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TRIADD

TELETRAINING, RESEARCH AND INFORMATION
AROUND DUAL DIAGNOSIS

PROJET PILOTE – PROGRAMME LEONARDO DA VINCI 

Summary Report I on the Questionnaires 

filled in by Front-line Staff in Five Countries

on their clients with Dual Diagnosis

Brief Introduction

Over the last few months, forty one front-line staff members from Belgium, France, Italy, Luxembourg and the United Kingdom
 filled in detailed questionnaires about the people they care for on a daily basis who, for various reasons, are diagnosed or identified as having Dual Diagnosis – forty nine clients in total.  

The responses given constitute a revealing and valuable source of information which can be analysed from a number of different perspectives. The main focus of this report however is on three aspects:

1. The diagnosis of Dual Diagnosis as given by a) health professionals and b) the front-line care staff themselves

2. The major problems caused by Dual Diagnosis to all concerned, and the preferred  solutions as expressed by the staff

3. Training – what staff have received to date and what they feel they need.

1.a) Diagnosis by Health Professionals

In answer to the question: Is there a known psychiatric diagnosis for this person? The following responses were given by the care staff in each country (taken verbatim from the questionnaires)

Belgium: (answers out of a possible 8)

Schizophrenia with autistic behaviour x 1

Personality disorder x 2

Borderline x2

Autistic spectrum disorder x 2

Psychosis x1

France: (answers out of a possible 8)

Schizophrenia x2

Psychosis x1

Infantile psychosis deteriorating into moderate learning disability (Psychose infantile évolue sur le versant déficitaire avec débilité moyenne) x1

Infantile psychosis and personality disorder (Psychose infantile & troubles du caractère) x1

`Dysthymic’ psychosis with depressive phases & moderate learning disability (Psychose dysthymique avec phase dépressive & déficience moyenne) x1

Mild learning disability with personality disorder and behavioural problems (Déficience mentale légère avec trouble du caractère et du comportement) x1

Italy:  (answers out of a possible 7)

Depression x1

Central (organic) aphasia with dementia (Afasia centrale su base organico con demenza) x1

Personality disorders x1

Chronic schizophrenic affective disorder (disturbo schizoaffettivo cronico) x1

Personality disorders with emotional immaturity and poor impulse control x1

(2 unknown or not filled in)

Luxembourg: (answers out of a possible 20)

`Learning disability’ x1

Psychosis & manic depression x1

Infantile encephalopathy (encéphalopathie) & acute depressive state x1 

Manic-depressive X1

Mental disability & self-injury x1

Psychosis & dissociation x1

Mental disability, encephalopathy, epilepsy, depression x1

Schizophrenia, catatonia, manic depression oligophreny  ? (oligophrénie) x1

Depressive state, behavioural problems, poor impulse control & unrestrained actions (tendances aux passages à l’acte) x1 

United Kingdom: (answers out of a possible 6)

Personality disorder x1

Personality disorder and schizophrenic affective state x 1 

Autistic/learning disabled x1

(No diagnosis for one, not specified for another) 

1.b) Diagnosis by Front-line Staff

In answer to the question What leads you to say that this person has Dual Diagnosis? the following responses were taken verbatim from the questionnaires: 

Belgium:

Autism characteristics, repetititive behaviour, hallucinations,anxiety,panic,

identity problems, depression, psychotic symptoms, impulsivity, aggression, problems with all kind of changes, contacts with other people, group situations, changes in mood.

France:  (French version below)

1) There is delirium: audio and visual hallucinations, hypochondria, a lot of anxiety. Withdrawal and isolation in the group and more generally in his social life which he just cannot get over and which deprives him even more of independence.

2) Audio hallucinations. Fear of being tired because according to her tiredness bring on her hallucinations. Speech and behaviour unfocused, she cannot make decisions.

3) Delirium, persecution, aggression. Hypochondriac, mystic, dissociation, in particular complete withdrawal and ambivalence which renders all contact difficult.

4) Severe pessimism, morbid thoughts (her future plans are for her funeral). Very ritualised in order to avoid anxiety and somehow take control of her environment. 

5) Diagnosis given by the doctor of this service.

6) Psychiatric dossier of this workshop.

7) Dual Diagnosis made by the resident psychiatrist.

8) idem.

1) Il y a du délire : hallucinations auditives et visuelles, hypochondrie, beaucoup d’angoisse. Retrait et isolement dans le groupe, et plus largement dans la vie sociale, qu’il ne peut surpasser et qui le prive de plus d’autonomie.

2) Hallucinations auditives. Crainte d’être fatiguée, car la fatigue provoque selon elle ses hallucinations. Eparpillement dans son discours, son comportement, indécision par rapport à ses choix.

3) Délire, persécution, agressivité. Hypochondriaque, mystique, dissociation, en particulier l’hermétisme et l’ambivalence qui rendent difficiles tout contact.

4) Pessimisme aggravé, pensée morbide (ses projets d’avenir sont d’économiser pour ses obsèques). très ritualisée pour éviter l’angoisse et maîtriser son environnement. 

5) Diagnostic établi par le médecin de l’établissement.

6) dossier psychiatrique du CAT.

7) Double diagnostique effectué par le psychiatre du CAT.

8) de même.

Italy:

1) Past depression left heavy consequences: Marta needs her “double” and looks at herself in the mirror for a second Marta to support and comfort her. Deep insomnia.

2) Very rigid and has difficulties in relaxing. Diagnosed “dementia”

3) Challenging  behaviour, problems related to “perceived personal safety”, aggressive behaviour mostly diagnosed as `personality’ “caratteriali” by psychiatrists.

5)  

6) Diagnosed as having sometimes chronic paranoid schizophrenia with hallucinations and persecution complex (“schizofrenico a decorso cronico di tipo paranoide con delirio megalomanico e persecutorio”). Aggressiveness, attention disorder.

7) Convulsive crisis of unknown origin.

8) Very bizarre behaviour at seasonal change: once he walked in the city centre bare-chested with a pigeon on top of his head. Sometimes he steals. 

Luxembourg:

1) Psychological problems : obsessive ritual behaviour – excessive quest for cleanliness. Certain illnesses are invented, dependent on maternal figures. Dependence on money and alcohol. Cannot build relationships with others.

2) No psychological report available for this person.

3) Very difficult, if not impossible to build up a relationship with this person.

4)  His `sexual perversion’ 

5) Extreme changes of mood without valid reason – hysterical laughter to depressive tears. Verbal aggression – seeks conflict.

6) She goes through major depressive phases.

7) Hallucinations, physical and psychological disorientation.   

8) Paranoid behaviour, audio and visual hallucinations, is very afraid of everything and goes from joy to sadness in a moment.

9)  Always asks the same stereotypical questions – has a lot of moments of absence – walks slowly and hangs his head – rubs his hands while speaking –pays very little attention to the people around him- laughs for no apparent reason – steals things of no use to him – loves to make himself up with anything he finds, to disguise himself.

10)  Has little control – very excited – talks non stop about nothing in particular – doesn’t feel accepted by the people around him – blames others – self-injury problem; he is an emptiness which he can’t manage to fill – lives in a fantasy world; aggression. 

11) Tendency to self-harm ; many elements of the Borderline syndrome.

12) No access to his emotions – no sensitivity to pain. His retardation cannot be separated from his  psychosis.

13)  

14) Depression. Refuses to eat, self-harms and aggressive towards others. Manipulative, epilepsy, complains non stop. 

15) Depression, apathy, anxiety, can’t tolerate noise, aggressive phase towards himself and others, then regret. Enormous regression on a cognitive level during these bad phases. 

16) Anxiety, blocking behaviour, poor non verbal communication.

17) Behavioural problems, poor impulse control, depression.

18) He exploits the slightest weakness in others and provokes quarrels amongst the other disabled workers. He talks non stop, rocking backwards and forwards – laughs without apparent reason. Fixation for the Barbie doll and every young female worker with long hair.

19)  Sometimes lives in an imaginary world – copes badly with all change.

20) He avoids contact with others (who are all bad) hides himself and hides different objects. Washes hands and face very often, avoids getting dressed/undressed in front of others.

1) Troubles psychiques : rituel- obsessionnel, recherche excessive de propreté. Certaines maladies sont inventées, dépendances aux images maternelles. Dépendance à l’argent et à l’alcool. Ne peut construire des relations avec d’autres.

2) Pas de rapport psychologique disponible pour cette personne

3) Très difficile, sinon impossible d’établir une relation avec cette personne

4)  Son `pervers sexuel’ 

5) Changements extrêmes d’humeur ‘sans raison valable’ – rire hystérique à des larmes dépressives. Agressivité verbale – cherche des conflits

6) Elle passe par des phases dépressives majeures

7) Hallucinations, désorientation physique et psychique   

8) Comportement paranoïaque, hallucinations visuelles et auditives, a très peur de tout, passe d’une minute à l’autre de la joie à la tristesse

9)  pose toujours les mêmes questions stéréotypes – a beaucoup de moments d’absence – a la marche lente et baisse sa tête – se frotte les mains en parlant – est fasciné par une glace et se parle – prête peu d’attention à son entourage – rit sans occasion apparente – chipe des choses sans utilité pour lui – aime se maquiller avec n’importe quel produit, se déguiser.

10)  Ne sait pas se maîtriser – est fort excité – parle sans cesse de n’importe quoi - se sent non accepté par son entourage – culpabilise les autres - problème d’automutilation ; il est un vide qui n’arrive pas à être rempli - vit dans des phantasmes ; agressivité. 

11) Tendances auto-agressives ; beaucoup d’éléments de syndrome `Borderline’

12) Pas d’accès à ses émotions – pas de sensibilité à la douleur. Son retard n’est pas à séparer de sa psychose.

13)  ? ?

14) Dépressions, refuse de manger, auto-agressive et agressive. Manipulatrice, épilepsie, se plaint sans arrêt. 

15) Dépressions, apathies, angoisse, ne supporte pas le bruit, phase d’agression – lui-même et les autres, puis regret. Régresse énormément sur le plan cognitif lors des mauvaise phases. 

16) Angoisse, comportement de blocage, faible communication non verbale.

17) Troubles comportementaux, mauvais contrôle pulsionnel, états dépressifs

18) Il exploite la moindre faiblesse des autres et provoque des querelles entre les travailleurs handicapés, il parle sans cesse, se basculant d’avant en arrière – rit sans raison apparente. Fixation sur la poupée Barbie et toute stagiaire féminine aux cheveux longs.

19)   Vit parfois dans un monde imaginaire, gère mal tout changement

20) Il évite le contact avec les autres (qui sont tous méchants) il se cache et cache différents objets. Se lave très souvent les mains et le visage, évite de s’habiller/ déshabiller en présence des autres

United Kingdom:

1) Person X can become very aggressive and gets very agitated.

2) Unsociable behaviour, paranoia.

3) Bizarre behaviour, confused state, tearful, jerky movements, disorientated.

4) Dysfunctional thought processes.

5) Lorna is very aggressive and gets very agitated for no reason.

6) Andrew is very repetitive and can become physically aggressive for irrational reasons.  

2. The major problems caused by Dual Diagnosis to all concerned

     (summary of all questionnaires)

The most difficult problems from the point of view of the service:

Behavioural: aggression – verbal and physical, unpredictability, overreactions, clients need constant attention, bizarre behaviour not understood or appreciated by others, frequent challenges to authority (but often need approval), will not fit into joint schedule. Communication problems, lack of motivation, withdrawal and anti-social behaviour. DD and all its possible behavioural manifestations (self-injury, depression, aggression, withdrawal)  are a drain on all staff and resources. 

Staff  want to help and to keep things positive for everyone but they lack the necessary training to cope. 

Difficult co-operation with psychiatric services who only intervene in times of acute crisis. Dual Diagnosis adds to their already heavy burden because these clients require cooperation with other services.

From the point of view of the person’s immediate environment:

Behaviour creates great tension and anxiety in the group, undermines trust, creates conflicts, it is difficult to integrate the person with DD and this in turn aggravates their feelings of rejection and isolation. Their sometimes invasive behaviour is resented by others (aggression, stealing, constant talking, personal hygiene problem etc). The person with DD can also be very and unfocused (dispersé) and have difficulty recognising limits. There is sometimes alcohol abuse, stealing, sudden and unexplained screams or laughter, they can be scary, show unpredictable extremes and sexually inappropriate behaviour. 

From the point of view of the family:

Many refer to little or no contact with the family, which in most cases exacerbates the psychological problems of the people with DD, one or two staff mention the hiding or disowning by the family of their child with DD. There are very few if any visits or phone calls (one client refused all contact or mention of her family).

The majority had extremely difficult if not traumatic family circumstances where parents themselves had problems such as depression, illness, alcoholism. Some were physically/sexually abused and also had siblings with similar problems. 

Over-protection was mentioned a few times. Some support workers knew nothing about the family circumstances. A large number of staff members found it difficult to communicate with those families who were interested in the real state of their son/daughter – there is a distinct lack of communication and understanding.

From the point of view of the person him/herself:

The majority of the persons described with Dual Diagnosis seem to be going through nothing less than mental torment – in differing degrees and in various way but torment nonetheless. They have `no inner peace’ are anxious, depressed, self-injuring, frightened, confused, angry and frustrated and often at a loss as to how to get out of that state. The picture was the same from every country - this client group is enduring very real mental suffering which seems to be worsened (and to some extent probably caused by) the communication and understanding difficulties inherent to the disability.  

Solutions:

What would support workers like to do, given the specific problems they are faced with?

Interestingly, the majority of support workers filling this in is did not consider the wider context of service provision but focused specifically on the person in their care. Many spoke of wishing to understand the person better, wishing they had more time to devote specifically to that person, to be able to reassure them, give them more confidence, trust  and hope, help them integrate better into the group and be accepted. Many staff members were frustrated that they felt unable to help end the misery. In this vein quite a few mentioned the need for quiet and a place in the centre or service where one carer could better deal with the client with DD on a one-to-one basis, but this did not seem to be on offer in most cases.

A number also called for better team co-operation and more support from supervisors staff in order to allow more individual attention. The staff in all countries surveyed feel over-stretched and under-valued – whenever there is mention of mental illness concerning their clients they do not feel as though they are taken seriously, and they don’t know whom to turn to for support. Outside support seemed to be offered in times of acute crisis rather than as an on-going support (which might help avoid the acute crisis).

Regular and systematic co-operation with the psychiatric and psycho-therapeutic services was therefore specifically requested. The Italian questionnaire report summed it up by quoting a support  worker as saying :`We need to develop a shared language: On the one hand, when I report a case to a psychiatrist I do not know which elements are central to his work, on the other hand, the psychiatrist tends to underestimate a number of elements that I know the importance of.’ 

A number cited intensive individual therapy (for the client) as necessary, not just drug intervention. The great majority of clients in this survey were taking neuroleptics and anti-depressants long term.

Many support workers also referred to their need for training and better understanding of this condition, because they currently had to rely on common sense and this clearly wasn’t enough..

3. Training

Previous training:

Of the forty one support workers filling in these questionnaires, only seven had received any training on the issue of mental health and mental disability, and two specifically on the issue of Dual Diagnosis.

The subjects requested for further training were:

°
Basic training on Dual Diagnosis with specific case studies and real solutions

 – not in clinical terms

°
Theoretical background and explanation to these problems

°
How to recognise pathological behaviour and what to do: what are the

 boundaries between psychopathological behaviour and disability? 

°
Challenging behaviour & aggression – how to react and deal with it in a

 residential setting?

°
Specific therapeutic approach

°
Basic psychology and counselling skills

°
Management skills and organising the service

°
How to collaborate better with psychiatric services – develop a shared

 language and avoid jargon, sharing the work load

°
Medication – an explanation about the drugs and their effects

°
Health and dietary needs

°
Communication with families, also about finances and relationship problems

°
Staff motivation

°
Communication tools between support worker and client

°
How to promote integration into a group of workers (and manage a group)   

°
Training on Borderline syndrome

Knowledge of Internet/ E-mail:

Only thirteen (13) of the 41 respondents said they used internet or e-mail.

For some it was a problem of access – there weren’t computers available at the work place or at home. Other people expressed suspicion, saying that computers required too much discipline; a real-life group training course exchange would be more effective.
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� Belgium – the Zonnelied Association, part of the Tau Groep in Flanders


France – AFASER (Association des Familles et Amis pour l’Acceuil, les Soutiens, l’Education et la Recherche en Faveur des Personnes Handicapées)


Italy – Azienda Unità Sanitaria Locale de Bologna – Servizio Handicap e Servizio Psichiatria & Cooperativa COPAS (interviewed by Instituto Minguzzi)


Luxembourg – La Fondation APEMH (l’Association de Parents d’Enfants Mentalement Handicapés)


UK – North Warwickshire Primary Health Care Trust.
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