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Abstract:

The Charles Bonnet Syndrome stands for benign visual hallucinations that frequently occur in visually impaired older adults. One out of every seven of them has experienced these hallucinations. Many, however, hesitate to speak about their hallucinations. In order to provide adequate detection, assessment and intervention of the Charles Bonnet Syndrome a protocol was developed for clinical practice in Dutch rehabilitation centers for blind and visually impaired people. Basic information about the Charles Bonnet Syndrome will be given, the protocol will be elucidated as well as intervention strategies and results.

Introduction

Benign visual hallucinations occur frequently in mainly elderly people with visual impairment. The purpose of this presentation is to inform you about the introduction and the implementation of a protocol that was developed in the Netherlands with regard to this Charles Bonnet Syndrome (CBS). And I would like to share some experiences with this work up to now.

Characteristics of the CBS

I will first summarize some of the results of studies done by Teunisse [1, 2, 3, 4, 5] in the Netherlands.

The diagnostic criteria he used for CBS are described by Gold & Rabins [6]:

- the presence of complex visual hallucinations;

- full retention of insight into the unreal nature of the hallucinations;

- absence of hallucinations in other sensory modalities;

- absence of delusions.

There are situations in which complex visual hallucinations may occur (with full insight) as symptoms of other conditions. In these cases, clients should be excluded from the diagnosis of CBS. This applies to:

- hallucinations of widowhood;

- hypnagogic or hypnopompic hallucinations;

- hallucinations as symptoms of epileptic or migrainous attacks;

- hallucinations due to the use of hallucinogenic drugs;

- hallucinations in exceptional stressful situations or in post traumatic stress disorder.

Of course dementia and delirium must also be excluded.

In a group of 300 low vision clients CBS was diagnosed in 5.1 percent of those clients in the 18 - 64 age range and in 13.1 percent of those clients age 65 and older. During examination of the older low vision clients, Teunisse found CBS in 2.1 percent of people with a visual acuity of more than 0.3 in the best corrected eye, but in 14.4 percent of older people with a visual acuity less than 0.3. CBS therefore seems to be a typical phenomenon in older people with visual impairment. About 1 out of every 7 visually impaired older people has experiences with these visual hallucinations.

72 percent do not suffer from their hallucinations, 18 percent do experience some distress, while 10 percent report severe distress. The distress occurs because of the high frequency of hallucinations, long duration of the hallucinations or because of the frightening contents. These figures are for people for whom CBS has been diagnosed already. Many, however, hesitate to speak about their hallucinations. They fear for a psychiatric problem or may believe that these hallucinations are a sign of impending dementia. And often they worry about what others may think of them.

Development of a protocol for clinical practice

I work as a psychologist in the department for adults and the elderly of a community-based rehabilitation center for visually impaired and blind people. Together with one of our social workers and with psychologists of colleague-institutes, we formed a nation-wide group that has developed a protocol for the clinical practice of our rehabilitation centers [7].

The aims of this protocol are:

- early detection and diagnosis to prevent needless suffering or to look for proper treatment;

- development and application of new intervention methods.

We developed a protocol consisting of five steps:

1. detection; 

2. assessment for diagnosis;

3. assessment for intervention;

4. intervention; 

5. evaluation.

Detection

Sometimes clients report visual hallucinations spontaneously, but usually they don’t. That is why our working-group insists on a standard question like: “Do you ever see images of things that are not really there at that moment?” If the client answers “Yes”, the first part of the assessment will start.

Assessment for diagnosis

Check-list

In this phase any of our colleagues in the multidisciplinary rehabilitation team can make use of checklist that consists of questions regarding inclusion and exclusion criteria for CBS. Also questions are asked to get a first impression of possible distress.

Only when it is most likely that the client does have the CBS and that there is no distress at all, than, giving information about the CBS can be enough. In all other cases, when there is doubt about the diagnosis or when it is even very likely that the visual hallucinations do not fall into the criteria for CBS, our working-group feels that it is necessary to refer such a client to the psychologist of the rehabilitation team

Psychological assessment

Through a structured interview and sometimes psychological tests the inclusion criteria as well as the exclusion criteria can be assessed by the psychologist. If necessary a psychiatrist or a clinical geriatrician can be consulted or clients may be referred to these specialists in cases where some other diagnosis than CBS is more likely.

Assessment for intervention

For intervention the etiologic factors are very important. These factors are possible starting points for intervention, as no real treatment exists so far.

Advanced age and low visual acuity are recognized risk factors for CBS. Research from Teunisse showed that other significant risk factors are:

- loss of energy;

- larger number of comorbid somatic disorders;

- use of -blocking medication;

- loneliness;

- low extraversion;

- shyness.

Intervention

If at all possible, the next interventions can be suggested:

- improvement of visual acuity;

- improvement of physical condition;

- replacing medication;

- psycho-education.

One of the interventions we developed is the so-called CBS psycho-education group. The aims are to inform participants about CBS, to put their minds at ease (especially about the fact that they have not gone insane) and to give them some techniques on how to let the hallucinations disappear. Also exchange of experiences takes place, of course.

- teaching how to cope emotionally with the hallucinations;

- decrease of social isolation;

- relaxation-techniques;

- techniques to stop the hallucinations.

Techniques to stop the hallucinations, have been described by Teunisse and confirmed by the experiences in our group-work:

- closing the eyes;

- opening the eyes;

- blinking;

- moving the eyes swiftly;

- looking or walking away;

- approaching the hallucinated objects;

- visual fixation on the hallucinations;

- putting on a light;

- concentrating on something else / looking for distraction;

- hitting the hallucination;

- shouting at the hallucination.

Evaluation

Frequency of hallucinations and level of distress can be objectified by using the hallucination questionnaire of Pankow and Luchins [8]. The following questions can be answered on a 7-point scale:

1. Rate the hallucinations for the last month.

2. How much do these hallucinations interfere with your daily functioning?

3. How much do these hallucinations bother you emotionally?

The effects of intervention can be traced by using these measures before and after treatment.

Experiences

Detection

The protocol was introduced in all seventeen regional support centers for blind and visually impaired people in our country. The already named standard question “Do you ever see images of things that are not really there?” is put much more often nowadays and in some of the regional centers this question already obtained a regular place in the standard intake-forms.

Information-meetings were also held in all seven residential homes for blind and visually impaired elderly in our country.

A lot of information about the CBS also reached the general public, through our cooperation on requests of national magazines and news-papers, conferences, national radio and television.

Concluding, one might say that the days of ‘CBS as a rare phenomenon’ are over.

Assessment

As far as assessment is concerned, it is my experience that I usually see the difficult cases for psychological assessment. In these cases there are often multiple problems and sometimes even multiple types of hallucinations in the same person. I once saw a woman who did not have full insight into the unreal nature of some hallucinations (the frightening ones) and who did have this insight with regard to other hallucinations. Neuroleptic medication did relieve her from the frightening hallucinations. But the CB-hallucinations remained.

As I said, the less complicated cases do not reach my office. Early detection and adequate information have apparently been sufficient for these people. Due to our educational efforts awareness and level of expertise have increased in the professionals of the multidisciplinary team.

Interventions

As far as interventions are concerned, we found positive results with some of our working methods. Our psycho-education groups started in just one of the regional centers, but now a few more have started to organize these groups. And not just in our country. Rosemary Duda from the Lighthouse informed me of the CB-groups she started recently in Poughkeepie, up-state New York. However, new interventions still have to be developed.

Traditional anti-psychotic medication does not work at all in the case of CBS-hallucinations. But a promising development might be the use of carbamazepine, a medicine used with epileptic patients. This medicine has proven to be effective for people suffering from so-called ‘musical hallucinations’, the acoustic counterpart of the CBS. Experiments have shown it’s positive effect in some cases of CBS too.

Evaluation

No systematic evaluation of interventions has taken place up to now. Most interventions are just based on trial and error. We still lack a sound theoretical frame-work for the etiology and pathogenesis of the CBS. And so, there is no solid base to ground decisions on intervention. Many theories on hallucinations have been developed, but none has proven to be conclusive so far.

Future developments

Research is planned however, in which a model for the CBS will be developed and tested. Probably different types of CBS can be distinguished in the near future. We started to gather information on the expected connection between the contents of some CB-hallucinations and the circumstances in which they appear. Preliminary results seem to support our assumptions that such a connection exists. Several clients report seeing flowers while watching television; trees, bushes, moss or straw while walking; and buildings and brick walls while sitting in a moving car. Neural network models will provide a useful contribution to the understanding of these connections and of the nature of the CBS.
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