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In deze masterproef wordt een empirische studie beschreven naar deviant seksueel gedrag bij dementie. Dementie is een degeneratieve stoornis die gekenmerkt wordt door cognitieve achteruitgang en gedragsproblemen. Deviant seksueel gedrag is een van de gedragsproblemen die leidt tot zeer veel onrust en onbehagen bij de familie, professionals in de zorg en medebewoners. Ondanks deze gevolgen heeft dit gedrag zeer weinig aandacht gekregen in de wetenschappelijke literatuur. Het doel van deze studie was om meer inzicht te krijgen in deviant seksueel gedrag bij dementie door 1. de prevalentie en frequentie van een breed scala van seksuele gedragingen te onderzoeken bij ouderen met dementie; 2. de betrouwbaarheid en validiteit van een nieuw ontwikkelde vragenlijst naar dit gedrag binnen deze populatie te kunnen inventariseren; 3. na te gaan of demografische of klinische kenmerken samenhangen met dit gedrag. De onderzochte groep bevatte 56 patiënten met dementie, die verbleven in een verpleeghuis. De verzorgenden werden ondervraagd omtrent het deviante seksuele gedrag van de patiënt middels een vragenlijst die gebaseerd was op een eerder ontwikkelde observatieschaal. Om de validiteit te kunnen bepalen werd de Neuropsychiatrische Inventory afgenomen. Uit het dossier werden demografische en klinische gegevens verzameld. De resultaten lieten zien dat bij een derde van deze patiënten sprake was van een breed scala aan seksuele gedragingen, zoals het uiten van verbale seksuele opmerkingen, het betasten of tonen van eigen intieme lichaamsdelen of seksuele gedragingen waarbij andere personen werden aangeraakt. Deze gedragingen waren zichtbaar bij zowel mannen als vrouwen, maar meer mannen maakten seksueel getinte opmerkingen en lieten intieme lichaamsdelen zien. Ook waren bepaalde gedragingen meer zichtbaar bij patiënten die een partner hadden of waren gediagnosticeerd met een andere vorm van dementie dan de ziekte van Alzheimer. Behoudens één schaal, was de betrouwbaarheid en validiteit van de vragenlijst acceptabel. Ondanks de kleine steekproef, biedt deze studie meer inzicht in deviant seksueel gedrag bij dementie en toonde dat het nuttig is om te differentiëren tussen verschillende soorten deviant seksueel gedrag. De prevalentie en frequentie van dit gedrag legitimeert nader toekomstig onderzoek dat zich kan richten op onderliggende constructen van dit gedrag, de biopsychosociale voorspellers en effectieve manieren om om te gaan met gedrag.
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In this thesis, an empirical study was described on deviant sexual behavior in dementia. Dementia is a degenerative disorder that is characterized by cognitive decline and behavioral problems. Deviant sexual behavior is one of the behavioral problems resulting in distress and discomfort among family, health care professionals, and other residents. Despite the consequences of this behavior, it is a serious neglected topic in the field. The aim of this study was to gain more insight on deviant sexual behavior in dementia by 1. examining the prevalence and frequency of a large range of sexual behaviors among elderly with dementia; 2. determined the reliability and validity of a newly developed questionnaire on this behavior; 3. investigating the association between demographical and clinical characteristics and deviant sexual behavior. The study sample consisted of 56 patients with dementia. The nursing assistant were interviewed on sexual behavior of the patient by means of a questionnaire that was based on a previous developed observation scale. In order to determine the validity, the neuropsychiatric inventory was used. Demographical and clinical characteristics were recruited from medical records. The results showed that a broad range of sexual behaviors is prevalent among one third of the present study sample. These behaviors were present in men and women, but men uttered more verbal comments and exposing behavior. Specific behaviors were also more prevalent in patients with a partner or patients with a dementia diagnosis other than Alzheimer’s disease. The reliability and validity of the questionnaire was acceptable, except for one subscale. Despite the small number of patients, the results offer more insight in sexual behaviors in dementia and demonstrated that it can be useful to differentiate between specific sexual behaviors. The prevalence and frequency of this behavior legitimizes further research that may focus on underlying constructs, the biopsychosocial predictors, and effective management.
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INTRODUCTION

Dementia is a degenerative disorder that is increasingly prevalent in our aging society and leads to major public health concerns (Ferry et al., 2005). In Western Europe it is seen in 5,4% of people aged 60 years and older and even in nearly 25% of people aged 85 years and older (Ballard, Gauthier, Corbett, Brayne, Aarsland, & Jones, 2011).  This disorder is characterized by progressive declining cognitive functions and behavioral problems (Ponds, Van Hooren, & Dijkstra, 2009). These behavioral problems such as agitation, disinhibition, apathy, depression,  psychotic behavior, and deviant sexual behavior, decrease the quality of life of the patient, increase the likelihood of institutionalization, and contribute most to caregivers burden (Chan, Kasper, Black, & Rabins, 2003). Although less common than most other behavioral problems, deviant sexual behavior is often more disruptive and upsetting to a spouse, institutional staff and other residents (Rosen, Lachs, & Pillemer, 2010; Holmes, Reingold, & Teresi, 1997; Mayers, 1994; Mayers & McBride, 1996). Therefore, these sexual behaviors are a tremendous challenge for health care providers in institutional care settings. However, a literature search utilizing Pubmed showed that only 0,5% of the literature addressing dementia concerns sexual functioning, and even less focuses on hypersexual or deviant sexual behavior. Thus, deviant sexual behavior is a serious neglected topic in this field, while the majority of health care providers agree that more information and institutional training is needed (Archibald, 1998; Holmes et al., 1997).

Hypersexual and deviant sexual behavior

Hypersexual and deviant sexual behavior is labeled and defined in many ways in the literature (e.g. Krueger & Kaplan, 2010). Synonyms used are ‘sexual disinhibited behavior’ (De Medeiros, Rosenberg, Baker, & Onyike, 2008; Zeiss, Davies, & Tinklenberg, 1996), ‘Inappropriate sexual behavior’ (Alagiakrishnan et al., 2005; Knight et al., 2008; Prakash, Pathak, Munda, & Bagati, 2009), ‘ inappropriate sexual expression’ (Holmes et al., 1997) , and ‘ increased sexual activity’ (Haussermann, Goecker, Beier, & Schroeder, 2003). All phrases imply that this behavior is a sexual act (verbal or physical) which is unacceptable, inappropriate, or disinhibited within the (social) context in which it is carried out. Examples are sexual comments, masturbation in public, grabbing at the genitals and/or breasts of other persons, chasing other residents for sexual purposes, and exposing one’s genitals in public. Some of these behaviors may be inappropriate only because they are performed in public and therefore should not be confused with normal sexual appetite and behavior in older people. There is no widely agreed definition of when this behavior becomes inappropriate and so it is subject to subjective interpretation of the observer. 
Deviant sexual or hypersexual behavior does not appear as a distinct category in the Diagnostic and Statistical Manual of Mental Disorders  IV TR. However, the DSM-V work group recently has proposed the term hypersexual disorder as a distinct category with specific diagnostics criteria (Kaplan & Krueger, 2010). The proposed criteria are recurrent and intense sexual fantasies, sexual urges, or sexual behaviors over a period of at least six month in association with three or more of five criteria (i.e. 1. time consumed by sexual fantasies, urges or behaviors interfering with other important goals, activities and obligations; repetitively engaging in sexual fantasies, urges or behaviors in response to 2. dysphoric mood states, 3. stressful life events, or 4. while disregarding the risk for physical or emotional harm; 5. repetitive but unsuccessful efforts to control or significantly reduce these sexual fantasies, urges or behaviors). Furthermore, there needs to be clinically significant personal distress or impairment in social, occupational or other important area of functioning. At last, these symptoms are not due to the direct physiological effect of an exogenous substance (Kafka, 2010). Such detailed criteria have never been applied in the literature on dementia, but the studies on dementia and sexual behavior simply examine whether sexual inappropriate was seen during the course of the disease or whether it was mentioned in the medical record of the patient.


Deviant sexual behavior in dementia
Because of the limited coverage of sexual behavior among patients with dementia in the literature and the use of different definitions and categorizations, it is difficult to obtain a valid view of the prevalence of deviant sexual behavior in persons with dementia. Nevertheless, there are some studies which offer insight in the frequency of deviant sexual behavior. Using a semistructured interview with patients’ significant other, Burns et al. (1990) found that 7% of 178 patients with Alzheimer’s disease showed sometimes or often sexual inappropriate behavior (i.e. exposure, obscene sex language, masturbation, propositioning others). A more recent study (De Medeiros et al., 2008) showed nearly a similar prevalence rate (8%) of references to sexual behavior in medical records of 165 older people with dementia living in a residential care facility. The prevalence is substantially lower in a mixed cohort with patients living in nursing homes and patients living in the community. Of the 2278 participants only 41 (i.e. 1,8%) had a documentation in their medical records of verbal or physical aberrant sexual behavior (Alagiakrishnan et al., 2005). In an observational study with 40 patients with dementia, there was a clear difference in prevalence rates between types of dementia, such as Alzheimer’s disease, vascular dementia, Pick’s disease (Zeiss et al., 1996). Patients with Alzheimer’s disease (n=22) expressed less deviant sexual behavior compared to patients diagnosed with other types of dementia (n=18), i.e. 9% versus 28%. This difference was also seen in other studies. In the previous mentioned study of Alagiakrishnan (2005), it was demonstrated that 53,6% of the patients expressing deviant sexual behavior were diagnosed with vascular dementia, while 22% was diagnosed with Alzheimer. And even in the sample of 20 patients expressing deviant sexual behavior in the study of De Medeiros (2008), this difference was significant (p<0.01). The higher percentages of deviant sexual behavior in non-Alzheimer’s types of dementia may be explained by a relatively higher likelihood of brain pathology that is associated with hypersexuality (e.g. striatum, frontal lobes, limbic system). However, this hypothesis has never been tested.

It is not clear whether deviant sexual behavior in dementia is more prevalent in men than women. Most studies only included men and results from studies with both men and women are inconclusive. In two studies the frequency of deviant sexual behavior was equal for men and women (Burns et al., 1990; De Medeiros, et al., 2008), while two other studies have shown that deviant sexual behavior was more prevalent in men (Alagiakrishnan et al., 2005; Archibald, 1998). It may be possible that gender differences may only be demonstrated on specific types of deviant sexual behavior or sexual behavior of a specific severity. In accordance with studies on gender differences (Impett & Peplau, 2006), it may be suggested that deviant sexual behavior that is linked with intimacy seeking may show no gender difference, but more severe deviant sexual behavior may be more prevalent in men.

In sum, based on these studies, prevalence rate of deviant sexual behavior in dementia vary between 1,8%-28%, which possibly depends on type of dementia. However, to the best of our knowledge, there are only cross sectional studies available measuring deviant sexual behavior using only one or two questions or using references in medical records. Besides, none of these studies accounted for variables that may induce deviant sexual behavior, such as specific chronic diseases (e.g. Kluver Bucy syndrome or alcohol misuse) or dopaminergic medication (e.g. Levodopa).
Etiology

The etiology of deviant sexual behavior in dementia is rather complex and must be considered within a biopsychosocial perspective (Series & Degano, 2005). Generally, the literature attributes this behavior to biological changes associated with dementia, such as changes in brain structures or neurotransmitters (Ozkan et al., 2008). Case studies demonstrated that dysfunction of interconnected brain structures may cause deviant sexual behavior. Four major brain systems have been suggested (Black et al., 2005; Ozkan et al., 2008), i.e. the frontal lobes, the temporolimbic system, the striatum, and the hypothalamus. Head trauma to the frontal and temporal lobes may decrease inhibitory impulses often needed to control sexual feeling and therefore result in deviant sexual behavior. A decrease in inhibitory impulses may also be present in patients with dementia. For example, Pick’s disease –one type of dementia-is associated with frontal and temporal pathology. These patients are characterized by social inappropriate behavior, including deviant sexual behavior. Injury to the striatal region, as in Huntingtons and Parkinson disease, may result in obsessive-compulsive sexual behavior (Guay, 2008). Lesions to the right hypothalamus can cause manic symptoms, including increased sexual desire. Besides, pharmacological studies have shown that different classes of medications can cause or worsen deviant sexual behavior, e.g. Levodopa, benzodiazepine, and stimulant drugs (Black et al., 2005; Guay, 2008).


Psychological factors may also contribute to deviant sexual behavior in dementia or maintain this behavior. First, some behavioral problems, including depression, hyperactivity, or mania, have impact on an intimate relationship and may increase sexual interest, resulting in deviant sexual behavior (De Medeiros et al., 2008; De Vugt et al., 2006; De Vugt et al., 2003). In particular, patients with the behavioral problem ‘disinhibition’ have difficulty with inhibiting impulses, resulting in impulsive actions, such as offensive remarks and deviant sexual behavior. This is in accordance with the sexual impulsity model (Kaplan & Krueger, 2010) stating that deviant sexual behavior or hypersexuality is considered an impulse control problem. Second, the amount of sexual interest is also be determined by premorbid patterns of sexual activity in which a larger amount of sexual premorbid interest may yield a higher probability of deviant sexual behavior  (Series & Degano, 2005). Third, deviant sexual behavior may be due to disorientation, which is often seen in the patient with dementia. For example, because of the cognitive impairments, the patient with dementia may not be aware of his or her surroundings, and display behavior considered normal in private but not in public. Similarly, a patient may misidentify another person as their spouse, and display behavior appropriate for a married couple (Kamel & Hajjar, 2003). 


It is likely that psychosocial factors may be associated with deviant sexual behavior, such as lack of an usual partner, lack of privacy, or under stimulating environments. Older adults living in a nursing home may lack physical closeness, especially when they don’t have a partner. Physical closeness might reduce loneliness and anxiety of the patient with dementia. When this need is not met, it is possible that this may take the form of physical aggression in persons not knowing how to appropriately meet their needs for closeness and intimacy (Robinson, 2003). In nursing homes, there is often a lack of privacy and less opportunities for patients to be intimate with their partner (Robinson, 2003). This may even be aggravated by the relatively passive and conservative attitude in health professionals toward older people sex issues (Archibald, 1998; Holmes et al., 1997). In addition, an under stimulating environment may increase boredom and loneliness, which may result in disruptive sexual behavior. Unfortunately, empirical evidence for these mechanisms is lacking.


Thus, the etiology of deviant sexual behavior is rather complex and there are many factors that could cause or maintain deviant sexual behavior. Many proposed causes are based on clinical observations, case studies, or on studies with few participants. Empirical studies addressing the deviant sexual behavior in dementia are very sparse. Since deviant sexual behavior may have an immense impact on patients and their relationship with others, family, caregivers, and institutional staff, it is important to gain more information on deviant sexual behavior among this patient group. More insight in deviant sexual behavior in dementia, would be useful in diagnosing symptoms of deviant sexual behavior and could provide directions for interventions in order to help the patient, health professionals, and families to deal with this behavior.


In the present study, deviant sexual behavior was examined among patients with dementia. This behavior was investigated by studying four major dimensions, i.e. verbal comments, non-contact behavior, exposure, and touching others. These dimensions were measured using a newly developed questionnaire based on the St. Andrew’s Sexual Behavior Assessment developed by Knight and colleagues (2008). An important characteristic of this questionnaire was that it contains a long list of behavior without an assignment of the intention of the patient or the appropriateness. The psychometric properties of this questionnaire was determined by examining the reliability and the validity. The convergent and discriminant validity were investigated using two subscales of the Neuropsychiatric inventory (NPI; Cummings & McPherson, 2001). This inventory is a widely used instrument to document behavioral symptoms in psychogeriatric populations, in particular among dementia patients. In order to investigate the convergent validity, we examined the degree to which the four dimensions were correlated with the Disinhibition subscale of the NPI. It is suggested that deviant sexual behavior in dementia is largely due to disinhibited behavior in this patient group (Rosen, et al., 2011, De Medeiros, et al., 2008). The discriminant validity is investigated using the Apathy subscale of the NPI, since apathy is expected not to be correlate with deviant sexual behavior. At last, the association was investigated between the four dimensions and demographical and clinical characteristics, i.e. sex, partnership, and dementia type. It was hypothesized that the prevalence and frequency of deviant sexual behavior is associated with type of dementia (deviant sexual behavior more prevalent in non-Alzheimer’s disease), male gender, and having no partner.

METHOD

Participants
All participants were recruited from one nursing homes (dementia special care) in the south of the Netherlands. All participants were 65 years or older and the diagnose of dementia was performed by psychiatrists and based on the criteria of the DSM-IV-TR (American Psychiatric Association, 2000). Prescription of Levodopa, alcohol misuse, and a diagnosis of Kluver bucy syndrome resulted in exclusion of the study. In addition, the patients had no other medical illness severe enough to require care in a more intensive medical setting. 

Ethical considerations
The study proposal was evaluated by the ethical committee of the medical faculty of the Catholic University of Louvain in order to meet standards for research with human participants. The purpose of the study, the procedures, the effort and time needed from residents, caregiver or health professionals was explained by the researcher to the board of directors and the scientific committees of the hursing home. After the board of directors and the scientific committee approved, the caregivers, residents and relatives of the residents received information on the purpose, procedure, effort and time. In case the caregiver and patient agreed to participate, informed consent was obtained from the participants. In the case patients were unable to give their consent, consent was obtained from their caregiver or relative.
Measurements
The demographical characteristics consist of age in years, gender, and being involved in a relationship. 

Assessment of deviant sexual behavior 
The questionnaire to measure sexual behavior is an adaptation of the St. Andrew’s sexual behavior assessment scale (Knight et al., 2008). This scale consists of four sexual behavioral categories, i.e. verbal comments, non-contact, exposure, and touching others. Each behavioral category compromises four levels of severity, ranging from mild (e.g. blowing kisses or staring at another person’s breasts) to severe (e.g. masturbating with genitals being clearly exposed in a public setting). The scale includes behavior that could be regarded as appropriate (e.g. strokes another person’s cheek), as ambiguous (e.g. appears unaware that the patient is exposing intimate a body part in a public setting), and as inappropriate (e.g. touching other’s groin). The behaviors within this scale are objective behaviors without an assignment to the intention of the patient or the appropriateness. Therefore, the rating is not biased by the opinion of the observer on appropriateness of the sexual behavior. The (construct & content) validity and (inter-rater & test-retest) reliability was moderately to almost perfect. Knight et al. (2008) used this scale as an observational tool for the caregivers and requires a particular observation period, e.g. 10 weeks. We have decided to use this observational tool as a structured interview focusing on sexual behavior. This format resulted in a less time consuming measurement, while the prevalence and frequency of all the behavior was still examined. Each item was rated by the caregiver on a six point scale (never, happened once, happened less than once a month, happened less than once a week, happened every week, happened several times a week). The total score of each dimension ranged from 0-20.
Five additional questions were asked when one of the behaviors within a dimension was prevalent. The first question involves the supposed intention of the behavior. The second and third question were questions that are also included in the Neuropsychiatric Inventory and were directed on the degree of distress and whether the behavior disrupted daily routine. The fourth and fifth question focused on the management of this behavior by the caregivers and the response of the patient on the intervention. 
Type of dementia
During the diagnostic process, the type of dementia will be clustered in Alzheimer’s disease or non Alzheimer’s disease (i.e. the most prevalent types: vascular dementia, Pick’s disease/frontotemporal dementia, Lewy body disease, dementia caused by Huntington disease, and dementia caused by Parkinson’s disease; Ponds, et al. 2009).

Behavioral problems
The neuropsychiatric Inventory (NPI) is an informant-based rating scale developed to assess psychopathology in patients with dementia (Cummings, 1997). This questionnaire evaluates 12 neuropsychiatric symptoms commonly observed in dementia: delusions, hallucinations, agitation, depression, anxiety, apathy, irritability, euphoria, disinhibition, aberrant motor behavior, night-time behavior disturbances, and appetite and eating abnormalities. For each symptom, the severity and frequency is obtained by multiplying severity (1-3) by frequency (1-4). The validity and reliability of this questionnaire are adequate (Cummings & McPherson, 2001). In the present study, we used the score on the Dishinibition subscale in order to examine the convergent validity and the score on the Apathy subscale was selected for investigating the discriminative validity.
Procedure
The data collection was coordinated by the researcher and performed by the researcher, two trained student assistants, and an experienced psychologist of the nursing home. The interviews with the caregivers were performed in the morning or the afternoon in a quiet room in the nursing home. After this interview, data was collected from the medical records..
Statistical analyses
First, the prevalence and frequency of all behaviors within the dimensions were calculated. Second, the reliability and validity of the dimensions was determined. In order to investigate the reliability of the dimensions, a correlation matrix was performed and for each dimension the Cronbach’s alpha was computed. Next, the convergent and disciminant validity was investigated by Pearson’s correlations between the total score of each dimension on the one hand and the two subscale of the NPI, i.e. Disinhibition and Apathy on the other hand. Using studentized t-tests and Chi-square tests, it was examined whether scores differed between several subgroups, i.e. men versus women, patients with AD versus patients without AD, and patients having a partner versus patients without a partner. All analyses were performed using a significance level of p<0.05.

RESULTS

Study sample

The study sample consisted of 56 institutionalized patients  (38 women and 18 men) and represented a response rate of 63,6%.. The age ranged between 74 and 98, with a mean age of 84,70 (SD 6,52). Half of the patients were widowed, 37,5% was married, 10,7% was unmarried and 1 was divorced. Most patients had a diagnosis of Alzheimer’s Disease (AD) or Vascular Dementia (VAD), 33% and 32% respectively. A smaller group was diagnosed with a combination of both AD and VAD (16%). Lewy body disease was diagnosed in 5,4% of the patients and 12,5% were diagnosed with dementia not otherwise specified. The mean duration of the dementia diagnosis was 3,64 years (SD 1,83). The caregivers who were interviewed were all nursing assistants and most of them were women (89%). The mean age of the caregivers was 34 years and ranged from 20 to 56 years.
Deviant sexual behavior

Overall, one third of the patients (n=18) expressed one kind of behavior listed in the interview.
Verbal comments

Table 1 shows the prevalences and frequencies of the items of the dimension of verbal sexual comments. In total, 16,1% patients (n=9) uttered verbal comments. Verbal comments were reported on each level of severity. Mild verbal comments were more prevalent than more severe sexual comments. Remarkably, when a patient expressed verbal comments, it was more likely that it was expressed quite frequently, i.e. more than once a week. Next, the nursing assistant was asked what the intention of the comments might be. The nursing assistant suspected that the comments of 7 patients were sexual in nature. Of 1 patients they suspected that the comments were caused by disorientation to person or place. In more than 50% of the patients uttering these verbal comments, the behavior resulted in minimal to severe distress. In more than 50% of the patients, this behavior was usually followed by a verbal correction of the caregiver, which resulted in 80% of the cases in a reduction of the behavior.

	
	No
	Once
	<1 a month
	<1 a week
	1 a week
	>1 a week

	
	
	
	
	
	
	

	Intimate personal comments of mild severity
	89,9%
	-
	1,8%
	-
	1,8%
	7,1%

	Comments of sexual nature
	92,9%
	-
	-
	1,8%
	-
	5,4%

	Remarks referring another person’s private part
	94,6%
	1,8%
	-
	-
	-
	3,6%

	Explicit accounts of sexual intent
	94,6%
	-
	1,8%
	-
	-
	3,6%


Table 1. Prevalence and frequency of verbal sexual comments

Non-contact

The prevalence and frequency of non-contact behavior is shown in Table 2. In total, 14,3% of the patients (n=8) expressed non-contact behavior. All behaviors within this dimension were reported by the caregiver, except ‘Masturbating without genitals being exposed in a public setting’. Again, milder behaviors were more prevalent than more severe behaviors. When non-contact behavior was prevalent, it was expressed once a week of more often in most patients. In 50% of the cases (n=4), the nursing assistant suspected that the intention of the behavior was sexual. Among two patient, they suspected that disorientation was the cause of this behavior. This behavior resulted in half of the cases to distress (minimal to moderate) or disruption of the daily routine (minimal to moderate). This behavior was followed by a broad range of psychosocial interventions, from ignoring to distracting the patient and even separating the patient. In more than half of the cases, this intervention did not result in reduction of the behavior.
	
	No
	Once
	<1 a month
	<1 a week
	1 a week
	>1 a week

	Blowing kisses, staring at another 
person’s private parts, or making obscene gestures
	87,5%
	-
	-
	3,6%
	3,6%%
	5,4%

	Touching private parts
	92,9%
	-
	-
	-
	1,8%
	5,4%

	Masturbating in a non-shared setting
	92,9%
	1,8%
	-
	-
	1,8%
	3,6%

	Masturbating without genitals being 
exposed in a public setting
	100%
	-
	-
	-
	-
	-


Table 2. Prevalence and frequency of non-contact behavior

Exposure

Exposing private parts was reported in 17,9% of the patients (n=10). All behaviors of this dimension were reported. Again, the milder the behavior the more prevalent (see Table 3). In a remarkably smaller amount of patients (30%), this behavior was suspected to have a sexual intention. For all other patients, the  nursing assistant suspected that the behavior could be explained by disorientation to person or place. In 80% of the cases, this behavior was not distressing and in 70% of the cases this behavior did not disrupt the daily routine. In half of the cases the caregiver intervened with a verbal correction. Other interventions of the nurse were ignoring the behavior, helping with dressing, but also separation of the patient. The behavior reduced in 40% of the patients after the intervention of the nursing assistant.
	
	No
	Once
	<1 a month
	<1 a week
	1 a week
	>1 a week

	Appearing unaware exposing private
parts in public setting
	85,7%
	-
	-
	5,4%
	1,8%%
	7,1%

	Wearing no clothes in a public setting
	91,1%
	-
	-
	1,8%
	1,8%
	5,4%

	Intentionally exposing private parts to another person
	98,2%
	1,8%
	-
	-
	-
	-

	Masturbating with genitals being 
exposed in a public setting
	98,2%
	-
	-
	-
	-
	1,8%


Table 3. Prevalence and frequency of exposure 

Touching others

All behaviors of this dimension were prevalent, see Table 4. In total, 14,3% of the patients (n=8) displayed this kind of behavior. When this behavior was prevalent, then none of these behaviors occurred incidentally. Most patients expressed this behavior more than once a month. The caregiver suspected in all cases a sexual intention. This behavior was reported as distressing in all cases (minor to very severe), but in 38% of the cases this behavior disrupted the daily routine. The most common intervention of the caregiver was a verbal correction. Ignoring and separation was also mentioned. The interventions of the caregiver resulted for most patients in a reduction of the behavior (63%).
	     
	No
	Once
	<1 a month
	<1 a week
	1 a week
	>1 a week

	Touches for a prolonged period
	89,3%
	-
	1,8%
	-
	1,8%%
	7,1%

	Kissing another person
	96,4%
	-
	-
	-
	-
	3,6%

	Lifting skirts, touching buttocks, sitting on knee
	92,9%
	-
	-
	3,6%
	1,8%
	1,8%

	Toching other’s private parts or frotteurism
	91,1%
	-
	1,8%
	1,8%
	-
	5,4%


Table 4. Prevalence and frequency of touching others

Reliability
Table 5 shows a correlation matrix demonstrating the Pearson correlation coefficients between all items of the four dimensions. Except for the exposure dimension, the items within each dimensions were significantly positively correlated. Regarding the dimension ‘Verbal comments’, the Pearson correlation coefficients ranged from medium to large, i.e. 0.33 to 0.73. The Pearson correlation coefficients of the ‘Non-contact’ dimension were all large (0.55-0.69). The coefficients of the dimension ‘Touching others’ were medium to large, ranging from 0.43-0.81. The Cronbach’s alpha coefficients of these three dimensions were acceptable (verbal comments: 0.80; Non-contact: 0.82; Touching others: 0.89). 
A less favorable pattern was seen for the dimension ‘Exposure’. There was only one substantial correlation coefficient (r=0.82), i.e. between the item ‘appearing unaware exposing private parts in public setting’ and the item ‘wearing clothes in a public setting’. The other two items of this dimension were not intercorrelated, i.e. ‘Intentionally exposing private parts to another person’ and ‘Masturbating with genitals being exposed in a public setting’. These two items were correlated with items from other dimensions, i.e. ‘Comments of sexual nature’, ‘Explicit accounts of sexual intent’, ‘Masturbating in a non-shared setting’, ‘Kissing another person’, and ‘Touching other’s private parts or frotteurism’. In addition, the Cronbach’s alpha coefficient was only 0.32. However, deleting the item ‘Masturbating with genitals being exposed in a public setting’ resulted in a Cronbach’s alpha of 0.67.
	Tabel 5. Pearson correlation coefficients of all items of the sexual behavior questionnaire

	
	
	Verbal comments
	Non-contact
	Exposure
	Touching others

	
	
	1a
	1b
	1c
	1d
	2a
	2b
	2c
	2d
	3a
	3b
	3c
	3d
	4a
	4b
	4c
	4d

	Verbal comments
	1a
	---
	0.45**
	0.33*
	0.65**
	0.49**
	0.43**
	0.23
	-
	0.15
	0.23
	0.44**
	-0.05
	0.49**
	0.28*
	0.10
	0.33*

	
	1b
	
	---
	0.35**
	0.73**
	0.48**
	0.17
	-0.07
	-
	0.15
	0.21
	0.53**
	-0.04
	0.40**
	0.36**
	0.38**
	0.42**

	
	1c
	
	
	---
	0.45**
	0.25
	0.33*
	0.02
	-
	-0.08
	-0.07
	-0.03
	-0.03
	0.62**
	-0.04
	0.62**
	0.57**

	
	1d
	
	
	
	---
	0.60**
	0.39**
	0.12
	-
	0.01
	0.05
	0.67**
	-0.03
	0.66**
	0.46**
	0.22
	0.55**

	Non-contact
	2a
	
	
	
	
	---
	0.69**
	0.58**
	-
	-0.04
	0.01
	0.43**
	0.43**
	0.38**
	0.27*
	0.05
	0.28*

	
	2b
	
	
	
	
	
	---
	0.55**
	-
	0.09
	0.14
	-0.04
	-0.04
	0.38**
	-0.05
	0.10
	0.06

	
	2c
	
	
	
	
	
	
	---
	-
	0.13
	0.19
	-0.03
	0.60**
	0.22
	-0.05
	-0.07
	-0.08

	
	2d
	
	
	
	
	
	
	
	---
	-
	-
	-
	-
	-
	-
	-
	-

	Exposure
	3a
	
	
	
	
	
	
	
	
	---
	0.82**
	-0.05
	-0.05
	0.13
	-0.08
	0.08
	-0.12

	
	3b
	
	
	
	
	
	
	
	
	
	---
	-0.04
	-0.04
	0.20
	-0.06
	0.13
	-0.09

	
	3c
	
	
	
	
	
	
	
	
	
	
	---
	-0.02
	0.34**
	0.70**
	-0.04
	0.52**

	
	3d
	
	
	
	
	
	
	
	
	
	
	
	---
	-0.05
	-0.03
	-0.04
	-0.04

	Touching others
	4a
	
	
	
	
	
	
	
	
	
	
	
	
	---
	0.56**
	0.69**
	0.81**

	
	4b
	
	
	
	
	
	
	
	
	
	
	
	
	
	---
	0.43**
	0.74**

	
	4c
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	---
	0.73**

	
	4d
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	---

	*  p < 0.05     **  p < 0.01     


Moreover, there were several large correlations between items of the four dimensions. In particular, items of ‘verbal comments’ were interrelated with items from the other three dimension, i.e. ‘Blowing kisses, staring at another person’s private parts, or making obscene gestures’, ‘Intentionally exposing private parts to another person’, ‘Touching for a prolonged period’, ‘Lifting skirts, touching buttocks, sitting on knee’, and ‘Touching other’s private parts or frotteurism’.

Validity

In Table 6, the Pearson correlation coefficients are shown between the four dimensions and the Disinhibition and Apathy subscales of the NPI. As expected, the correlation coefficients between the four dimensions and the Disinhibition subscale of the NPI were positive and medium to large, while the coefficients with the Apathy subscale were non-significant. With regard to the Disinhibition subscale, the correlation coefficient ranged from 0.30 to 0.66. The most pronounced correlation was between the Disinhibition subscale and the Verbal comments dimension, which was even larger than the correlations between the four dimensions.
	Table 6.
	Pearson correlation coefficients between the dimensions of the sexual behavior questionnaire and the Disinhibition and Apathy subscales of the NPI

	
	Disinhibition
	Apathy
	Verbal comments
	Non-contact
	Exposure
	Touching others

	Disinhibition
	---
	-0.10
	0.66**
	0.43**
	0.30*
	0.48**

	Apathy
	
	---
	-0.04
	0.07
	-0.04
	-0.12

	Verbal comments
	
	
	---
	0.46**
	0.14
	0.59**

	Non-contact
	
	
	
	---
	0.19
	0.21

	Exposure
	
	
	
	
	---
	0.05

	Touching others
	
	
	
	
	
	---


  *  p < 0.05     **  p < 0.01    
Associations with demographic- and clinical characteristics
Results regarding the demographic variables, sex and partnership, are shown in Figure 1 and 2. 
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Both male and female patients expressed verbal comments, non-contact behavior, exposure, or touching others. However, male patients expressed more verbal comments (t=1.96, p<0.05) and exposure behavior (t=1.87, p<0.05) compared to female patients. This difference was also visible using an overall total score (t=1.19, p<0.04). Furthermore, patients with and patients without a partner demonstrated verbal comments, non-contact behavior, exposure, or touching others. Contrary to the expectation, the patients with a partner showed higher scores on the dimension Verbal comments (t=1.85, p<0.04) and Touching others (t=1.67, p<0.05) compared to patients without a partner. This pattern was also seen on the total score of the sexual behavior questionnaire, however in this regard there was only a trend (t=1.55, p=0.07).
Figure 3 shows the differences between patients with AD and patients with others types of dementia. Both patient groups expressed verbal comments, non-contact-, or exposure behavior. There was no difference between the groups in amount of expressing these behaviors. Only the patients with non-AD expressed behavior that included touching others, while the patients with AD did not expressed this kind of behavior. This difference was significant (t=2.45, p<0.05). Considering a total score of the sexual behavior questionnaire, there was a trend with the non-AD group scoring higher than the AD group (t=-1.49, p=0.07).
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DISCUSSION
The results of this study showed that a broad range of sexual behaviors is prevalent among one third of the present study sample of patients with dementia. These behaviors included verbal comments (e.g. intimate personal comments of mild severity, remarks referring another person’s private part, explicit accounts of sexual intent), non-contact behavior (e.g. Blowing kisses, staring at another person’s private parts, or making obscene gestures, touching private parts or masturbating in a non-shared setting), exposure behavior (e.g. appearing unaware exposing private parts in a public setting, intentionally exposing private parts to another person), and touching others (e.g. kissing another person, lifting skirts, touching buttocks or private parts of another person). This is a large prevalence rate compared to previous studies, that have reported prevalence rates between 1,8% to 28%. The prevalence rates of previous studies may be an underestimation, because these studies usually based their results on one question, while in the present study sexual behavior was assessed using 20 items on four dimensions, each ranging from very mild to severe sexual behavior. This resulted in a more detailed insight in patients’ behavior and therefore a higher prevalence rate.
The four dimensions of sexual behavior were about equally prevalent in this study sample. Verbal comments and exposure behavior was expressed in 18% of the patient sample and non-contact behavior and touching others was demonstrated by 15% of the patients. In most cases, the frequency of these behaviors was relatively high, i.e. once a week or more often. For example, nearly 60% of the patients expressing touching others demonstrating this behavior more than once a week. Moreover, regarding verbal comments, non-contact behavior and exposure behavior, milder behaviors were more prevalent than more severe behaviors. For example, 10% expressed intimate personal comments of mild severity, while 5% uttered explicit accounts of sexual intent. To the best of our knowledge, no studies to date have examined deviant sexual behavior and their frequency in such detail among patients with dementia. 
Since the prevalence and frequency of behaviors  gives no insight in the intention of the behavior, the health care providers were asked what the intention of the specific behavior of the patient may be. They suspected that the intention of 70%-50% of the patients expressing verbal comments or non-contact behavior was sexual, while this was 30% for exposing their private parts. Besides, the health care providers suspected that for all patients the intention was sexual with regard to behaviors involving touching others. In most of the remaining cases, the health care providers suspected that the behavior was caused by disorientation. The patient having problems with disorientation is not aware of his/her surroundings and display behavior that is not appropriate in public. These patients need another intervention of the health care provider compared to patients having a sexual intention. However, we have to be cautious in interpreting these results, because the answers of the health care providers will be dependent on their general ideas and thoughts on sexuality. Therefore, the answers may be influenced by the eyes of the beholder and as a result a bias may be introduced. 
Except for exposing behaviors, all other dimensions were minimal to severely distressing. Distress was mentioned in half of the patients expressing verbal comments or non-contact behavior. Touching others was in all cases minor to severely distressing. This is in accordance with other studies demonstrating that deviant sexual behavior often results in distress for other residents (Rosen, et al., 2010; Mayers, 1994) and that the majority of the health care providers in residential care units have difficulties in managing patients who displayed sexual behaviors  (Holmes, Reingold, & Teresi, 1997; Mayers, 1994; Mayers & McBride, 1996). Despite the distress that was reported in this study, these behaviors disrupted only in several cases the daily routine in the residential setting. It might be that the nurses and other health care providers could cope adequately with this behavior and as a result the impact of the behavior on the daily routine would only be in some cases noticeable. This explanation was confirmed by the data, since the psychosocial intervention of the health care providers resulted in more than half of the cases in a reduction of the behavior. Nevertheless, while the staff looks like it it is able to control the situation in the residential care setting, the results of the present study and previous studies underline the importance to pay attention to the distress the nurses are reporting, the difficulty of coping, and the serious impact on other residents. Specialized staff training, supervision, and discussions with colleagues may be helpful to create an open minded environment where problems regarding sexual behavior could be easily discussed and managed.
Besides gaining more insight in the prevalence and frequency of the sexual behavior, a second aim was to examine the reliability and the validity of the newly developed questionnaire. The results showed that the reliability of the dimension ‘Verbal comments’, ‘ Non-contact’, and ‘ Touching others’ was acceptable. Cronbach’s alpha coefficients were adequate and the items within the dimensions were medium to highly correlated. However, the reliability of the ‘Exposure’ dimension was not acceptable evidenced by a low Cronbach’s alpha coefficient. In addition, there was only one positive correlation between the items of this dimension, which means that it is not likely that the items within this dimension measure one underlying construct. Besides, items of the Exposure dimension were correlated with items from the other dimensions. It may be that some items from this dimension belong to another underlying construct or dimension or belong to an independent construct or dimension. In addition, several items from the other dimensions showed significant correlations between dimension. Despite the acceptable reliability of three dimensions, it was not possible based on this small study sample to infer conclusions on the underlying constructs of the questionnaire. Future studies should focus on the underlying latent variables or factors of this questionnaire and examine whether the four theoretically proposed dimensions are acceptable based on empirical evidence. Investigating the underlying factors requires a large scaled study with at least 300 patients (Field, 2005; Tabachnick & Fidell, 2001).
The convergent and the discriminative validity were both acceptable, since the correlations between the four dimensions and disinhibition were medium to large, while the correlations with apathy were non-significant. The acceptable convergent validity indicated that more sexual behavior was correlated with more disinhibited behavior problems. This is in line with the sexual impulsity model (Kaplan & Krueger, 2010), which stated that hypersexual behavior should be viewed as a manifestation of impulse control problems. 
The third aim of the present study was to examine associations with demographical and clinical characteristics. Among this study sample, both male as well as female patients expressed hypersexual or deviant sexual behavior. A larger number of male patient uttered verbal comments and expressed exposing behavior compared to female patients. This may be explained by a larger general tendency of men to have sexual fantasies, urges, and being involved in sexual activities (Impett & Peplau, 2006). In dementia, the implicit behavioral tendencies may be more explicitly expressed because of the patients’ problems to disinhibit their impulses and therefore express more deviant sexual behavior. On the other hand, no differences between male and female patients were found with regard to non-contact behavior or touching others. This may explain the inconclusive pattern of results in previous studies. In some studies no gender difference was seen (De Medeiros et al., 2008, Burns et al., 1990), while in others more men demonstrated deviant sexual behavior (Alagiakrishnan et al., 2005; Archibald, 1998). 
Considering partnership it was expected that patients having no partner would express more deviant sexual behavior compared to patients having a partner. The theory was that patients without a partner will receive less physical contact and intimacy compared to patients with a partner. This reduced contact could result in a lack and could increase the likelihood that patients actively search this kind of contact, which may result in deviant sexual behavior. The results of this study did not confirm this line of reasoning. On the contrary, Verbal comments and Touching others was even more prevalent in patients having a partner. Thus, having a partner played a role in uttering verbal comments and expressing behavior involving touching others. It may be suggested that when a patient with partner expressed this behavior, this group may have a higher likelihood to be rewarded with a positive response of the spouse, e.g. a kiss, a sweet comment, or with sexual activity. As a result, behavior that is rewarded will become more prevalent.
Sexual behavior was seen in both patients with AD as well as non-AD. More specifically, both groups uttered verbal comments, demonstrated non-contact behavior and exposure their private parts, however only the patients with non-AD expressed behavior involving touching others, while the patients with AD did not expressed this kind of behavior. Previous studies already demonstrated a difference between types of dementia (De Medeiros, et al., 2008; Alagiakrishnan et al., 2005; Zeiss et al., 1996). In all previous studies, deviant sexual behavior was more prevalent among non-AD types. However, the results of the present study did not confirm a difference for all dimensions of sexual behavior. No difference was found for uttering verbal comments, expressing non-contact behavior, and behavior involving exposure of private parts. This suggests that it may be useful to differentiate sexual behavior in several dimensions. 
The present study has several limitations. First of all, data were obtained from just one residential care setting. Residential care facilities are heterogeneous in their organization structure, policy, and patients populations. In order to increase generalisability, it is necessary to conduct a multicentre trial in future research. Second, the number of patients included is small and as a result the power is relatively low. Therefore, the results of this study have to be interpreted with some caution. In order to receive an adequate power and thus infer valid conclusions, future studies should include at least 200 patients. This number of patients will give the opportunity to perform more sophisticated research questions and statistical analyses. Because of these limitations, the results of the present study should be considered preliminary. 
CONCLUSION

Despite the limitations of our study, the results offer more insight in sexual behaviors in dementia and demonstrated that it can be useful to differentiate between different aspects of sexual behavior instead of considering only whether deviant sexual behavior is present of not. Another strong point of this study was that specific objective behaviors were used to assess sexual behavior. This may reduce the impact of personal ideas that raters, i.e. the health care providers, have on sexuality. At last, the present study accounted for factors that may induce hyper sexuality (i.e. dopaminergic medication, specific chronic diseases) by excluding patients in which these factors play a role. Because of these strong points, these findings offer ideas for dementia care and new hypotheses for future research. For example, the prevalence and frequencies of the specific sexual behaviors and the impact of gender and partnership could be implemented in educational training for health care providers, but also for the family of the patients. This knowledge may result in an increased alertness and therefore probably faster intervention of the caretaker, which may reduce distress that is accompanied with this behavior. In addition, the finding that behaviors involving touching others was more prevalent in non-AD may have diagnostic value. New hypotheses that result from the findings deal with the underlying constructs of deviant sexual behavior in dementia in order to receive more insight in the conceptualization of this behavior. Moreover, examining the contribution of disinhibition and disorientation would benefit the development of a firm theoretical framework of deviant sexual behavior in dementia. In sum, the present study makes a contribution to the existing literature on deviant sexual behavior in dementia, but much more remains to be learned about sexual behavior in dementia, their biopsychosocial predictors, and the most effective management. 
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Appendix 1 Information letter
Onderzoek naar gedragsproblemen bij geriatrische patiënten 

Informatie voor de deelnemers (patiënt en/of verzorger) 

Met deze wordt u uitgenodigd om deel te nemen aan een onderzoek naar ontremd gedrag bij geriatrische patiënten. Om u te helpen beslissen of u al of niet aan deze studie wil deelnemen, willen we U vragen om deze informatie voor de deelnemers door te nemen. 

Inleiding

Onderzoek heeft aangetoond dat gedragsproblemen regelmatig voorkomen bij verschillende ziektes, waaronder dementie. Voorbeelden van gedragsproblemen zijn depressiviteit, agressiviteit, nachtelijke onrust, angst, veranderingen van de persoonlijkheid en ontremd gedrag, waaronder ook seksueel ontremd gedrag. Tot op heden is er nog maar beperkt onderzoek verricht op dit terrein en met name weten we nog zeer weinig over seksueel ontremd gedrag en hoe hiermee het beste kan worden omgegaan. Omdat deze gedragsproblemen vaak erg belastend zijn voor de patiënt en de omgeving, is het voor ons belangrijk om meer te weten te komen over dit gedrag en de mogelijke oorzaken van deze problemen. Hopelijk draagt dit ook bij tot een verbeterde behandeling.
Doel van het onderzoek

Het hoofddoel van dit onderzoek is om meer inzicht te krijgen in het voorkomen en de kenmerken van gedragsproblemen bij geriatrische patiënten. Om dit doel te bereiken wordt zowel aan de patiënt als aan de belangrijkste verzorgende gevraagd om deel te nemen. De belangrijkste verzorgende kan een familielid zijn, de verzorgende in het verpleeghuis of de verpleegkundige. Er zullen aan beide personen een vragenlijst of een interview worden afgenomen, dat circa 10 minuten per persoon in beslag neemt. Om het doel te bereiken is het nodig dat zoveel mogelijk patiënten en verzorgenden deelnemen, ook als er geen sprake is van gedragsproblemen.
Wat houdt het onderzoek in?

Eenmalig wordt er bij de patiënt een korte tests afgenomen om het geheugen, de aandacht en de oriëntatie te beoordelen. Bij de verzorger zal een interview worden afgenomen en een vragenlijst worden voorgelegd. Zowel het interview als de vragenlijst gaan over het psychisch functioneren van de patiënt, zoals depressieve symptomen, angsten, onrust en seksueel gedrag. Wij vinden het belangrijk om ook vragen te stellen over het seksueel functioneren, omdat blijkt dat er op dit gebied soms ook veranderingen zichtbaar zijn. Zoals eerder gemeld zal dit voor de patiënt als de verzorger circa 10 minuten duren.

Zijn er risico’s of ongemakken bij deelname?
Aangezien er enkel sprake is van interviews en vragenlijsten, houdt deelname aan dit onderzoek geen risico’s in de voor deelnemende patiënt of verzorger. 
Het enige ongemak dat met dit onderzoek verbonden is, is dat de verzorger ongevraagd een vragenlijst krijgt over een persoonlijk en intiem onderwerp en dat de mogelijkheid bestaat dat dat als niet prettig wordt ervaren.

Wat zijn de voordelen van het onderzoek?

Door deelname aan dit onderzoek draagt u bij tot een wetenschappelijk onderzoek naar een domein dat nog te weinig wordt bestudeerd. We hopen door middel van dit onderzoek meer te weten te komen over het voorkomen en de kenmerken van seksuele gedragsproblemen. Deze kennis kan uiteindelijk een bijdrage leveren aan verbetering in de behandeling, zodat toekomstige patiënten en hun omgeving beter geholpen kunnen worden.

Deelname aan dit onderzoek levert geen persoonlijk voordeel op.

Deelname

Uw deelname gebeurt op vrijwillige basis. Het onderzoek begint pas nadat u daarvoor schriftelijke toestemming heeft gegeven en u bent vrij om uw deelname op elk moment op te zeggen

Een eventuele beslissing om niet deel te nemen zal geen enkele invloed hebben op de huidige of verdere medische begeleiding van de patiënt.
Worden de gegevens vertrouwelijk behandeld?

Alle door u verstrekte informatie zal vertrouwelijk worden behandeld. Gegevens worden zonder herkenbare persoonsgegevens opgeslagen en verwerkt. Ook wanneer de resultaten van het onderzoek worden gepubliceerd, zal daaruit nooit uw naam herleid kunnen worden. Uw privacy wordt hierdoor gewaarborgd.
Hoe gaat het verder in zijn werk?

In de loop van de komende dagen zal contact met u worden opgenomen. Als u mee wilt werken aan het onderzoek, kan vervolgens een afspraak worden gemaakt. Tijdens deze afspraak wordt het onderzoek nog eens toegelicht en eventuele vragen beantwoord. 

Wanneer u vragen heeft over het onderzoek, dan kunt u zicht richten tot Dr. S. van Hooren. Het telefoonnummer is: 045-5762689
Bij voorbaat dank en met vriendelijke groeten,

Dr. S. van Hooren &
Prof. dr. L. Gijs, 

Katholieke Universiteit Leuven
Faculteit Geneeskunde

Instituut voor Familiale en Seksuologische wetenschappen
Appendix 2   Informed consent

Onderzoek naar gedragsproblemen bij geriatrische patiënten
1.1 Toestemmingsformulier (“informed consent”)

Ik, ondergetekende, ...............................................…   verklaar voldoende de gelegenheid gehad te hebben om eventuele aanvullende vragen te stellen en ben op de hoogte van de volgende punten: 

· Deelname aan het onderzoek is geheel vrijwillig en ik kan mij op elk moment uit het onderzoek terugtrekken zonder daarvoor een reden te moeten opgeven. Wel of niet deelnemen heeft geen enkele invloed op mijn huidige of toekomstige medische behandeling. Ik kan op elk tijdstip d.w.z. voor, tijdens en na het onderzoek vragen stellen over het onderzoek. Indien ik dat wens worden op het einde van het onderzoek de resultaten met mij besproken.

· Deelname aan het onderzoek is éénmalig. Het invullen van de vragenlijsten duurt maximaal 60 minuten en mag - indien nodig - gespreid worden over verschillende momenten. De vragenlijsten handelen over mijn algemene levenskwaliteit, relatiekwaliteit, psychologisch welzijn en seksualiteitsbeleving. 


· Het verzamelen en verwerken van de gegevens en het behandelen van bewaren van de resultaten van het onderzoek verloopt strikt anoniem en vertrouwelijk.

· De bij het onderzoek betrokken medewerkers van de verschillende deelnemende centra en medeonderzoeker Prof. Dr. L. Gijs waarborgen de privacy van de deelnemers en zorgen ervoor dat het onderzoek wordt uitgevoerd volgens de verstrekte gegevens.

· Deelnemers aan het onderzoek kunnen bij eventuele vragen over het onderzoek contact opnemen met S. van Hooren via het mailadres susan.vanhooren@ou.nl 

Plaats




:   

Datum




:  

Handtekening deelnemer

:  

Dit toestemmingsformulier is in tweevoud verstrekt. Wij vragen u om één exemplaar te ondertekenen en met de vragenlijst terug te sturen. Het andere exemplaar kunt u behouden.

Appendix 3 Assessment of deviant sexual behavior

Vragenlijst voor deviant seksueel gedrag
(Bewerking van Knight, Alderman, Johnson, Green, Birkett-Swan, & Yorstan, 2008)

Onderstaande vragen gaan over seksueel gedrag. Telkens wordt gevraagd of bepaald gedrag voorkomt bij de patiënt en indien het gedrag aanwezig is, dan wordt de frequentie van het gedrag nagevraagd. Alle vragen hebben betrekking op de periode waarin de patiënt in het verpleegtehuis verblijft.
	1. Verbale opmerkingen
	

	a. Heeft hij/zij wel eens intieme persoonlijke opmerkingen gemaakt tegen personen waar hij/zij geen intieme relatie mee heeft, zoals bijvoorbeeld ‘heb je een vriend(in)?’, ‘ik hou van je’, ‘je bent beeldschoon’?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	b. Heeft hij/zij wel eens seksuele opmerkingen gemaakt, die niet duidelijk gericht zijn op een persoon? Bijvoorbeeld ‘ik heb een grote penis’, ‘Ik heb een natte pruim’


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	c. Heeft hij/zij wel eens opmerkingen gemaakt over het lichaam van iemand waarmee hij/zij geen intieme relatie heeft? Bijvoorbeeld ‘hij heeft een lekker kontje’, ‘zij heeft fraaie borsten’


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	d. Heeft hij/zij wel eens expliciete seksuele toespelingen gemaakt naar personen waar hij/zij geen intieme relatie mee heeft?

Bijvoorbeeld ‘laat me je slipje eens zien’, ‘ik zou je willen neuken’


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	Wanneer op een van de bovenstaande vier vragen ja is geantwoord, beantwoord dan onderstaande vragen.

Hoe emotioneel belastend was dit gedrag voor het zorgpersoneel en de andere bewoners?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

In hoeverre verstoort dergelijk gedrag van de patiënt de dagelijkse gang van zaken op de afdeling?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

Hoe is er met het gedrag van de patiënt omgegaan door het zorgpersoneel?

□  het gedrag werd genegeerd

□  de persoon werd toegesproken met de mededeling dat dit gedrag niet mag

□  de persoon werd afgeleid, bijvoorbeeld door een wandeling te gaan maken

□  de persoon kreeg medicatie toegediend, namelijk……………………………………………………..

□  er werd op een andere manier mee omgegaan, namelijk

……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..………………………………

Hoe reageert de patiënt wanneer hij/zij dergelijk gedrag vertoont?

□  Hij/zij reageert op afleiding en begeleiding

□  Het is moeilijk om met dit gedrag om te gaan

□  Het gedrag neemt niet af, wat ook wordt geprobeerd



	2. Geen contact
	

	a. Heeft hij/zij wel eens kushandjes gedaan naar personen waar hij/zij geen intieme relatie mee heeft? Of heeft hij/zij wel eens opvallend lang naar iemands kruisstreek, borsten of billen gestaard? Of heeft hij/zij wel eens obscene gebaren gemaakt?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	b. Heeft hij/zij wel eens zijn eigen kruisstreek, borsten (in geval van een vrouw) of billen aangeraakt op momenten dat het niet per se noodzakelijk is? Het maakt niet uit of het onder of boven de kleding was


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	c. Heeft hij/zij wel eens gemasturbeerd in een privé ruimte, waar personeel aanwezig was? Bijvoorbeeld beginnen met masturberen wanneer personeel de slaapkamer binnenkomt


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	d. Heeft hij/zij wel eens gemasturbeerd in een openbare ruimte zonder dat hij/zij de genitaliën liet zien?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week


	Wanneer op een van de bovenstaande vier vragen ja is geantwoord, beantwoord dan onderstaande vragen.

Hoe emotioneel belastend was dit gedrag voor het zorgpersoneel en de andere bewoners?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

In hoeverre verstoort dergelijk gedrag van de patiënt de dagelijkse gang van zaken op de afdeling?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

Hoe is er met het gedrag van de patiënt omgegaan door het zorgpersoneel?

□  het gedrag werd genegeerd

□  de persoon werd toegesproken met de mededeling dat dit gedrag niet mag

□  de persoon werd afgeleid, bijvoorbeeld door een wandeling te gaan maken

□  de persoon kreeg medicatie toegediend, namelijk……………………………………………………..

□  er werd op een andere manier mee omgegaan, namelijk

……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..………………………………

Hoe reageert de patiënt wanneer hij/zij dergelijk gedrag vertoont?

□  Hij/zij reageert op afleiding en begeleiding

□  Het is moeilijk om met dit gedrag om te gaan

□  Het gedrag neemt niet af, wat ook wordt geprobeerd



	3. Blootstelling
	

	a. Is hij/zij zich wel eens niet bewust geweest van het feit dat de genitaliën, borsten of billen bloot zijn in een openbare ruimte?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	b. Heeft hij/zij wel eens geen kleding gedragen in een openbare ruimte?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	c. Heeft hij/zij wel eens met opzet de genitaliën, borsten of billen laten zien aan iemand, waar hij/zij geen intieme relatie heeft?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	d. Heeft hij/zij wel eens gemasturbeerd in een openbare ruimte waarbij de genitaliën duidelijk zichtbaar waren?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	Wanneer op een van de bovenstaande vier vragen ja is geantwoord, beantwoord dan onderstaande vragen.

Hoe emotioneel belastend was dit gedrag voor het zorgpersoneel en de andere bewoners?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

In hoeverre verstoort dergelijk gedrag van de patiënt de dagelijkse gang van zaken op de afdeling?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

Hoe is er met het gedrag van de patiënt omgegaan door het zorgpersoneel?

□  het gedrag werd genegeerd

□  de persoon werd toegesproken met de mededeling dat dit gedrag niet mag

□  de persoon werd afgeleid, bijvoorbeeld door een wandeling te gaan maken

□  de persoon kreeg medicatie toegediend, namelijk……………………………………………………..

□  er werd op een andere manier mee omgegaan, namelijk

……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..………………………………

Hoe reageert de patiënt wanneer hij/zij dergelijk gedrag vertoont?

□  Hij/zij reageert op afleiding en begeleiding

□  Het is moeilijk om met dit gedrag om te gaan

□  Het gedrag neemt niet af, wat ook wordt geprobeerd



	4. Aanrakingen
	

	a. Heeft hij/zij wel eens iemand aangeraakt voor een langere tijd of heeft hij/zij iemand gestreeld, waar hij/zij geen intieme relatie heeft? Het betreft hierbij niet de erogene zones


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	b. Heeft hij/zij wel eens iemand gekust, waar hij/zij geen intieme relatie heeft?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	c. Heeft hij/zij wel eens een rok opgetild of heeft hij/zij wel eens anderen in billen geknepen of op iemands knie gezeten, waar hij/zij geen intieme relatie heeft?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	d. Heeft hij/zij wel eens iemands kruisstreek aangeraakt, of de borsten van iemand, waar hij/zij geen intieme relatie heeft? Of heeft hij/zij wel eens zijn genitaliën of borsten tegen iemand gewreven, waar hij/zij geen intieme relatie heeft?


	□ Nee
□ Ja


Zo ja, hoe vaak?


□ het is eenmaal voorgekomen


□ minder dan 1x per maand


□ minder dan 1x per week


□ ongeveer 1x per week


□ meerdere keren per week




	Wanneer op een van de bovenstaande vier vragen ja is geantwoord, beantwoord dan onderstaande vragen.

Hoe emotioneel belastend was dit gedrag voor het zorgpersoneel en de andere bewoners?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

In hoeverre verstoort dergelijk gedrag van de patiënt de dagelijkse gang van zaken op de afdeling?

□  Niet
□  Minimaal
□  Licht
□  Matig
□  Ernstig
□  Zeer ernstig

Hoe is er met het gedrag van de patiënt omgegaan door het zorgpersoneel?

□  het gedrag werd genegeerd

□  de persoon werd toegesproken met de mededeling dat dit gedrag niet mag

□  de persoon werd afgeleid, bijvoorbeeld door een wandeling te gaan maken

□  de persoon kreeg medicatie toegediend, namelijk……………………………………………………..

□  er werd op een andere manier mee omgegaan, namelijk

……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..……………………………………………………..………………………………

Hoe reageert de patiënt wanneer hij/zij dergelijk gedrag vertoont?

□  Hij/zij reageert op afleiding en begeleiding

□  Het is moeilijk om met dit gedrag om te gaan

□  Het gedrag neemt niet af, wat ook wordt geprobeerd



	Heeft hij/zij wel eens seksueel overschrijdend gedrag vertoont, zoals


	

	a. Poging tot verkrachting of verkrachting
	Nee
Ja

	b. Seksuele handelingen bij kinderen
	Nee
Ja

	c. het begluren van personen die naakt zijn en waarmee hij/zij geen relatie heeft
	Nee
Ja

	Zijn er nog andere opmerkelijke seksuele gedragingen te noemen die niet in deze lijst werden nagevraagd?

	

	Heeft in het verleden grensoverschrijdend seksueel gedrag plaatsgevonden op seksueel vlak?
	Nee
Ja
weet niet


Figure 1. Difference between men and women on the four dimensions





Figure 2. Difference on four dimensions between patient having a partner 


               and patients having no partner





Figure 3. Difference on four dimensions between patient with AD and patients 


               another dementia diagnosis
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