuality education the same inclusive needs as any man, the right to understand sexual health matters, urges and desires, all staff have the same role whether male or female, the right to privacy and confidentiality.  Other key phrases also crop up such as advocacy, community visitors, annual health checks, and how life has improved since the institutions: 
Quote R.H. ‘when living in an institution they needed to stimulate themselves much more so it’s a habit they now have in community living’.  
Scratch below the surface

Overall, the conclusion to date being support staff don’t really know what to do about sex and their clients – attempts are made to do the right thing, get psychology input as behaviours get out of hand, seek medication to control behaviours etc.  But, there remains a fear of doing too little and a fear of doing too much.  Limits are put in place often out of the necessity of being seen to be doing something.  The risk assessment forgets about the basic human need for intimacy.  The eternal child lives on and if you don’t have sex (intercourse) how can you be a sexual being? Underneath all of this is a faint notion that men might just understand men differently to women.  
Example 1

An obese man of 20 years who is unable to perform intimate hygiene independently.  Uncircumcised, he suffers from recurrent infections to his penis which requires daily application of topical creams together with systemic oral antibiotics.  No male staff work in the house and female staff are either reluctant to or refuse to support with daily intimate hygiene which includes retraction of his foreskin and application of prescribed creams.  Research participants (all female) report previous male staff as being capable of getting male client to engage in physical activity and better (more thorough) at performing intimate hygiene.  Outcomes: increase in visits to GP and recurrent prescriptions are a waste of limited health funding, obesity and poor body odour reduce activity and limit social opportunities and engagement.  From a population health perspective the lack of male staff is contributing to poor sexual health: trained male staff could stop the number of times this man falls into the river of illness.

Example 2 

Older man with Down Syndrome lives with four females, two of which adore him and compete to apply constant physical affection which this man dislikes but will tolerate up to a point.  Staff leave the situation as it is as they perceive people with Down Syndrome more affectionate than other people, staff can intervene if the affection gets out of hand.  When asked what the service might do if the gender roles were reversed – participants state they would implement a behaviour management plan to protect the hypothetical female client from the unwanted desires of the two hypothetical male clients.  Outcome:  male client in a completely powerless position as the only male living in the house in a system skewed towards protecting vulnerable women.  

Example 3
Young man of 16 who likes the freedom of wearing few clothes and likes to masturbate many times per day.  Female staff restrain this young man several times each day to a commode for safety reasons and to minimise the spread of body fluids.  Sole male staff member never restrains this young man, lets him masturbate whenever he wants by redirection to bedroom, redirects to the toilet for opening his bowels and experiences virtually no behaviour outbursts.  Outcome: Male staff working with a young man and allowing the young man to ‘do maleness’ without any negative perception of the energy and physicality of the young man’s needs.
Overview

Whilst not wanting to generalise at this juncture these three examples show the lives of three men where they are being devalued for their maleness, disrespected for their male anatomy and not valued for their male energy.  Their maleness is being viewed negatively or pathologically as second class citizens – they are experiencing a double disability as a result of being male.  Early analysis reveals there is a mutuality between and amongst males which shows that understanding maleness and being able to do maleness can promote a positive and strengths based perspective toward the health of men with an ID.  The sexual health needs of men with an ID from the lens of a biopsychosocial framework reveals unmet sexual health needs.  It also forces us to look beyond the notion that to be a sexual being one needs to be experiencing sexual intimacy with another person.  Poor genital hygiene is causing the first young man discomfort and potentially pain, stigmatisation by female staff, reduced social engagement and poor sexual health.  The second man is being treated as a second class citizen in relation to being male and having Down Sydnrome – his uniqueness as a human, as a man, and as a sexual being are not being recognised.  The third young man experiences physical restraint if the sole male staff member is not on shift, regular masturbation appears to reduce maladaptive behaviour and his teenage energy is proving daunting for a staff team made up almost entirely by female staff.  All three men are experiencing a life that is restricted by a pathological view of their maleness.  

___________________________________

The author wished to acknowledge the NSW Nurses and Midwives Board who have provided a Nursing Scholarship for the author to attend and present at the 42nd National ASSID Conference.  
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