“Ain’t Misbehavin”

Behavioural and Psychological Symptoms of Dementia 

Friday – 1.30 – 4.30;  12th September, 2003

Edmund Blacket Functions Room

Prince of Wales Hospital.
Sponsors: Pfizer Pharmaceuticals, Janssen Cilag

Program

Presentation of issues of BPSD: Prof Henry Brodaty, Coordinator, Specialist Mental Health Services for Older People, SESAHS

Case Presentation: A/Prof Brian Draper, Psychogeriatrician, Aged Care Psychiatry, POW 

Group Discussions of 10-12 participants per table with facilitator and topic.

Group presentations and discussion.

Topics and facilitators:

1) What are behavioural problems: A/Prof Brian Draper, Psychogeriatrician, ACPS, POW.

2) How to assess behavioural problems: Helen McIntosh, CNC, ACPS, POW.

3) Assessing outcomes: Lisa Lorentz, Clinical Psychologist, ACPS, POW.

4) Clinical Issues: Dr Chanaka Wijeratne, Psychogeriatrician, St George Hospital.

5) Communication and support for person with dementia: Natalie Nuransky, Occupational Therapist, Dementia Support in Private Practice.

6) Psychological management strategies: Deborah Koder, Clinical Psychologist.

7) Environmental management: Jacki Wesson, Occupational Therapist, ACPS, POW.

8) Drug treatment of behavioural problems: Dr Joanna Bakas, Psychogeriatrician, St. George Hospital.

9) How best to support the carer: Trudi Neal, Alzheimer’s Association.

10) Residential Respite Care of people with BPSD: Lorraine Poulos, DON, Lulworth House.

Case Scenario

Mr HR is a 78 year old mechanic from Uruguay who speaks Spanish. He is currently in respite care in a low level care aged care facility. The Respite Care unit has requested assistance in managing his behaviour. He is intrusive, resistive to directions to the point of becoming abusive and threatening.

He has a 3 year history of mild/ moderate dementia of the Alzheimer’s type, and is taking Aricept. He is in excellent physical health. He lives at home with his 72 year old wife who speaks limited English. Mr HR comes from a very patriarchal background where the male’s wishes often override those of other family members. Living with them is their son, his wife and their two children who are primary school aged. Mr HR’s son has two jobs and is minimally involved in his father’s care, and believes such duties are for his wife and his mother to deal with. 

Mr HR’s behaviour at home is intrusive and he is often found rummaging through other family member’s belongings. He also has very repetitive speech and is irritable, moody, suspicious, and resistive to redirection. He is usually up through the night. He is independent with dressing and personal hygiene, but is unable to pay the bills reliably, answer the telephone, or organise his daily activities. He is still driving the family car and has had one minor accident. 

His wife is stressed because of the difficulties in re-directing her husband, and the stress associated with dealing with her daughter in law’s concerns, particularly the intrusive behaviour with the children.

GROUP 1: WHAT ARE BEHAVIOURAL PROBLEMS? 

General Principles: 

· Unacceptable behaviour in particular environment.

· Present a risk or stress to self or others.

Examples:

· Urinating inappropriately; Disinhibition, such as stripping
Case Example: Mr HR:

· Particular behaviours: Intrusive, Resistive, Abusive, Controlling, Suspicious, Repetitive speech.

· Identifying problems:Distinguish what is the norm. Identify needs, routine at home. Triggers Tolerance Attention span Reaction to change of environment.

· Driving – Is this a risk?

GROUP 2: HOW TO ASSESS BEHAVIOURAL PROBLEMS

Establish rapport with client:Use interpreter for client assessment to reduce stress, suspiciousness. May take more than one visit.

Obtain as much information as possible from multiple sources:
· Family, patient. May need to use an Interpreter. 

· Health records. Exclude physical causes.

Information to monitor on specific behaviours:

· Compile a good description of the behaviour: Who is it a problem for?

· When, frequency,triggers and consequences.

Environment factors to consider:Communication skills. Transitional stress: past behaviours may be exacerbated

Aspects of patients history to consider include:
· Past life events, Work, Family, Routine, Education, Language, Cultural background, Spirituality / church?

· Social aspects: Family, Missing people, Relationships, Interests, Isolation, Communication, Cultural attitude to respite
Tools for assessment:

· Mini Mental State Exam; Geriatric Depression Scale; Hamilton Depression scale. 

· Need appropriate tools for patient’s non English speaking background 

Physical factors to consider: Hydration? Constipation? Pain?

GROUP 3: ASSESSING OUTCOMES in BPSD

1. What are outcomes? ( goals for a  patient or carers)

Often there are multiple outcomes that will vary depending on who is involved, for whom the behaviour is a problem

Usually involve looking at :

· improvement in patient behaviour

· improvement in carer coping/stress

examples based on case study:

Patient behaviour:

Overall aim to minimise harm the patient may do to themselves and others, maximise their independence and functioning, and enhance carer coping

-eliminate harmful behaviours ( eg., hitting, sexual advances)

-decrease inappropriate behaviours 

-re-direct for some inappropriate behaviours ( eg., for rummaging in others belongings, provide a rummage basket, or provide other activity)

-increase appropriate behaviours ( eg., time spent in meaningful activities, increase time asleep at night)

-manage depression 

-minimise medication and restraints

Carer Outcomes:

-increase skills ( eg., communication)

-decrease stress

2. How do we measure outcomes – how do we know we’ve made a difference?

-use monitoring forms to indicate what the problem behaviour is, when is it happening at the time of the problem behaviour, how often 

- helps to identify triggers for a behaviour, and which situations or time of day are the problem for the patient, and indicate how bad the problem is before any intervention

eg., ABC chart, frequency chart

-for more information, use questionnaires 

eg., for Depression, Geriatric Depression Scale ( only if mild cognitive impairment), Cornell depression scale in dementia

For general behavioural disturbance: Cohen Mansfield Agitation Inventory, Behave –AD

For caregiver distress: General Health Questionnaire, Carer Burden Scale

Nursing Care assessment scale 

3. When to use to measure outcomes:

Best to monitor or use questionnaires before  any intervention and then when a program has been developed, to see whether there is any change in the patients behaviour and /or the carers ,and whether the outcomes of improved patient behaviour and reduced carer stress have been achieved.

GROUP 4: CLINICAL ISSUES:

Issues noted in hostel: Intrusive; Agitation/aggression; Suspiciousness; Psychosis; Communication (language); Possible sensory impairment; Insomnia; Moody; Generational/personality issues

Identifying causes:Unfamiliar environment? Medical – infection, metabolic and constipation?

· Dementia? Medication? Cultural?

Insomnia:

· Sleep wake cycle; Fear; Bowels/bladder; Diet – caffeine; Noisy environment; Language; Personality; Plus all of the above.

Domicillary problems:

· Driving, Paying of bills, Activities of daily living, Family dynamics

GROUP 5: COMMUNICATION & SUPPORT FOR THE PERSON WITH DEMENTIA

Background to problem:

· Language; Culture; Progress of dementia; Families stress is transferring to him; Aged care facility may not be appropriate

History & assessment:

· At risk of being labelled: “Too hard”, “Too difficult” and therefore treated differently.

Strategies To Support The Aged Care Facility: 

· Bring familiar things from home

· Offer choices – do you want to shower now or before breakfast?

· Find out what his routine was before admission and try to follow closely.

· Spanish speaking community visitor.

· Provide a male worker (patriarchal background).

· Provide his own rummaging box with nuts, bolts etc.

· Educate staff about communicating.

Strategies To Support The Family:

· Education for all levels of family.

· Community respite provided by program of Respite for Carers, of people with dementia and challenging behaviours.

· Support the family to develop a routine.

· Get Alzheimer’s Association and other community programs involved.

GROUP 6 PSYCHOLOGICAL MANAGEMENT 

Language Barrier: 
· Patient is from Uruguay: May benefit from a Spanish carer

· Family may need an interpreter
Lack of Control:
· This is likely to be linked to his background (e.g. May be patriarchal, used to being “boss”). Forced choice options give him a degree of control. Talk him through tasks.

Non Compliance:
· Differential reinforcement, Reward positive behaviours.

· Notice first signs of agitation; Minimise response to agitation; play it down.
Education:

· Explain the origin of this behaviour to  staff and family.

· Consider possibility of frontal lobe damage: may have poor control over his own behaviour.

Additional Points From Facilitator:

· Strategies to enhance consistency amongst staff/family members:

· Active input into program components

· Non-complex, brief assessment tools

· Discuss strategies regularly as a group “brain storm” e.g. during hand-over for agency staff.

· Write program down – place in commonly viewed part of resident’s file.

Strategies to decrease stress in carers:
· Debriefing and support amongst staff

· “Time out” from patients with most difficult behaviours
· Psycho-education re nature of behaviour problem e.g. a consequence of frontal lobe dysfunction.

Behavioural strategies must be placed in holistic context:

· E.g. rummaging in (safe) tool box; Old engine in a specific room. 

· Ensure interaction is personal/social, not just task oriented.

· Differential reinforcement – don’t just focus on the problem behaviour.

· Enhance feelings of control via forced choice options.

GROUP 7: ENVIRONMENTAL MANAGEMENT IN BPSD

What constitutes the environment? 

· Physical environment,including noise, light, colour, furniture, etc. 

· Both indoor and outdoor, home/ care setting and the wider community.

‘Time’ environment:

· including routines such when a person showers, when they do the banking,

· and the roles these routines relate to.
Interactions within the environment:

· With both staff and family, in both the immediate care environment and in the community. Including routines such when a person showers, when they do the banking, and the roles these routines relate to.

How the environment can cue behaviours:

· depending on how things are ‘set up’. E.g.  children’s belongings that are being rummaged through may be bright and attractive, and inviting inquiry. E.g. In a doctor’s waiting room with a coffee table full of magazines: you pick one up and read it!

The environment can support behaviours and promote function: 

· By use of ‘multiple cueing’, i.e. using visual cues and auditory cues, 

· or using additional visual cues, e.g. a sign on the bathroom door and a canopy over the doorway to distinguish this doorway from others in the corridor.

Respite Care Environment:

· Consider culturally specific respite environment where possible and practical.

· Discuss with the client/ family the routine of the hostel and try to make it similar to the home routine, e.g. bathing at night or in the morning. 

Reconsider Disruptive Behaviours:

· Consider disruptive behaviours in terms of this new routine: 

· Is client bored? 

· How much productive/ purposeful activity is he able to participate in? 

· Are there any tasks he could help with, e.g. folding linen? 

· Consider an individualised program for Mr HR. 

Rummaging: 

Create areas for rummaging:

· the aim is not necessarily to eliminate the behaviour, perhaps to accommodate it in more acceptable way. 

· Look at what sensory stimulation is available to Mr HR e.g. digging in the garden/ music. 

Guide into activities:

· Remember that Mr HR is probably not able to initiate tasks to meet his needs.

· He will need to be guided into activities. 

· Therefore, having tasks set up and ready to go, so that Mr HR can start without delay can also influence whether he participates. 

· If he has to sit waiting for preparations, he may lose interest. 

Consider the social interactions in hostel environment:

· Is Mr HR’s language limiting response to staff directives about the next self care task? 

· Is disruptive behaviour related to interactions in any way? 

· Ensure that language needs are catered for, for both client and staff via communication board/ other cues in Spanish.

Provide familiar objects from home:

· such as a chair, photos on a corkboard. 

· Make the environment look inviting and comfortable.

· Provide information about the hostel routine in Spanish, written and placed on a noticeboard in client’s room.

Consider need for privacy:

· balance this with need for interaction. 

· Is Mr HR lonely? In his room a lot? Or is there not enough time alone/ with family for someone who is not used to communal living arrangements?

Home environment:

· Similar ideas relate to the home environment.

· It may be easier to set up a defined area for rummaging/ tinkering with mechanical things, etc. Make it attractive/ inviting.

Consider reasons behind rummaging:

· Is it an attempt to communicate with children or get involved in their lives/ see what they are up to? 

· Look at the interactions Mr HR has with his grandchildren.

· Again consider routine: Mr HR may be bored at home and perhaps needs day centre/ activity program in the community.

Assess reasons for waking at night: 

· Consider activity levels during the day, Outdoor activity, exposure to natural light, etc. Provide commode chair for bedroom if necessary.
Driving:

· Explore driving routines: Where he drives, how often, who with, what purpose etc. 

· Determine if some of these can be replaced with public transport options. 

· Gradually increase amount of public transport usage, to decrease the need for driving.

· After the minor accident it may be an opportunity to take the car for ‘repairs’ and tell Mr HR that these are still being completed. 

· Alternatively, disable the car (being a mechanic may not allow this!) or ‘lose’ the keys….

· Request a driving assessment and make a formal referral to a Driving Assessment Clinic (e.g. CRAGS/ Coorabel).

· Discuss that insurance may not accept liability if accident occurs and Mr HR is at fault.

· Referral to community transport if public transport is not an option, esp. if driving is related to weekly shopping etc.
GROUP 8: DRUG TREATMENT

Assessment:

· Look at other management strategies first.

· Consider current medications and past medications: How effective were they? Any side effects? Any allergies? Any drug interactions?

· What type of behaviour is the issue?

Mood -  Is the patient: 

· Depressed? Psychotic? Intrusive?  Disinhibited? Paranoid? Delusional? Is sleep affected? Personality issues? Are they uncooperative, anxious, irritable? Are they aggressive, physically or verbally?
Depression: 

Likely symptoms include: Low mood, Sadness, Tearfulness, Insomnia, Low motivation, Appetite disturbance

Psychotic symptoms: Paranoia, Hallucinations, Delusions

Behavioural Disturbance Alone:

· Consider drug currently being used:

· Is dose appropriate?

· Can consider using mood stabiliser without depression

· Low dose antipsychotics e.g.: Haloperidol; Zyprexa; Risperidone 

· Dementia specific medications: Aricept; Galatanamine; Rivastigmine

· Benzodiazepines: May be useful in short-term due to anti-anxiolytic / sedative effect. But can cause drowsiness, disinhibition, worsening of symptoms, dependency, tolerance

Additional considerations:

· Consent

· Weighing up individual benefits versus individual side effects

· Monitoring efficacy

· Consider drug interactions.
GROUP 9: CARER SUPPORT 

1: Issues For Wife

· Lack of sleep, Limited English, Husband resistant to help, Lack of understanding, Role reversal – taking charge, Finances, Isolation (doesn’t drive), Extended family to care for, Cultural expectations
2: Issues For Daughter In Law
· Protecting the children, Isolated, Resentful of role, Loss of independence, Feeling obligated.

3: Issues For The Children

· Lack of understanding, Tension in the house, Embarrassed when friends come over, His intrusive behaviour

4: Issues For Son

· Stressed wife and family, Disturbed sleep, 2 jobs, responsibility for 2 families now.

Response to Issues:

· Interpreter and ACAT to perform a full assessment

· Both group and individual assessment:

· Individuals need to be able to voice their concerns and prioritise their needs

· For family – assess dynamics, feelings, statements, roles

· Culturally appropriate assessment

Address Needs:

· Practical help – finances, driving, rummaging in drawers

· Education – family, school talk

· Carer support group

· Ongoing support – respite, day care, dementia monitoring

· Help with managing behavioural problems.

GROUP 10: RESIDENTIAL RESPITE CARE FOR PEOPLE WITH BPSD: ISSUES IN RESPITE CARE

Patient:

· Non English Speaking Background – Communication may be difficult

· Need to ask cultural and social history

· Intrusive at home; Doesn’t take redirection; Abusive  & threatening; Absconding

Respite Facility:
· Food may be different

· Lack of staff in low level care: How do staff cater for needs of other residents?

· Most staff will be women – lack of compliance

· Respite is only a short term solution

· Very few low level dementia specific facilities  

Family:
· Family expectations may be unrealistic in what respite can provide.

· Carers are often in denial that person has dementia - lack of insight into clients behaviour

· Families often complain about respite – see respite as “fixing the problem”
Solutions:

· Detailed assessment on client’s admission, e.g., behavioural history, behavioural management techniques

· Distract client if trying to abscond

· Leave client alone if agitated

· Try a behavioural chart

· Need a good care plan for client

· Colour coding of rooms/furniture

· NESB worker? Some staff could learn a few key Spanish words

· The facility needs a philosophy of dementia care for all levels

· e.g. compulsory dementia education

· Consistency in management of client.

· Have good contacts in early stages, e.g. get client to speak to family on ‘phone

· Educate family on expectations of respite care

· Encourage family involvement in activities early on in admission

· Provide counselling for client’s family

· Feeding – family may bring food in

· Diversional therapy:

· e.g.  take patient for walk, to soccer

· Play CDs in his first language

· Leisure activities e.g. rummage box

· Set up environment to be familiar and safe

Is the behaviour a problem?

· E.g. Rummaging

· Remember PIE: Person Environment Interaction - try altering the environment

· Try music therapy, aromatherapy or pet therapy

· Call carer respite centre
· Focus on positive whenever possible!
