
Development, Validity 
and Reliability of the 

Camberwell 
Assessment of Need for 

the Elderly (CANE)

Thesis submitted in 2003 
for the Doctorate of Medicine degree (MD) 

University of London

Tom Reynolds
MB BCIi BAG MMedSci (NUl) MRCPsych

Department of Psychiatry and Behavioural Sciences 
University College London



ProQuest Number: 10016144

All rights reserved

INFORMATION TO ALL USERS 
The quality of this reproduction is dependent upon the quality of the copy submitted.

In the unlikely event that the author did not send a complete manuscript 
and there are missing pages, these will be noted. Also, if material had to be removed,

a note will indicate the deletion.

uest.

ProQuest 10016144

Published by ProQuest LLC(2016). Copyright of the Dissertation is held by the Author.

All rights reserved.
This work is protected against unauthorized copying under Title 17, United States Code.

Microform Edition © ProQuest LLC.

ProQuest LLC 
789 East Eisenhower Parkway 

P.O. Box 1346 
Ann Arbor, Ml 48106-1346



Reynolds 2003 CANE Thesis Abstract

Abstract

Older people with mental health problems frequently have complex 

needs related to the common co-existence of physical health and 

social care problems. Effective evaluation of long-term and multiple 

problems may be particularly difficult without standardised methods 

aimed at comprehensive and systematic assessment of needs. Until 

this project there existed no instrument specifically designed to 

measure comprehensively the needs of older people with mental 

health problems.

The development of such an instrument which would take account of 

patients', staff and carers’ views on needs is described. Following an 

extensive development process which included focus groups, a 

modified Delphi process and a consensus conference, the 

assessment instrument was subjected to a test-retest and inter-rater 

reliability study while aspects of validity were addressed both during 

development and with data provided by sites in the UK, Sweden and 

the USA.

The Camberwell Assessment of Need for the Elderly (CANE) 

comprises 24 items (plus two items for carer needs), and records 

staff, patient and carer views. It has good content, construct and 

consensual validity. It also demonstrates appropriate criterion 

validity. Reliability is generally very high (e.g. kappa > 0.85 for all
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staff ratings of inter-rater reliability). Correlations of inter-rater and 

test-retest reliability of total numbers of needs identified by staff were

0.99 and 0.93 , respectively.

The psychometric properties of the CANE seem to be highly 

acceptable. It was easily used by a wide range of professionals 

without formal training. Interest in the CANE has resulted in its 

translation into five other European languages so far (Swedish, 

Spanish, German, Norwegian and Dutch) and several more 

translations are planned. The study shows that it is a tool with good 

reliability and validity for comprehensively measuring the needs of 

older people with mental disorders. Its popularity has resulted in its 

widespread use in research and clinical practice around the world.
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Introduction

Older people with mental health problems often have complex needs 

because of the frequent coexistence of disability, physical illness and social 

problems. Effective evaluation of long-term and multiple problems may be 

particularly difficult without standardised methods aimed at comprehensive 

and systematic assessment of needs. Maslow (1954) postulated certain 

needs to be ‘universal’ in humans generally. However, different 

subsections of the human population will have additional more specific 

types of need. For example older people with dementia may have specific 

and unique needs related to their cognitive disabilities but their range of 

general needs is the same as that of the general population (Murphy, 1992).

The comprehensive assessment of need has become a requirement for 

health and social services in the United Kingdom since the introduction of 

relevant legislation in 1990 (House of Commons). The Medical Research 

Council’s topic review on the health of the UK’s elderly people (MRC, 

1994) recommends that in future “research in community care should be 

focused on areas of particular relevance to the changes in care within the 

community notably, needs based approaches”. Comprehensive needs 

assessment helps to highlight specific areas where health and social 

services can concentrate their energies in providing individually-tailored, 

high quality care.
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This thesis discusses the concepts surrounding needs and the assessment of 

need in the context of mental health services for the older adult population. 

Until now there has been a lack of standard instruments to define and 

measure needs in older people across the full range of mental health 

problems encountered by this group. The development, validity and 

reliability of a new instrument intended to comprehensively fill that gap 

(the Camberwell Assessment of Need for the Elderly - CANE) is described. 

Detailed discussion is presented on other data gathered from the CANE 

study and further avenues of enquiry are explored.

Explanatory Note: In this document various terms are used to describe the 

population who are central to the thesis, i.e. people aged 65 years or older 

who have mental health problems. There is no consensus in the literature as 

to what is the most appropriate term to use to collectively describe those of 

this age and consequently, terms such as older adults, older people, elderly 

people and the elderly are used interchangeably. In common with much 

contemporary research literature on health services, the term user (as in 

health service user) is used interchangeably with patient.

22
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Chapter one

Needs assessment and mental health care for older
people

Chapter Summary
This chapter outlines the important issues in mental health care for older people. 
Dramatically changing background population demographics are outlined in the 
context of the epidemiology of psychiatric disorders in older people. The general 
concept of need is discussed. The assessment of need in mental health care is 
explored in detail with particular attention to its relevance in health service planning 
and development.

1.1 The increasing older population
1.1.1 World population
1.1.2 Europe
1.1.3 The United Kingdom

1.2 Epidemiology of psychiatric disorders 
in the older adult population

1.2.1 Dementia
1.2.2 Depression
1.2.3 Schizophrenia and other psychotic disorders
1.2.4 Bipolar affective disorder
1.2.5 Anxiety (and other neurotic) disorders
1.2.6 Personality disorders

1.3 Psychiatric Services for older adults

1.4 Measuring services in old age psychiatry

1.5 Politics and needs assessment

1.6 Definitions and concepts of need

1.7 General methods of mental health needs assessment in the UK
1.7.1 MRC Needs for Care Assessment
1.7.2 Cardinal Needs Scale
1.7.3 Bangor Assessment of Need Profile (BANP)
1.7.4 Camberwell Assessment of Need (CAN)

1.8 Needs assessment in the older adult population
1.8.1 General needs assessment
1.8.2 Needs assessment in mental health
1.8.3 Measuring need for services
1.8.4 Needs assessment instruments

1.8.4.1 Care Needs Assessment Pack for Dementia (CarenapD)

1.9 General and special needs of the older adult population
1.9.1 Homeless
1.9.2 learning disabilities
1.9.3 ‘Graduates’
1.9.4 Abuse
1.9.5 Ethnic minorities

1.10 Background to this project
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1.1 The increasing older population

1.1.1 World population

The population of the world has changed dramatically over the 

course of the twentieth century. The increasing size of the older 

population of the world and particularly that of the ‘oldest old’ (those 

over 85 years) has led to a growing recognition of the potential 

demands that this will make on health and social care resources 

worldwide. The current estimated world population of 5.9 billion in 

1998 is three and a half times greater than it was in 1900. The 

growth in population is expected to continue with a projected further 

increase to about 8 billion by 2020 (United Nations, 1998).

According to the World Health Organisation (1998), the two main 

population trends (increasing life expectancy and falling fertility rates) 

mean that worldwide average life expectancy will rise from the 

current figure of 68 years to an average of 73 years by 2025. In the 

United Kingdom the current life expectancy is 75 years for males and 

80 years for females. The number of people aged over 65 will have 

risen from 390 million in 1997 to 800 million in 2025 -  an increase 

from 6.6% to 10% of the total population. Two thirds of these will be 

in the developing countries of the world. There will be 274 million 

people over the age of 60 in China alone - more than the total 

present population of the United States.
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The World Health Organisation proposes that one of the biggest 

challenges of the 21 century will be how best to prevent and 

postpone disease and disability and to maintain the health, 

independence and mobility of an ageing population. Currently in the 

developed countries, most old and frail people cannot meet more 

than a small fraction of the costs of the health care they need. In the 

coming decades, few countries will be able to provide specialized 

care for their large population of aged individuals. Some European 

countries such as the UK acknowledge that there is insufficient 

provision to meet the needs of all those over the age of 65, who 

currently consume many times more health and social care 

resources than the younger population. Developing countries will 

face even more serious challenges, given their economic difficulties, 

the rapidity with which populations age, the lack of social service 

infrastructures, and the decline of traditional caring provided by 

family members. The WHO report (1998) concludes that by the year 

2025: “There will never have been so many older people and so 

relatively few young ones".

1.1.2 Europe

Europe is the only continent projected to have a fall in overall 

population between 1990 and 2020. However, the increasing elderly 

population in Europe is projected to continue with the current 

estimate of 15.8% of Europe's population aged 65 and over expected 

to rise to 20.4% by the year 2020. Table 1.1 shows a comparison of
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the populations over 65 years, and future projections in different 

European countries.

Table 1.1 Percentage of the population aged 65 years and over: EU 
comparison (from Social Trends 29, 1999)

1960 1970 1981 1991 1997 2010^ 2020^

Sweden 11.7 13.6 16.4 17.8 17.4 18.0 20.8
Italy 9.3 10.8 13.2 15.1 17.1 20.1 22.7
Belgium 12.0 13.3 14.2 15.0 16.3 17.7 20.7
Greece 9.4 11.1 13.1 13.9 16.2 18.9 20.6
Spain 8.2 9.5 11.2 13.8 15.8 17.6 19.6

UK 11.7 13.0 15.0 15.7 15.7 16.4 19.3
Germany 11.5 13.5 15.5 14.9 15.7 19.3 20.9
France 11.6 12.8 13.8 14.1 15.4 16.8 20.5
Austria 12.1 14.0 15.3 15.0 15.3 17.2 18.9
Denmark 10.5 12.2 14.5 15.6 15.0 16.0 19.5

Portugal 8.0 9.7 11.4 13.6 14.9 16.1 17.9
Finland 7.2 9.0 12.1 13.5 14.5 16.4 21.7
Luxembourg 10.8 12.5 13.6 13.4 14.2 15.6 18.2
Netherlands 8.9 10.1 11.6 12.9 13.4 15.2 19.3
Ireland 11.1 11.1 10.7 11.4 11.4 12.6 15.9

EU average 10.6 12.1 13.9 14.7 15.8 17.8 20.4

 ̂ Population at 1 January 1997 
 ̂Figures calculated from Eurostat baseline scenario 

Source: Eurostat

1.1.3 The United Kingdom

In the United Kingdom the overall population increased by 12% 

between 1961 and 1997 to reach a total of 59 million (Office for 

National Statistics, 1999). However, over the same period there has 

been a 34% increase in the population aged 65 years and over. This 

age group now accounts for 15.7% of the overall population and is 

expected to rise to account for 20% of the total population by 2020.
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Gender and marital status are important variables. For example, in 

the UK, about 65% of men over the age of 75 years are living with a 

partner whereas 65% of women in the same age range are widowed 

(Office for National Statistics, 1999). Other demographic 

determinants are also important. Overall, the proportion of people 

living alone in the UK is increasing. The population of those of 

working age is projected to decline over the next two decades.

These figures are important when considering the question of health 

and social care for the older population now and in the future. The 

larger proportion of older women living alone may indicate a need to 

target resources towards this group. The projected decline in the 

working age population over the next two decades poses obvious 

questions about how funding will be generated for health and social 

care for the older population. These are areas that have been studied 

intensively by the recent Royal Commission on the funding of Long 

Term Care (1999) and will be discussed in detail later in this chapter 

(section 1.5).

1.2 Epidemiology of psychiatric disorders

in the older adult population

Although Hippocrates was familiar with the view that certain diseases 

seemed to be related to particular stages in life, it was not until the 

latter half of the 19 *̂ century that ‘scientific’ literature started to 

appear on the subject (Berrios, 1999).
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Studies specifically addressing the epidemiology of psychiatric 

disorders in later life are limited and have yielded highly variable 

results because of differences in definitions and methodologies. 

Different investigations have reported either syndromal or nosological 

distributions or have concentrated on different degrees of severity of 

the disorders. Thus, reported total prevalence rates of psychiatric 

morbidity in old age vary widely from 12.3% to 54.1% (Helmchen et 

al 1999). The two areas most extensively studied, and on which the 

most reliable figures are available, are the dementias and the 

depressive disorders.

1.2.1 Dementia

The prevalence of dementia is about 5% in people over 65 and 

increases by approximately 5% every 5 years thereafter (Jorm et al, 

1987; Skoog et al, 1993). Studies of the elderly people in general 

hospital have shown dementia prevalence rates of 30-60% (Ramsay 

et al, 1991: Pitt 1993). Higher prevalences of 70% to 90% have been 

found in nursing homes in the USA (Aronson et al, 1990; Evans et al, 

1989; Katzman, 1986). A survey by Wattis et al (1992) in the UK 

found dementia rates ranging from 59% in private residential homes 

to 97% in local authority ‘elderly mentally infirm’ homes. There are 

currently about 200,000 new cases of dementia identified every year 

in the UK with a point prevalence of around 500,000. With the 

projected increase in the elderly population, this figure will rise by 

another 100,000 over the next 20 years.
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1.2.2 Depression

Studies on prevalence rates of depression have yielded remarkable 

variability in community studies of older people and illustrate the 

difficulties inherent in interpreting some of the epidemiological 

research in old age psychiatry. Beekman et al (1999) reviewed thirty- 

four studies and found rates varying from 0.4 to 34%. While major 

depression seems relatively rare (average prevalence of 1.8%), 

minor depression is more common (average prevalence of 9.8%) and 

average prevalence for “all depressive syndromes deemed clinically 

relevant” is 13.5% (Beekman et al, 1999). Higher depression rates of 

around 20% have been found in general hospital settings (Cooper 

1987; Burn et al, 1993).

1.2.3 Schizophrenia, and delusional disorders of old age

The paranoid disorders encountered in later life continue to be the 

subject of much argument and controversy regarding diagnostic 

criteria and classification. Debate is ongoing as to the nosological 

validity of the disorder referred to as late onset paraphrenia and 

whether this can be accounted for wholly by the disorders 

schizophrenia and persistent delusional disorder (World Health 

Organisation, 1992; Almeida et al, 1992; Howard & Levy, 1997; 

Almeida, 1998). This obviously leads to some difficulty in the 

interpretation of prevalence rates reported for psychotic disorders in 

late life. Reported prevalence rates of late-onset schizophrenia in the 

community ranges from 0.1 to 4% with an estimated incidence of IQ- 

26 per 100 000 per year (Almeida et al, 1992). The reported
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frequency of late-onset schizophrenia among consecutive 

admissions to in-patient facilities ranges from 3 to 10% (Symonds 

and Jeste, 1999) while only 1.5 to 3% of those diagnosed as having 

schizophrenia have onset of the disorder after the age of 60 years 

(Harris and Jeste, 1988; Almeida et al, 1992).

1.2.4 Bipolar affective disorder

The incidence of mania increases with age while the prevalence 

decreases (Eagles & Whalley, 1985; Weissman et al, 1988) and only 

a very small minority of elderly manic people have first manic 

episodes before the age of 40 years (Shulman & Post, 1980; 

Snowdon, 1991). Higher rates of mortality in those with manic illness 

and ‘burn-out’ of early onset illness are mechanisms postulated to 

account for the unusual findings (Winokur, 1975; Snowdon, 1991).

1.2.5 Anxiety (and other neurotic) disorders

Neurotic disorders in all ages have higher prevalence rates in 

females but this difference is less marked in the elderly. While the 

majority of cases in the elderly begin earlier in life, a significant 

minority first presents after the age of 65 years (Bergmann, 1972; 

Lindesay, 1991) and studies have revealed that there are clinically 

significant cases of neurotic disorder that either do not present to the 

health services or are not identified or treated (Lindesay, 1998). 

Again, prevalence rates depend on the population being studied and 

the diagnostic criteria used. The Epidemiological Catchment Area
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studies in America revealed a prevalence of generalized anxiety 

disorder of 2.2% in the older adult population which dropped to 1.1% 

if all other DSM-III disorders were excluded (Blazer, 1991). Krasucki 

et al. (1998) reported a rate of 4% for specific phobias in people aged 

65 years and over and rates of 1% and 0.5% for social phobia and 

obsessive-compulsive disorder respectively.

1.2.6 Personality disorders

The available data on personality disorders in the older adult age 

group is limited. Widely varying prevalence rates of between 6 and 

50% have been reported in hospital in-patient samples (Fogel & 

Westlake, 1990; Kunik et al, 1994) while Abrams’ review of the 

literature (1996) suggested an overall prevalence rate of around 10% 

in the over 50 age group.

1.3 Psychiatric services for older adults
A dedicated psychiatric service for older adults is a relatively new

phenomenon that had its origins in the UK. From the pioneering, 

hospital-based beginnings of the late 1960s and early 1970s (Post, 

1965; Arie, 1970; Pitt, 1974; Arie & Jolley, 1982) a comprehensive, 

multi-disciplinary, generally community-oriented service structure has 

emerged (Cooper, 1997; Godber & Rosenvinge, 1998). The situation 

in the US is less homogeneous and subject to a different fiscal 

structure but nevertheless shares the same clinical concerns and is 

undergoing comparable development (Reif 1er, 1997).
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The changes in UK services over the last few decades were 

precipitated by demographic changes (particularly the population 

changes as discussed in 1.1.3) and reforms in the structure of 

psychiatric services generally. While the number of long-stay beds 

specifically for older people with mental illnesses fell by about 45% 

between 1991 and 1997 (Office for National Statistics, 1999) elderly 

people still occupy between 40 and 50% of all hospital beds (Mather, 

1997).

In the UK, guidelines laid out by the Royal College of Psychiatrists 

outline the minimum requirements for approved consultant posts. 

Thus, a ‘typical’ service combines acute inpatient, outpatient, day 

hospital, continuing care and community components. The emphasis 

is on community treatment as much as possible so that the recipients 

of care stay at home if at all possible. Ideally, the team should be 

multidisciplinary, involving community psychiatric nurses, 

occupational therapists, clinical psychologists, and social workers as 

well as sessional input from others e.g., speech and language 

therapists, physiotherapists, art and drama therapists.

1.4 Measuring services in old age psychiatry

Health services research is “the identification of the health care

needs of communities and the study of the provision, effectiveness

and use of health services” (Clarke & Kurinczuk, 1992) It overlaps
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with health research but needs to be translated to action to be of 

value (Bowling, 1997) and should “transcend the R (acquiring 

knowledge) and D (translating that knowledge into action) divide” 

(Hunter and Long 1993). It investigates the outcomes of medical 

interventions from social, psychological, physical and economic 

perspectives and aims to produce reliable and valid data on which 

effective, appropriate, cost-effective, efficient and acceptable primary 

and secondary care health services can be based. According to 

Bowling (1997), the assessment of needs is a part of health services 

research though it could also fit into the broader rubric of health 

research.

Audit, the review and monitoring of current practice and comparison 

with agreed standards, is directed at the achievement and 

maintenance of quality in health care. Evaluation of health services is 

usually based on the collection of data about structure, inputs, 

process, outputs and outcomes of the service (Donabedian 1980). 

Outcomes in health service research relate to the impact of the 

service on the patient (effectiveness).

The specialist provision of a psychiatric service dedicated to the care 

of older people is a relatively new concept (see previous section, 1.3) 

and therefore one that requires continued innovation and evaluation 

in order to develop high quality care services that are effective and 

efficient. In the light of greater awareness about the finite nature of
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resources these services need also to be cost-effective. Casse! 

(1994) highlighted the particular importance of assessing the health 

care needs of older people in the context of health care rationing. 

This thesis describes the development of a new instrument in Old 

Age Psychiatry that will add to the tools available to effectively 

assess aspects of the health services from individual case 

management to the broader realms of population needs 

assessments.

1.5 Politics and needs assessment
Although the current high profile of the concept and practice of 

mental health needs assessment can be largely traced to the Griffiths 

Report which highlighted the priority of assessing needs of patients 

with mental health problems living in the community (Griffiths, 1989) 

and the 1990 Community Care Act (House of Commons, 1990), 

there were previous political imperatives which helped push the 

concept forward. In the 19̂  ̂ century the first medical officers for 

health were responsible for assessing the needs of their local 

populations. In the 1970s the Resource Allocation Working Party 

used standardised mortality ratios and socio-economic deprivation to 

assess the relative health needs in different populations. It used this 

to recommend fairer distribution of health service resources 

(Department of Health and Social Security, 1976). The Health of the 

Nation publication (Department of Health, 1992) was a government 

initiative attempting to assess national health needs and determine 

priorities for improving health. The 1993 Community Care Act which

34



Reynolds 2003 Chapter 1 Needs assessment and Mental Health Care for Older People

made it a formal requirement to assess the social and health care 

needs of those with mental illness, highlights a move towards better 

planning and co-ordination of care.

The Audit Commission, established to promote the best use of public 

money, had its role extended to cover the NHS in 1990. Its 

comprehensive report on mental health services for older people 

(Audit Commission, 2000) concludes with eight recommendations 

including two directly related to ensuring provision of services is 

appropriate to local needs. The Royal Commission Report on Long 

Term Care (1999) has resulted in much debate on the subject of care 

for older people generally (Murphy, 1999; Grundy, 1999; Jolley, 

1999; Heath, 1999) and has led to the Government decision in 2001 

to fund the nursing component of long-term care.

The National Service Framework for Mental Health (Department of 

Health, 2000) and the National Service Framework for Older People 

(Department of Health, 2001) are strategy documents that try to bring 

together the previous legislative initiatives with current evidence- 

based health and social care provision approaches to outline 

priorities in the delivery of appropriate health and social care to those 

who require it. The concepts of needs and the person-centred 

approach are central to the Frameworks.
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At the core of the various initiatives and political imperatives is an 

attempt to develop health services in a welfare state that are 

effective, efficient and equitable. One of the ways of doing this is by 

measuring health care needs and subsequently tailoring the health 

care provision towards these measured needs.

1.6 Definitions and concepts of need
The familiar device in debating a single concept is to refer to the

dictionary definition of that concept. ‘Need’ in dictionary definitions 

has a range of meanings including a want or requirement, a thing 

wanted, a circumstance requiring some course of action, a state of 

destitution or poverty and a crisis or emergency (The Concise Oxford 

Dictionary, 1990). There is a huge literature across the disciplines of 

sociology, psychology, epidemiology, public health, philosophy and 

health economy on the subject of need. The various meanings of 

‘need’, subtle in their differences, are reflected in the various 

ambiguities in the literatures from different disciplines. For the sake 

of clarity I have divided the subject into the two artificial sub-sections 

below. While this is over-simplifying the case it also illustrates the 

variety of approaches.

1.6.1 Need

The concept of a hierarchy of needs was introduced by Maslow in 

1954 and further refined in the second edition of his seminal work 

(Maslow, 1970). His theories derived from his interest in human 

personality development from the perspective of phenomenological
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psychology. They developed with his shift from a behavioural 

psychology paradigm to an interest in psychoanalytical theory before 

finding this also lacking in its theory of motivation. Maslow proposed 

a hierarchy of need ascending from the basic biological needs to the 

more complex psychological motivations that only become important 

after the basic needs have been satisfied. Thus, at the bottom of the 

hierarchy are the basic Physiological needs (hunger, thirst) followed 

by the Safety needs (need to feel secure, safe, out of danger), 

‘Belongingness’ and love needs (to affiliate with others, be accepted, 

belong). Esteem needs (to achieve, be competent and gain approval 

and recognition). Cognitive needs (to know, understand and explore). 

Aesthetic needs (need for symmetry, order and beauty) and finally 

Self-actualization needs (to find self-fulfilment and realise one’s true 

potential). Maslow’s ideas still inform much of the work on the broad 

subject of needs assessment generally, his ‘universal needs’ forming 

the basic platform from which more complex and specialised needs 

are explored.

From the sociological perspective Bradshaw (1972) proposed a 

taxonomy involving normative, felt, expressed and comparative need. 

Normative need was that defined by experts and thus subject to 

change over time as further information and understanding became 

available. Expressed need is similar to demand, the expression in 

action of felt need. Comparative need implies making comparisons 

with others’ situations and thereby making judgements of equity.
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1.6.2 Health needs

The assessment of health needs remains a contentious area with 

continued debate and confusion over the meaning of needs (Stevens 

& Gabbay, 1991; Frankel, 1991). The subject is approached from 

different angles depending on the origins of the 

investigators/commentators. Stevens and Gabbay, (1991) emphasise 

the importance of distinguishing between need, demand and supply 

while at the same time acknowledging the overlap between these 

(see Figure 1.1).

Figure 1.1 Need, demand and supply: influences and overlaps
(from Stevens & Gabbay, 1991)

Cultural and ethical Media
determinan

Medical influence

The current research 
Agenda

NEED DEMAND

Social and
Educational
Influence

Public and political 
Pressure -----------

SUPPLY

Historical patterns,
Inertia, momentum

NEED: What people benefit from 
DEMAND: What people ask for 
SUPPLY: What is provided

*The external field where a potential service is not needed demanded of supplied.
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Need, as defined by Stevens and Gabbay is “what people can benefit 

from" and is an unfixed entity, subject to a number of influences and 

interpretations (see Figure 1.1). Using Bradshaw’s (1972) taxonomy, 

the normative needs as defined by doctors change with change in 

knowledge. So, for example, whereas one was previously seen to 

have a need for prolonged bed rest and traction when suffering from 

a prolapsed intervertébral disc, this has now changed to a need to 

remain mobile as much as possible and avoid prolonged periods of 

inactivity. The continued evolution of medical knowledge will keep 

medically-defined normative needs in constant flux.

Demand is “what people ask for” (Stevens & Gabbay, 1991) and is 

thus even more prone to change. The potential influences vary from 

those dictated by the individual’s cultural and educational 

background to the effects of mass media. Supply or “what is 

provided ” is dependent on the “pressures from the public, politicians 

and medical power politics” (Stevens & Gabbay, 1991) and is 

obviously subject to fiscal constraints.

Bowling (1997) describes public health, economic and political 

imperatives in relation to health needs. The public health imperative 

is to develop strategies of health promotion and disease prevention 

based on total population needs. The economic imperative is 

concerned with the most efficient, cost-effective way of meeting 

needs and the political imperative has to do with maintaining and
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developing a welfare system within the constructs of a free market 

society (Jones, 1995). This political imperative, concentrating on the 

relationship between needs and welfare provision, has led to much 

debate focusing on absolute, normative and relative definitions of 

need (Soper, 1981; Wiggins & Dermen 1987; Doyal & Gough, 1991).

Health economists argue against the concept of objective need while 

also proposing concepts such as marginal met needs or the capacity 

to benefit from health care interventions (Culyer, 1995). Need is 

relative and a person is in need if “an intervention produces a benefit 

at reasonable risk and acceptable cost” (Buchan et al., 1990). Culyer 

and Wagstaff (1991) propose that a need exists in the context of 

health care “so long as the marginal product of care is positive, i.e. 

so long as the individual’s capacity to benefit from medical care is 

positive.” Health economists understandably emphasise the 

importance of health service priorities where resources are finite 

(Williams, 1992) and Seedhouse (1994) argues that health care 

needs must not be considered in a vacuum but must be viewed in the 

context of other needs generally.

1.7 General methods of mental health needs 
assessment In the UK

A move towards developing more formalised methods of mental

health needs assessment in the UK has been in the context of a 

culture of ever-increasing awareness of limited resources, the 

consequent requirement to prioritise efficiently, and the importance of
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demonstrating the effectiveness of health and social care 

interventions.

In a 1994 editorial, Slade argues that no needs assessment 

instrument, then currently available, would meet the requirements 

set out in the National Health Service and Community Care Act 

(House of Commons, 1990). He develops the theme, reviewing 

available instruments in the categories proposed by Brewin (1992): 

those measuring lack of health; lack of access to services or 

institutions; and lack of action by lay or professional mental health 

workers.

In the first of these (measuring lack of health) Slade (1994) equates 

need with social disablement or “a reduced level of psychological, 

social and physical functioning” and looks at three categories of 

social functioning measures: social attainment measures, social role 

performance measures and instrumental behaviour measures 

(Wykes & Hurry, 1991). Social attainments are achievements such 

as employment and marriage and have been studied in connection 

with incidence of mental health problems (Jarman et al, 1992). Slade

(1994) argues that such measures are inappropriate for measuring 

need at the individual level. While social role performance measures 

(looking at performance in roles such as relationships, work, self- 

care, caring for one’s immediate environment) give a more detailed 

assessment of a person’s performance than social attainment
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measures and are more sensitive to minor disablement in social 

function, they present a difficulty in that performance must be 

considered in relation to the person’s social and cultural background. 

Instrumental measures record detailed accounts of social behaviour 

and, though sensitive to individual differences, do not take account 

of the context in which the behaviour occurs and often rely solely on 

staff reports. Slade (1994) also argues that, because staff often 

describe symptoms as problems contributing to the person's need 

for care, social behaviour scales can have a number of items based 

on symptoms rather than needs (Wykes & Sturt, 1986).

Needs assessment instruments that measure access to psychiatric 

services assume that some needs require services and so an unmet 

need may indicate lack of access to a service. Thus measurements 

of need help inform development and provision of services. An 

example is the Community Placement Questionnaire (Clifford et al, 

1991). Slade (1994) argues that such instruments tend to 

concentrate on long-term patients and to rely on staff reports, 

collecting data that is typically insensitive to change. The result is a 

general consideration of broad categories of institutional services 

rather than assessing the best response to an individual's needs.

The instruments that measure the need for action by mental health 

workers assume that needs are alleviated by interventions. An 

example is the Medical Research Council’s (MRC) Needs for Care
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Assessment (Brewin et al, 1987 -  see below). Slade (1994) argues 

that such instruments can end up assessing intervention 

effectiveness rather than need and may also be prone to cultural 

bias in deciding what is a problematic level of functioning and what 

are the appropriate interventions.

Needs assessment instruments developed in the UK were generally 

designed to measure the needs of adults under 65 with serious 

mental health problems. Examples discussed in more detail below 

are the MRC Needs for Care Assessment (Brewin at al, 1987), a 

modified version, the Cardinal Needs Schedule (Marshall at al, 

1995) the Camberwell Assessment of Need (Phelan at al, 1995) and 

the Bangor Assessment of Need Profile (Carter at al, 1996).

1.7.1 Medical Research Council’s (MRC) Needs for Care 
Assessment

The MRC Needs for Care Assessment (Brewin at al, 1987) was 

originally designed to measure needs in the long-term mentally ill. It 

was developed from the earlier work of Wing (1972, 1978, 1986) 

which distinguished three conceptual levels concerned with ‘social 

disablement', methods of treatment and care and the services 

needed to provide that treatment or care. Brewin at al (1987) based 

their assessment instrument on a model of “ideal clinical practice in 

the care of the long-term mentally ill”. This consisted of three 

elements: firstly, the requirement to regularly assess the patient’s 

clinical and social functioning. Secondly, the identification of a
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problem should prompt a list of potential remedies and thirdly, failure 

or only partial success of all appropriate remedies should trigger 

future intervention at regular intervals. A need is deemed to be 

present if a patient’s level of functioning falls below, or threatens to 

fall below, some minimum specified level and a potentially effective 

remedy exists. This need is met if it has attracted some at least 

partially effective intervention and no more effective intervention 

exists and is unmet if it has attracted no intervention or one that is 

only partially effective, and better alternatives exist. Acknowledging 

the normative basis of their paradigm of need, Brewin et al (1987) do 

however state that “there is scope for patients' wishes and priorities 

to be taken into account when the potential effectiveness and 

acceptability of interventions is assessed”.

Table 1.2 The 21 areas of functioning from the MRC Needs for Care 
Assessment (Brewin et al, 1987)

Symptoms and behaviour problems:
Positive psychotic symptoms 
Underactivity 
Side-effects of medication 
Neurotic symptoms 
Organic brain disorder 
Physical disorder 
Violence to self/others 
Embarrassing behaviour 
Distress

Personal and social skills:
Personal cleanliness
Household shopping
Cooking or buying meals
Household chores (sweeping, tidying, cleaning)
Use of public transport 
Use of public amenities 
Basic literacy and arithmetic skills 
Occupational skills 
Social interaction skills 
Management of money
Management of household affairs (pay bills, organize repairs) 
Decision making
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The MRC Needs for Care Assessment covers 21 areas of clinical 

and social functioning, nine in the area of symptoms and behavioural 

problems and twelve involving social and personal skills (Table 1,2). 

It specifies interventions for each of these.

Because symptoms and behavioural problems impact differently on 

patients and those involved in their care, Brewin et al (1987) suggest 

they are best assessed by interviewing a range of respondents (ie 

the patient, a member of the care team and a relative). The presence 

in the previous month of a clinical symptom or behaviour problem on 

a standardised psychiatric assessment schedule would indicate an 

unacceptably low level of functioning while absence of symptoms or 

the presence of only mild symptoms would indicate the minimum 

level of functioning had been reached. In assessing personal and 

social skills functioning, Brewin et al (1987) suggest that "the 

minimum acceptable level of functioning is that the patient should 

possess competence in all basic social and personal skills, so that he 

or she can exercise choice about whether or not to perform them". 

Therefore, a distinction must be made between lack of ability and 

lack of performance. There are inherent difficulties in determining 

norms regarding skills as many variables, from simple factors such 

as age to more complex concepts such as culture, will impact on the 

norm in any given situation (Platt et al, 1980). Bebbington (1992) 

acknowledges the potential subjective bias but notes “the inevitable
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value judgements inherent in the procedure have the virtue of being 

public and consequently accessible to argument”.

Interventions are assessed by interviewing a staff member who 

knows the patient well occasionally supplemented with data from 

other clinical team members. Each of the items has a number of 

specified interventions, five being the modal number for the nine 

symptom and behaviour problems, and two for the twelve personal 

and social skills items. The effectiveness and appropriateness of 

each intervention is rated on a 7-point scale (see Table 1.3) from 0 

(intervention is “currently being provided and effective or potentially 

effective”) to 6 (the intervention is appropriate but was “not given 

adequate or recent trial”). A rating of 6 would also be made for 

appropriate interventions which were offered but refused more than a 

year ago, or were tried and found to be ineffective more than two 

years ago. Brewin et al (1987) suggest this allows for periodic 

reassessment of treatment effectiveness and cooperation.

Table 1.3 Ratings of the effectiveness and appropriateness of interventions 
in the MRC Needs for Care Assessment (Brewin et al, 1987)

Rating Item of care_______________________________________________________
0 Currently being provided and effective or potentially effective
1 Currently being provided but has proved to be insufficient in itself after 3 

months trial. Care is worth continuing.
2 Not appropriate
3 Offered during the past year, but refusal, premature termination, or non- 

attendance by patient
4 Given adequate trial in past 2 years and proved ineffective, unlikely to be 

more effective if offered again
5 Desirable, but currently not appropriate due to incapacitating symptoms or 

other priorities for intervention
6 Not given adequate or recent trial
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The presence or absence of a need in each of the 21 subcategories 

is determined by looking at the level of functioning and the rating of 

the intervention. As well as rating no need, met need and unmet 

need, three secondary judgements can be made: the over-provision 

of an intervention, the possibility of a future need and the existence 

of lack of performance.

Further development of the MRC Needs for Care Assessment has 

progressed since its first publication with several more refined 

versions including a Community Version, specifically developed for 

measuring need in the psychiatric conditions seen in general 

populations (Brewin et al, 1994). This covers just 7 areas of 

functioning (positive psychotic symptoms, depressive symptoms, 

anxiety symptoms, problems with alcohol, problems with drugs, 

eating disorders and adjustment disorders) compared to the 21 in the 

original.

While a number of studies suggest the MRC Needs for Care 

Assessment has good reliability if used by trained investigators 

(Brewin et al 1987, 1988, Brewin & Wing, 1993) some problems have 

been highlighted when it was used in hostels for the homeless (Hogg 

& Marshall, 1992) and for long-term in-patients (Pryce et al, 1993). 

Hogg and Marshall (1992) concluded that their data was difficult to 

interpret due to the failure to take account of patients’ and carers’ 

views “in sufficient detail” and therefore went on to develop a

47



Reynolds 2003 Chapter 1 Needs assessment and Mental Health Care for Older People

modified version, the Cardinal Needs Schedule (Marshall et al, 

1995). ^

1.7.2 Cardinal Needs Scale

Marshall at al (1995) developed the Cardinal Needs Schedule after 

finding a number of difficulties in using of the MRC Needs for Care 

Assessment. The first of these was the length of time it took to make 

an assessment because of the recommendations to use a number of 

standardised psychiatric rating scales and to involve the various 

members of a multidisciplinary team in the completion of the 

schedule. Marshall at al (1995) calculated that it would take up to 3.5 

to 5.5 hours to complete the schedule in the recommended way, as 

done in the studies by Brewin at al. (1988) and Pryce at al. (1991). 

Hogg and Marshall (1992) note that even when using only two 

clinicians (as opposed to all members of a multidisciplinary team) 

and limiting the number of other standardised instruments, the 

process remains time-consuming, each assessment requiring 

approximately 100 minutes to complete.

Marshall at al. (1995) also wanted to be able to more systematically 

take account of patients’ and carers’ views when rating needs. They 

felt that there was a lack of clarity and emphasis on this in the MRC 

Needs for Care Assessment and it was very important as the views 

of patients and their carers are routinely sought in general clinical 

practice and the views of patients particularly can vary greatly from
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the (normative) views of clinicians, especially when looking at life 

skills, as noted in the study by MacCarthy et al. (1986).

Marshall et al. (1995) also felt the MRC Needs for Care Assessment 

was not concise enough in its categorisation of ‘need’ (having nine 

categories of need, including four ‘primary needs’ and three 

‘secondary’) and proposed that a simpler system involving two 

ratings: one that indicated there was a significant problem for which 

no solution had yet been offered (a need) and the other indicating a 

significant problem for which all suitable interventions had been 

offered.

The Cardinal Needs Schedule assesses need in fifteen areas of 

functioning in three stages; first identifying if there is a problem (in 

the fifteen areas of functioning), then identifying if that problem 

requires action (a ‘cardinal’ problem) and lastly, identifying ‘needs’. 

Thus, ‘need’ as defined by Marshall et al (1995) is a ‘cardinal 

problem’ for which there are one or more suitable interventions that 

have not been offered in the last year. There are three criteria for 

deciding if a problem needs action (i.e. if it is a cardinal problem) 

which Marshall et ai. (1995) call the Severity, Co-operation and Carer 

Stress criteria and some or all of these are applied to each area of 

functioning. The Severity Criterion is applied if the problem 

endangers the health and safety of the patient or the safety of others. 

The Co-operation Criterion applies if the patient is willing to accept
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help for the problem and the Carer Stress Criterion if the problem 

causes “considerable anxiety, frustration, or inconvenience to people 

caring for the patient.” It is difficult to fully understand why some 

areas of functioning do not attract exploration under some criteria 

(see Table 1.4) in the Schedule. Marshall et al. offer an explanation 

for the areas ‘side-effects’ and ‘neurotic symptoms’ saying “the Co

operation Criterion is not applied because patients with such 

problems almost invariably want to receive an intervention” -  a 

statement whose validity could be questioned. Thus the Co-operation 

Criterion is deemed ‘superfluous’ (Table 1.4) for these areas of 

functioning. Similarly, they state that the “Co-operation Criterion is 

applied in areas where the patient is likely to be offered some form of 

skills training as an intervention (for example occupation)” but then 

neglect to apply it to the area Socially embarrassing behaviour, an 

area of functioning one would assume could be helped with training 

interventions.

Table 1.4 Areas of functioning covered in the Cardinal Needs Schedule

Area of functioning

Criteria employed in rating 
a cardinal problem

Severity Co-operation Carer Stress

Psychotic symptoms yes no no
Underactivity yes no yes
Side-effects yes (superfluous) no
Dangerous or destructive yes no yes
Organic symptoms yes no no
Physical illness yes yes yes
Neurotic symptoms yes (superfluous) yes
Socially embarrassing yes no yes
Domestic skills no yes yes
Money and own affairs no yes yes
Transport and amenities no yes yes
Education no yes no
Occupation no yes no
Communication no yes no
Hygiene and dressing yes no yes
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The Cardinal Needs Schedule seems to have reasonable inter-rater 

and test-retest reliability and showed a degree of validity in the first 

study (Marshall et al. 1995). The authors proffer it as a significant 

improvement on the MRC Needs for Care Assessment though some 

of their claims do not seem impressively substantiated. The 

suggestion that it is “quick and easy to use” seems possibly 

exaggerated considering they calculate that it took an average of

62.6 minutes to do a full assessment, and one of the scales used, the 

REHAB (Baker & Hall, 1988), requires separate rater-training. Like its 

parent instrument it is another potential tool for researchers to use in 

the ‘standardised approach’ to needs assessment (i.e. an approach 

within which several other standardised research instruments or 

scales are used). The following two needs assessment instruments 

do not adhere to this ‘standardised approach’ but merit equal 

consideration.

1.7.3 Bangor Assessment of Need Profile (BANP)

Carter et al, (1995) explored the concept of needs assessment from 

the patient’s expressed need viewpoint rather than the largely 

normative constructs discussed above. They went on to develop the 

Bangor Assessment of Need Profile (BANP - Carter et al, 1996) 

which covers 32 items of need and allows patients and their key

workers to give their opinion. It was specifically intended to look at 

the expressed needs of those with long-term mental illness.
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While purporting to provide a “standardised method of assessment 

by which need might be measured in individual people who have 

along-term mental illness", the BANP does not use the ‘standardised 

approach’ as discussed by Marshall et al, (1995). Rather than use 

other scales to gather the data (as in the ‘standardised approach’) it 

uses a relatively simple construct of question on each of the thirty- 

two areas of need, to ascertain whether a need is present, absent or 

uncertain’. There are two parts, a self-report schedule (the Bangor 

Assessment of Need - Client Profile; BAN -  CP) and a similar 

schedule to rate the opinions of key informants (the Bangor 

Assessment of Need - Staff Profile; BAN -  SP). The data recorded 

indicates need to be present if “an item falls below that which the 

client or key informant perceives to be “normal or ordinary” 

functioning” and absent if “a client or key informant perceives 

“normal and independent functioning”. There is no facility to 

distinguish between met and unmet need except by gleaning some 

of the qualitative data which may be recorded separately if a need is 

deemed to be present.

The BANP was assessed in a quite limited way regarding 

psychometric properties. Carter et al (1996) tested the agreement 

between staff and patient ratings and the test-retest agreement on a 

number of those tested. They did not assess inter-rater agreement, 

and, besides commenting on the face validity, did not apply any 

measures to assess other aspects of validity. In their testing of
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agreement between patients and staff (inter-observer rather than 

inter-rater agreement) they found generally poor agreement (mean 

Kappa of 0.25) while test-retest agreement was generally better with 

mean kappas of 0.42 (range 0.1-0.8) and 0.65 (range 0.1-0.8) in the 

patient and staff domains respectively.

While highlighting the role of service users in the assessment of their 

own needs and emphasising the importance of the interface 

between this and normatively-defined need, the authors conclude 

that the BANP is “principally proffered as a research instrument”.

1.7.4 The Camberwell Assessment of Need (CAN)

The parent instrument to the main subject of this thesis is the 

CambenA/ell Assessment of Need (CAN) developed by Phelan et al,

(1995). The CAN was developed to measure the needs of people in 

the general adult population with severe mental illness. It is based on 

a model of need as a subjective concept, accepting that there may 

be differing but equally valid ideas about the existence of a need and 

reflecting Slade’s (1994) assertion that “accurate needs assessment 

requires maximal user involvement”. It therefore has separate 

sections to allow the recording of the potentially disparate views of 

the service-user and a staff member regarding the presence or 

absence of a need.
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There are separate versions for clinical and research use (CAN-C 

and CAN-R respectively). It measures whether a need exists in 22 

domains (see Table 1.5) and whether the identified need is met or 

unmet. Each area of need is examined in 4 sections. The first of 

these asks if a problem exists. It allows recording of responses on a 

three-point scale: 0=no serious problem; 1=no serious problem or a 

moderate one because of continued intervention (a met need); 

2=current serious problem (unmet need). If appropriate help is being 

given (i.e. a met need is recorded) it also allows recording of the level 

of help being given by different agencies, from friends and relatives 

(Section 2) to statutory services (Section 3). In the Clinical Version 

Section 4 is used to record the service user’s views on the type of 

help required, and to outline a care plan with review date and named 

professional for each action point. Section 4 in the Research Version 

allows for the recording of the service user’s levels of satisfaction 

with the amount of help given and whether or not the right type of 

help is being given.

The CAN has been shown by Phelan et al, (1995).to have good 

reliability and validity. It has good face, consensual and content 

validity. In assessing its criterion validity, Phelan et al, (1995) 

compared the CAN with the Global Assessment of Function Scale 

(GAP) from the fourth edition of the Diagnostic and Statistics Manual 

of Mental Disorders (DSM-IV -  American Psychiatric Association, 

1994). The relationship between individual item scores on the CAN
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and the GAF total disability rating showed a mixed picture while an 

aggregated score of 7 areas of need on the CAN (reflecting the 

domains of disability in the GAF) correlated quite well with GAF 

ratings (r=-0.51, P<0.001).

Table 1.5 The areas of Need covered in the Camberwell Assessment of 
Need (Phelan et al., 1995)

Areas of need in the CAN

1. accommodation
2. food
3. household skills
4. self-care
5. daytime activities
6. physical health
7. psychotic symptoms
8. information about condition and treatment
9. psychological distress
10. safety to self
11. safety to others
12. alcohol
13. drugs
14. company o f others
15. intimate relationships
16. sexual expression
17. ch ildca re
18. transport
19. money
20. welfare benefits
21. basic education
22. telephone

The correlations between summary scores were used to look at inter

rater and test-retest reliability and showed high levels of agreement 

between raters (r=0.99 and 0.98 for patient and staff ratings 

respectively, P<0.001) and moderate agreement on retesting (r=0.78 

and 0.71 for patient and staff ratings respectively, P<0.001). Kappa 

ratings showing agreement on each of the 22 areas of need were all

quite high in the inter-rater study indicating good agreement.
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Agreement on retesting was generally smaller but percentage 

agreement showed that agreement was still substantial for most of 

the areas of need. Studies comparing the assessments made by staff 

and patients have shown that both groups tended to rate similar 

numbers but different types of needs, agreeing moderately on met 

needs but less often on unmet needs (Slade et al, 1996, 1998).

1.8 Needs assessment in the older adult population

1.8.1 General needs assessment for older adults

Comprehensive geriatric assessment (CGA) is a term applied to the 

systematic assessment of the physical, psychological and social well

being of older people. Stuck et al (1993) concluded in a meta

analysis that as a general strategy in the health-care of older people 

it is associated with good outcomes. EASY-Care is a standardised 

instrument for CGA which was developed as a collaborative effort 

between a number of European centres following a Consensus 

conference on measures of health status and well-being for the 

elderly (Boydel et al, 1993). Evaluation of its acceptability, costs and 

perceived benefits has been done by combining the results of studies 

in eight European centres on a population of 3500 older people 

attending primary care services. EASY-care was found to be highly 

acceptable throughout Europe (Philp, 2000) to both the older people 

themselves and to those administering it (nursing, therapy and social 

care professionals). A costing comparing its use (including the cost of 

training, equipment and staff time) with usual unstructured practice
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showed a range of a saving of 500 Euro to an increase of 80 Euro 

per 500 assessments. Its use improved practitioners’ understanding 

of patients’ needs and aided more effective multidisciplinary work. It 

was also seen to provide potentially valuable information to service- 

providers as to the local population needs (European Commission, 

1999). Most of the items covered in EASY-care were gleaned from a 

number of existing instruments: WHO-11 Countries Survey 

Instrument (Heikkinen et al., 1983), SF-36 (Brazier et al., 1992), the 

4-Item Geriatric Depression Scale (D’Ath et al., 1994), Duke OARS 

lADL Scale (Fillenbaum, 1988), Barthel Index (Wade & Collin 1988), 

the Cognitive Impairment Test (Katzman et al., 1983) and the 

Southampton Community Information System (Connell et al., 1995) 

while 3 were developed specifically for the instrument. Two, possibly 

three domains are related to mental health needs {Depression, 

Cognitive impairment and Loneliness). The developers propose its 

use as a general screening instrument in primary care and 

community care settings to identify those who may need more 

specialist assessment. With further development they propose its 

potential use as a population needs assessment instrument and aid 

to service management and epidemiological research.

The Minimum Data Set Residential Assessment Instrument (MDS- 

RAI; Fries et al, 1992) and its companion instrument, the Minimum 

Data Set for Home Care (MDS-HC; Carpenter et al, 1997) are 

standardised assessment instruments for Older people’s physical,
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psychosocial and cognitive needs, aimed at care planning for 

individuals and wider use in health services research to inform health 

and social care policy decisions. They are produced and promoted 

by InterRAI, an international organisation of professionals working in 

the fields of health and social care research of older people. InterRAI 

UK is a charity organisation whose primary purpose is to promote the 

use of the MDS care assessment systems and research the care 

needs of older people. It is suggested that the MDS-HC can be 

applied by a competent professional and it includes triggers to 

indicate when a qualified professional should be involved. A two-day 

training program has been developed to cover all aspects of the MDS 

system.

1.8.2 Needs assessment in mental health care for older adults

Until recently there have been no instruments specifically designed to 

measure met and unmet need for the range of interventions available 

from mental health and social care services for older people (Hamid 

at al 1995). Assessing the needs of older people with mental health 

problems has attracted various approaches. Epidemiologically based 

approaches have been used to look at population needs in older 

people (Victor, 1991). However, individual approaches have largely 

concentrated on those with dementia, a group with obvious multiple 

and enduring needs, whose care, in health and social terms, has 

probably been more systematically studied than other groups of older 

people with psychiatric disorders (Wattis et al 1992; Aronson at al,
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1992; McWalter et al, 1998). Like adults of working age with mental 

health problems, older people may also have different perceptions of 

their needs from those of clinicians (McEwan, 1992).

1.8.3 Measuring needs for services

Wattis at al (1992) proposed a model for estimating the needs for 

continuing care of people with dementia, by assessing their level of 

dependency using the Clifton Assessment Procedures for the Elderly 

(Gilleard & Pattie, 1979) or the Crighton Royal Behaviour Scale 

(Robinson, 1961). The model was based on a survey of dementia 

and the level of disability in residential and nursing homes in Leeds 

and supplementary surveys of the disability levels in long-stay 

psychogeriatric and registered mental nursing home beds. Long-stay 

geriatric medical beds were not included (for logistical reasons). The 

model gives the likely levels of dementia and disability in the various 

settings and therefore allows estimation of the numbers of people in 

each category for a wider population area.

The level of dependency was assigned to one of the five dependency 

grades in the CAPE (Gilleard & Pattie, 1979). This approach was 

useful in determining the appropriateness of various continuing care 

settings and Wattis at al (1992) found a relatively low number of 

people in the low-dependency grades of CAPE in residential and 

nursing homes and none in the hospital, registered mental nursing 

home or EMI facilities. High levels of dependency generally were
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found in the hospital and EMI homes as well as the private mental 

nursing homes.

However, the level of dependency does not necessarily equate with 

level of need generally, in either a qualitative or quantitative sense 

nor does it define what the needs are. For example a person with a 

mild dementia, rated as low dependency and apparently 

appropriately housed in a residential home, may still have a large 

number of unmet needs because of poor quality of care or poor 

understanding of those needs. On the other hand a person with 

profound dementia, with very high dependency may have few if any 

unmet needs as all aspects of daily living receive obvious help or 

intervention. Wattis et al (1992) also point out that dependency 

scores are not just a reflection of the individual but also relate to the 

environment, or more specifically to the quality of care, as the level of 

dependency may increase where less care is available.

In a study using data from the Office of Population Census and 

Surveys (ORCS) study of disability in adults, Melzer et al (1997) 

examined the local population differences and the needs for long

term care of people with cognitive impairment. As diagnosis is 

unlikely to have much influence on care (Kay, 1994) the estimates of 

numbers of older people with moderate to severe dementia is based 

on level of disability. The variation across health districts was quite 

marked with the proportion of the 65 years plus population aged 85
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years and older ranging from 6% to 15% and the prevalence of 

moderate to severe cognitive impairment ranging from 53 to 70 per 

1000 population aged 65 plus. They also found that 34-48% of cases 

were aged 85 plus. A surprising finding was that the proportion of 

severe disabilities varied little across districts. As differences are so 

marked the authors suggest that service design should be influenced 

by these complex differences and local surveys should ideally be 

used to help modify estimates of service need.

Gordon et al (1997) designed an instrument, the Tayside Profile for 

Dementia Planning, aimed at gathering data for population needs 

assessment and service planning for people with dementia. They 

wanted to develop a needs assessment that was a descriptive profile 

rather than a summative score or categorisation and wanted it to be 

brief and usable by non-specialists. The profile is made up of a set of 

needs indicators, information on care inputs and demographic and 

background details. The seven areas of need used were mobility, 

personal care, domestic tasks, behaviour, solitude, material needs 

and informal carer problems. Needs indicators for the first three of 

these were developed from the work of Bond & Carstairs (1982) and 

for the remaining four were developed specifically for the profile. The 

level of commitment required from formal or informal care services to 

respond to the first four areas of need were assessed using the time 

interval concept of Isaacs & Neville (1975) a construct also used in 

the work by Melzer et ai (1997). The four ‘intervals of need for care’
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are None/Independent (attention needed less than weekly), Long 

interval (attention needed which can be given at any time and not 

more than once daily), Short interval (attention needed more than 

once daily at prearranged times) and Critical interval (attention 

needed continuously or at short and unpredictable intervals).

They found that the Tayside Profile for Dementia Planning had 

satisfactory reliability. The validity is not discussed in detail though 

satisfactory face and content validity is suggested. However, Gordon 

et al (1997) noted that informal carers and professionals perceived 

needs differently. As it was not clear which group had the more valid 

opinion, a mix of informal carers and professionals as informants is 

postulated to offer the best approach when using the profile.

In contrast to the three studies above which concentrate on the 

proportion of older people with dementia, Meeks et ai (1990) 

highlighted the relative dearth of information in the USA regarding the 

chronically mentally ill elderly (i.e. those with non-organic psychotic 

disorders). They studied the mental health needs of this group living 

in four predominantly rural counties in Indiana. They found that two 

thirds of the identified subjects were living in the community but 

relying heavily on family contacts while the rest lived mainly in 

nursing homes (23.4%) or psychiatric hospitals (7.2%). Social 

support was the best predictor of level of functioning. They conclude 

that, as failure of the chronically mentally ill elderly to use services is
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not due to lack of need, the mental health services do not seem to be 

meeting the needs of the study population.

1.8.4 Needs Assessment instruments in mental health care for 
older people

Until now, the development of specific instruments to assess 

individual needs among the elderly mentally ill has been limited to 

those with dementia. This is understandable in so far as this is the 

group most extensively studied but is not justifiable in light of the 

requirements of the National Health Service and Community Care 

Act (House of Commons, 1990).

1.8.4.1 Care Needs Assessment Pack for Dementia (CarenapD)
The Care Needs Assessment Pack for Dementia (McWalter et al,

1998) was designed for multidisciplinary team use to rate the met 

and unmet needs of people with dementia and their carers in the 

community and related settings such as day hospitals. As well as 

developing an individually focused clinical assessment instrument, 

the authors wanted to have a tool that could provide assessments of 

the needs of populations. It was developed around a theory of need 

devised by McWalter et al (1994) which distinguished between 

problems and the needs that they may engender and describes 

needs through types of help. Recordings of the needs of those with 

dementia are made on seven areas of need (health and mobility, 

self-care and toiletting, social interaction, thinking and memory, 

behaviour and mental state, house-care, community living). Each 

area has a number of subscales making a total of fifty-seven
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separate sub-categories of need. The section specific to the carer 

allows assessment of need over six domains; health, daily difficulties, 

support, breaks from caring, feelings and information. As well as the 

patient and carer needs data, there are separate sections to record 

basic and referral details and a personal history. Data is gathered 

from a variety of sources (eg interviews with the person with 

dementia, the carer or others involved and information from case 

notes) and, although it does not differentiate between information 

sources, it does allow discrepancies or differences of opinion to be 

recorded at the raters discretion.

The development process involved three consultation exercises 

involving “multidisciplinary practitioner expertise" and managers and 

planners but, interestingly, no service users or carers. Preliminary 

research suggests it has a degree of validity. This was partly 

assessed by asking a sample of 23 practitioners from the inter-rater 

part of the study to complete a questionnaire developed during the 

consultation phase to outline the requirements of a good 

assessment. As the 23 agreed that the criteria in the questionnaire 

were good descriptors of the CarenapD, the authors took this as 

evidence of social validity (a concept that reflects the judgements of 

a tool's users, based on perceptions of face, sampling, incremental 

and ecological validity -  Wolf, 1978; Kennedy, 1992). Content validity 

is implied from the fact that the needs items were drawn from “a 

comprehensive survey of currently used assessment tools”. The
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authors did not assess criterion or concurrent validity despite 

observing that the CarenapD assesses potential problems or areas 

of functioning like the MRC Needs for Care Assessment (Brewin et 

al., 1987) the Camberwell Assessment of Need (Phelan et a!., 1995) 

and the Elderly Psychiatric Needs Schedule (Hamid et a!., 1995). 

They felt concurrent validity was problematical because the 

CarenapD does not assess the severity of problems or level of 

functioning per se. It demonstrates reasonable reliability as 

evidenced by 75% of the raters agreeing on 85% of items of need for 

both the person with dementia and the carer and by relatively good 

Kappa scores on a restricted dataset (McWalter et a!., 1998). The 

authors do not give details on the average amount of time taken to 

do a single assessment but do make the noteworthy observation 

that during the consultation process “comprehensiveness was 

consistently rated above brevity”.

1.9 General and special needs of the older adult 
population

The majority of the needs of older people will be the same as those 

of the younger population, particularly Maslow’s ‘universal’ needs 

(Maslow, 1954). Thus, for example, older people with dementia may 

have specific and unique needs related to their cognitive disabilities 

but overall their range of general needs is the same as that of 

everyone else (Murphy, 1992). However, older people with mental 

health problems often have complex needs because of the frequent 

coexistence of disability, physical illness and social problems. While
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older adults with mental health problems in general constitute a 

special group, there are subgroups within this population that 

warrant more specific attention by virtue of further vulnerability, 

disability or prejudice. One of the main recommendations of the 

Report of a joint working party of the Royal College of Psychiatrists 

and Royal College of Physicians (Council Report CR69, 1998) was 

that “specific attention should be paid to particularly vulnerable 

groups of older people, including the homeless, those with learning 

disabilities, ethnic and cultural minorities, and older people in 

institutions or elsewhere who are exposed to the risk of abuse.”

1.9.1 Homeless older people

Studies in the USA have shown increased percentage lifetime 

prevalence of dementia among homeless populations of around 

3.4% (Koegal et al, 1988; Brea key et ai, 1989) compared to the 1.3% 

as found in the overall population in the NIMH Epidemiological 

Catchment Area study in five American cities (Regier et al, 1988). In 

another American study examining the factors that lead to 

homelessness among elderly people, besides factors such as lack of 

appropriate housing and low income, Keigher and Greenblatt (1992) 

found that dementia contributed significantly. In a UK study of 

homeless people over the age of 60, Crane (1994) found that 85% of 

the men and 100% of the women were suffering from a chronic 

psychiatric disorder while 54% of the whole sample had memory 

problems. Hamid (1997) used the Needs Schedule (Wykes et al,
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1982, 1985; Brewin at al, 1987) to compare the service needs of a 

sample of London homeless elderly men with those of a younger 

cohort and found no significant differences except for a higher rate of 

need for help with self-care and need for residential care in the 

elderly group. Crane (1998) studied homeless older people in four 

UK cities. She found direct or indirect evidence of mental illness in 

two thirds of them and a significantly higher prevalence of mental 

health problems in homeless women. In addition, mental ill health 

was a factor in the entry to homelessness in many cases, some of 

the subjects becoming homeless because their needs had been 

neglected or undetected. The general trend towards over

representation of people with mental health problems amongst a 

group already severely disadvantaged and traditionally difficult to 

access and engage, poses tough questions as to how their needs 

can be assessed and managed effectively.

1.9.2 Older people with learning disabilities

Older people with learning disabilities form a very heterogeneous 

group with an increased risk of other health-related problems such as 

sensory impairments, physical disabilities and epilepsy (Holland and 

Moss, 1997). As such, the requirement for well-coordinated and 

integrated specialist health and social services is becoming 

increasingly recognised. Older people with learning disabilities are 

generally more able than their younger counterparts due to the 

effects of differential mortality rates (Holland and Moss, 1997) and
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studies have highlighted particular need in areas such as social and 

recreational activity and community living skills rather than activities 

of daily living skills (Gow & Chow, 1989; See et al 1990). However 

there is a high prevalence of psychiatric morbidity in older people 

with learning disability. Dementia, for example, is four times more 

common in older people with learning disability generally and occurs 

in the majority of older people with Down’s syndrome. Schizophrenia, 

affective disorder, anxiety disorders, challenging behaviour and 

pervasive developmental disorders are also common (Cooper et al, 

1998).

1.9.3 ‘Graduates’

The rate of closure of the large psychiatric hospitals means that 

significant numbers of elderly long-term inpatients will not live out 

their lives in hospital as predicted by Arie and Jolley (1982) and their 

needs for care demand special attention. One indicator of why 

special attention is required is the reported increased mortality rate 

after relocation of elderly long-term hospital inpatients (Jackson & 

Whyte, 1998). Some studies have highlighted that the care needs of 

some long-stay hospital residents were greater than existing 

community services could meet (Pryce et al, 1991). Other studies 

have shown different outcomes in transferring long-stay patients from 

hospital to community settings (Linn, et al 1985; Timko et al, 1993; 

Trieman et al, 1996). Rodriguez-Ferrera & Vassilas (1998) therefore 

conclude that it is the quality of the environment, not where it is, that
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matters in outcomes for older people. However, Bond (2000), in an 

editorial on the impact of staff factors on nursing-home residents, 

discusses the many difficulties in attributing specific factors in the 

complex organisational structures of nursing and residential homes 

to specific outcomes. For example, Shah et al (2000) were unable to 

show any significant correlation between environmental 

characteristics and aggressive behaviour in a study of Australian 

nursing homes.

1.9.4 Elder Abuse

The issue of abuse has been highlighted in the Council Report CR69 

(1998) particularly with regard to institutional care and Fisk (1997) 

points out that the overall prevalence of abuse of around 4% derived 

from population surveys is a significant underestimation of the extent 

of the problem as these surveys exclude the most vulnerable groups 

such as those in long-term care settings. Homer and Gilleard (1990) 

found that 45% of carers admitted to physical or verbal abuse or 

neglect in one survey. Abuse remains a very difficult area of need to 

assess because of its taboo nature and thus its tendency to be well 

hidden from public scrutiny.

1.9.5 Older people from ethnic minorities

Cochrane and Bal (1989) reported a number of important findings in 

a survey on immigrants to England as recipients of mental health 

care. They found an excess of diagnosed schizophrenia in people
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born in the Caribbean and a markedly increased rate of first 

admissions for schizophrenia compared to English-born subjects. 

However, for all diagnoses combined the admission rate of 

Caribbean-born people was much smaller than for native-born, 

particularly for personality disorders, alcohol abuse and neurotic 

disorders. There are a small number of reports on mental health 

service use of older people from ethnic minorities which suggest that 

as a group they are under-represented (Bahl, 1993; Blakemore & 

Boneham, 1994; Pharoah, 1994). Abas (1997) concludes that in 

order to deliver proper care we should be “focusing on needs-based 

assessment and ensuring that mainstream services can be flexible 

enough to take in the needs of an ethnically diverse population."

1.10 Background to this project

Because the older adult population is increasing and this trend is 

likely to continue for a considerable time yet, there is a growing 

awareness of the need for standardised assessment instruments in 

evaluating the care services aimed at older people. Organisations 

ranging from health and social services to governments and 

international bodies are eager to be able to survey and measure the 

demands such population changes are likely to have on limited 

resources.

The closer links between health and social services aimed at with the

introduction of the relevant legislation (House of Commons, 1990)
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leaves an obvious opening for the development of an appropriate 

instrument to help in the coordination of care for older people with 

mental health problems.

A survey of social service departments in England and Wales by 

Martin et al (1999) showed there were substantial national variations 

in the ways that needs assessments were done for older people with 

mental health problems. Such differences may lead to significant 

inequalities in the assessment of those needs and subsequent 

inequalities in the provision of care for this vulnerable group.

As Richards points out in a recent editorial (1998): At present 

assessment of “need” and the response to it is arbitrarily determined 

by individual local authorities - hence the wide geographical 

variations. The case for setting nationally agreed methods of 

assessment and criteria for eligibility for services is strong.

Martin et al (1999) had similar conclusions in their national survey. A 

needs assessment instrument for older people with mental health 

problems is one way to partly address the requirement for better 

coordination of services for this group and better standardisation of 

the elements of care.

The use of standardised instruments can also help in routine clinical 

practice. For example, old age psychiatrists in the UK tend to favour

71



Reynolds 2003 Chapter 1 Needs assessment and Mental Health Care for Older People

the use of standardised bedside cognitive assessment tools such as 

the Mini-mental State (Folstein et al, 1975) when assessing those 

with suspected dementia. In research settings systematic, 

comprehensive, easily comparable data sets are produced by studies 

that use the same core instruments.

As outlined earlier in this chapter, a limited number of instruments 

have been developed to measure population needs and the needs 

for services of older people with mental health problems, and to 

measure various aspects of carers’ needs. These have been tested 

to varying degrees on various indicators of reliability and validity. Few 

instruments exist to measure individual needs except those that 

concentrate on dementia. No instrument thus far has proved to be a 

‘gold standard' in this area.
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Chapter Two

Aims of this study

The aim of this body of work is to develop an instrument that acts as 

a comprehensive measure of needs for older people with mental 

health problems, has good psychometric properties and is easy to 

use by health and social care professionals. This new instrument 

aims to reach a number of stringent criteria:

• It should rate met and unmet need across all the main areas 

of need encountered by all older people with mental health 

problems, not just those with dementia, severe or long-term 

mental illness.

• It should allow recording of the levels of help given by formal 

and informal care agencies as well as levels of satisfaction 

with the type and amount of help.

• It should record separately the views of service users, their 

carers and staff members so that perceptions of need can be 

gleaned at the most important interface for practical and 

clinical help. Separate recordings for the main stakeholders 

allows for discrepancies and different opinions to be looked at 

in detail, thereby facilitating a more balanced and person- 

centred assessment, reflecting a shifting emphasis in health
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care from the paternalistic to the holistic and a recognition of 

the importance and validity of the views of the service user 

regarding their own particular needs. Registering these views 

as well as those of their carers and key staff members allows 

for a broader understanding of the needs and, if major 

differences are recorded, these can possibly be discussed and 

teased out in detail so that a consensus might be arrived at 

regarding the most appropriate interventions to meet those 

needs.

• It should be usable in all of the settings where older people 

with mental health problems are encountered.

• It should be an instrument that can be used by any member of 

a multidisciplinary team without formalised training.

• It should be completable in a suitably short time.

The rest of this thesis describes the extensive development process 

of this new instrument and gives comprehensive details on its testing 

in comparison to other standardised instruments, in various settings 

and at different times to ascertain the various components of its 

usability, validity and reliability.
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Chapter three

Methods

Chapter Summary
This chapter describes the sequence of events leading to the development of the 
Camberwell Assessment of Need for the Elderly (CANE) and the methodology 
employed to assess its psychometric properties.

3.1 Development
3.1.1 Initial Adaptation
3.1.2 CANOA pilot study
3.1.3 From CANOA to CANE

3.2 Procedure and sample
3.2.1 Reliability data
3.2.2 Validity data

3.3 Validity
3.3.1 Initial development - Gathering opinions & comments
3.3.2 Focus groups
3.3.3 Consensus conference
3.3.4 Delphi process
3.3.5 Quantitative validity
3.3.6 CANE pilot study

3.4 Reliability

3.5 Analysis

3.1. Development
The development sequence is much the same as that employed in 

most studies that are undertaken to develop a new instrument -  

background data is gathered by literature review, opinions of those 

with vested interests are sought both formally and informally and the 

emerging instrument is put through a consensus process before 

finally being objectively tested using a number of methods described 

below in detail.

3.1.1 Initial adaptation

The Camberwell Assessment of Need (CAN) was used as the 

template for the development of the Camberwell Assessment of 

Need for the Elderly (CANE). The initial adaptation was done in the 

Institute of Psychiatry by Dr. Melanie Abas, lecturer in the
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Department of Old Age Psychiatry. The first step in this process 

involved a literature review to get ideas about specific areas of need 

that might be included. Following this, a number of focus groups 

were convened. The groups were made up of patients in the Old Age 

Psychiatry Service of the Maudsley Hospital (users), some of their 

carers and professionals working in mental health care for older 

people, including Dr. Martin Orrell. The groups discussed the various 

areas of need covered in the CAN and the other areas suggested by 

the initial information-gathering. The groups were also used to 

generate new ideas and discuss these in detail. When all the group 

information was collated. Dr. Abas put together the Camberwell 

Assessment of Need for Older Adults (CANOA).

Box 3.1 Items covered in CANOA

1. accommodation
2. food
3. looking after the home
4. self care
5. daytime activities
6. physical health
7. mobility
8. continence
9. eyesight/hearing
10. memory
11. psychotic symptoms
12. psychological distress
13. information about condition and treatment
14. safety to self -  deliberate self harm
15. safety to self -  accidental self harm
16. abuse
7 7. integrity of others
18. alcohol
19. drugs
20. company
27. intimate relationships
22. sexual expression
23. caring for someone else
24. money
25. benefits
26. carer's need for information
27. carer's psychological distress
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The CANOA went through a number of drafts before a final version 

was agreed. This contained twenty-seven areas of need (25 for the 

user and two for the carer) (Box 3.1).

3.1.2 CANOA pilot study

Seventy African-Caribbean elderly people with mental health 

problems living within the inner city catchment area of the Maudsley 

Hospital made up the pilot sample. These were being interviewed in 

another study looking at cultural issues in instrument design. They 

were interviewed, using the CANOA, by a social worker (Courtney 

Phillips) who was working as a researcher with Dr. Abas. He was 

able to identify some small difficulties in using the CANOA generally 

but found no specific cultural problems in its application. The 

observations made were taken into consideration in the next phase 

of development.

3.1.3 From CANOA to CANE

This was the stage at which the author became involved in the 

project, working as a full-time Clinical Research Fellow in University 

College London, funded by a grant from the North Thames National 

Health Service Executive awarded to Dr Martin Orrell. A further 

literature search was conducted before setting about the next stages 

which involved more rigorously defined development and validation 

processes. In order to broaden the scope and relevance of the 

instrument, collaborators in other centres in the UK, the USA and
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Sweden were recruited. The development processes used were 

further focus groups, a consensus conference, a modified Delphi 

process and a further pilot study.

3.2 Procedure and Sample

3.2.1 Reliability Data

Data were collected on 55 cases for the inter-rater and test-retest 

reliability analysis. These data were collected by the author and four 

co-workers (two nurses and two psychiatrists) in a variety of settings 

in a psychiatry of the elderly service covering urban and rural settings 

in Hertfordshire and Essex (Out-patients Departments, Day 

Hospitals, acute psychiatric wards, continuing care and dementia 

assessment wards). Of these, 41 service-users, 53 staff members 

and 22 carers were interviewed initially with one of the four co-raters 

present while 40 service users, 53 staff and 18 carers were 

reinterviewed by the author on average one week later. Four carers 

were not reinterviewed because of logistical difficulties (making 

convenient appointment times with them within the designated time 

frame).

Prior power analysis indicated that with power set at 0.9 and 

significance level set at 0.05 we would need a sample size of around 

46 to demonstrate that a reliability (kappa) of 0.4 or above was 

different from zero. Table 4.8 shows details of the study sample.
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Service users, staff and carers were interviewed separately with 

interviewer and observer both rating responses. The interviewer and 

observer switched roles with alternate cases to minimise interviewer 

bias. A quarter of the service-users (n = 14) could not be interviewed 

and of these, 12 had moderate to severe dementia, one had chronic 

schizophrenia with clinical symptomatology that precluded interview 

(severe negative syndrome) and one had depression. Staff came 

from a variety of professional backgrounds, occupational therapy, 

social work, psychiatry but mainly psychiatric nursing. Sixty-seven 

per cent (n = 37) of service-users had an informal carer and 60% (n = 

22) of these were interviewed. Carers in all cases were spouses, 

partners or family members.

3.2.2 Validity data

The validity data include the reliability sample plus records collected 

in the other five centres (14 from Southport, 12 from Formby, 10 from 

North Wales, 6 from Sweden and 4 from the USA) making a total of 

101 cases. Much of the validity was assessed concurrently with the 

development process.

3.3 Validity

Some aspects of validity were assessed concurrently with the 

development process (face, consensual and content validity) while 

others relied on analysis of the gathered data (concurrent, criterion, 

construct validity). The items for eventual inclusion in CANE were
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drawn from previous research (via literature review), the 

development work of the CANOA and the consensus methods 

described below.

3.3.1. Initial Development - Gathering opinions & comments

Formal meetings were held with health care and social care 

professionals working with older people with health problems, carers 

and service users. These were used to generate ideas about the 

specific topics to be included as well as the most appropriate ways to 

word the questions on the various topics. I had separate meetings 

with two Geriatricians and one General Practitioner who were 

canvassed to give opinions on aspects of physical health care. Two 

occupational therapists who work exclusively with older people with 

mental health problems were canvassed to give ideas on daily living 

skills. Several carers who looked after patients attending a day 

hospital for older people with mental health problems gave details on 

their priorities and so on. There were also numerous less formalised 

settings when the subject was discussed with the various 

stakeholders (during staff meetings, breaks in academic meetings 

etc), supplementing the more formal methods of information 

gathering. A document listing the various potential items to be 

covered in the needs assessment instrument was used as a starting 

point for these discussions. This was essentially the list of items 

covered in CANOA (see box 3.1).
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3.3.2 Focus groups

Focus groups were a more formalised way of gathering ideas and 

opinions on the scope of topics to be covered by CANE. These were 

particularly helpful in getting the opinions of service users. Focus 

groups are a form of group interview that capitalises on the 

communication between participants in order to generate data. They 

can be very useful in health research as they do not discriminate 

against those who are illiterate and they can encourage the 

participation of those who may otherwise feel they have nothing 

useful to say (Kitzinger, 1996). They allow information to be gleaned 

from less formalised communication (the banter, joking, anecdotes 

and arguments of participants) which can be advantageous when 

trying to elicit peoples’ attitudes and ideas which may not necessarily 

be best described by them in one-to-one interview sessions. This 

form of communication also allows the data collection in focus groups 

to be particularly sensitive to cultural variables. Some disadvantages 

to focus group techniques include the possibility that a dominant 

group member will intimidate others and therefore hinder the free 

expression of ideas. Similarly the group may spend much time 

debating unrelated material if the agenda is not clear. These sorts of 

problems may be prevented to a certain degree if the facilitator is 

experienced in group dynamics and able to steer the group in a 

particular direction. The ethical issues include the question of 

research confidentiality which is compromised to a certain degree in
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a group situation and the difficulty in interpreting the group responses 

of ‘captive’ populations such as the residents of nursing or residential 

homes who may feel too intimidated by the setting or their 

perceptions of the possible consequences of being open in 

discussion (for example fearing retribution if critical of care).

Originally used in communication studies to explore the effects of 

films and television programmes (Merton et al., 1956), focus groups 

are commonly used to examine public understanding of health 

education (Basch, 1987) and are a useful device in examining 

people’s ideas regarding health and social needs (Murray et al., 

1994). As well as facilitating culturally-sensitive research, focus 

groups can be very helpful when researching sensitive taboo or 

stigmatised subjects as the common shared experiences of the 

participants can allow them to feel freer to speak while the group 

remains a ‘container’ for the emotion. The focus group method may 

also help participants develop a degree of autonomy and 

empowerment by allowing them to critically appraise a service or 

construct with a new degree of confidence. This is particularly 

important when dealing with groups of people who may feel 

particularly marginalised, disenfranchised and disempowered such 

as those with long-term mental health problems.

A theoretical sampling model was used to select group composition. 

The aim was to get representation from a wide opinion base. As the
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focus groups were held in a day hospital for older people with mental 

health problems, these ‘naturally occurring’ groups were restricted in 

composition to those working in or attending the unit. However this 

allowed a good representational base as one group (staff) was made 

up of a psychiatrist, two psychiatric nurses, an occupational therapist 

and a care worker and the two user groups were made up of people 

with organic and functional disorders (an “organic” group composed 

of four people with mild dementia and a “functional” one comprising 

three people with recurrent or chronic depressive disorders, one with 

a personality disorder and one with chronic schizophrenia).

The facilitator (the author in one and an experienced nurse manager 

in the other two) of the groups made notes on a flip-chart to feed 

back the discussion and check accuracy with the group members. 

These notes were summarised into salient points and were then 

used to inform the development process.

3.3.3 Consensus conference

The conference was not of the size and scope of the consensus 

development conferences developed by the National Institute of 

Health in the United States and adopted and modified by other 

countries over the years (McGlynn et al., 1990). Consensus 

development conferences tend to be nationally arranged conferences 

that have 6 months to a year of pre-planning and generally involve
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detailed prior briefing of the panel members. They are used in many 

countries to assess the uses of medical technologies. Most 

conferences have a public forum component (with audiences of 

around 200 on average) and most take place over two and a half 

days with the consensus statement modified or written in an all-night 

session starting on the second day. The panel makes the final 

consensus decision in most countries (except Switzerland where the 

chair is responsible for the final decision) though usually no formal 

voting procedure is undertaken (McGlynn et al., 1990).

Despite the lack of adherence to the more formalised structure of a 

consensus development conference as originally devised by the 

National Institute of Health (NIH), the results of the conference are 

not likely to be any less valid. McGlynn et al., (1990) found quite a 

lot of variance between the way such conferences are conducted 

across the world and note that despite the use of the NIH model 

around the world, it has never been shown to produce replicable 

results or to be preferable to other models of consensus generation. 

The CANE consensus conference was conducted along similar lines 

to the main process in the NIH model but substantially adapted and 

modified so that it became part of another consensus method, the 

Delphi method (see below -  section 3.3.4). Thus, delegates were 

invited and given some information on the topic on which we were 

hoping to develop a consensus (the items to be included in a needs 

assessment instrument for older people with mental health
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problems). Each delegate had been previously given a questionnaire 

detailing the items proposed for inclusion in CANE. They were asked 

to rate the importance of each of these items on a five-point scale.

Fifty-five people were nominated as our consultation network and 

invited from around the UK. Of these, thirty-eight attended. There 

were experienced senior health and social care professionals, 

health/social work managers and members of voluntary 

organisations representing most areas of expertise in care of older 

people. The conference delegates therefore included general 

practitioners, psychiatrists, psychologists, social workers, community 

psychiatric nurses, senior registered mental nurses, occupational 

therapists, managers of mental health services for older people, a 

day centre manager and representatives from the Alzheimer’s 

Society and Age Concern. The conference was held on December 

12̂ * 1996 in the Institute of Psychiatry, London.

The conference began with introductory talks to put the subject in 

context: Dr. Martin Orrell (Reader in Psychiatry of Ageing in 

University College London) gave an introduction entitled Assessing 

needs in the elderly mentally ill] Professor Graham Thornicroft 

(Professor of Community Psychiatry in the Institute of Psychiatry, 

London) spoke on The development of a standardised scale to 

assess the needs of psychiatric patients and Professor Bob Woods
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(Professor of Clinical Psychology of Old Age, University of Wales, 

Bangor) gave a talk entitled Do older people have different needs?

This was followed by two separate one-hour workshop sessions 

when delegates were divided into three groups and asked to 

consider how to modify a section of the draft version of CANE in 

detail, discussing the relevance of the item and specific details of 

wording in the related questions and examples given on each item. 

The groups were arranged, as far as practically possible, so that 

specific experts had opportunity to discuss their subjects of expertise. 

Thus the general practitioner was in the group discussing the topics 

relevant to physical health care, the social workers and day centre 

manager were in the groups concentrating on topics related to social 

care, the psychiatrists, psychologists and community psychiatric 

nurses were responsible for topics covering aspects of mental health 

care. Each group was facilitated by either the author. Dr. Orrell or 

Professor Woods.

Group A/D discussed items 1-9 in CANOA, \.e.,Accommodation,

Food, Looking after the home. Self care. Daytime activities, Physical 

health. Mobility, Continence and Eyesight/hearing.

Group B/E discussed items 10-18 of CANOA, i.e.. Memory, 

Psychotic symptoms. Psychological distress. Information, Safety -  

deliberate self harm. Safety -  inadvertent self harm, Abuse, Integrity 

of others and Alcohol.
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Group C/F discussed items 19-27 of CANOA and were also asked to 

consider whether the items dropped from the CAN [Transport, 

Education and Telephone) should be reconsidered for inclusion. The 

CANOA items were Drugs, Company, Intimate relationships. Sexual 

expression, Caring for someone else, Money, Benefits, Carers' need 

for information and Carers' psychological distress.

Each workshop session was followed by a half-hour session for feed

back and discussion with the whole conference. Consensus 

agreement was thereby reached on the items to include in CANE and 

very helpful details were gathered on the most acceptable wording 

used in the instrument’s questions and examples. This was all 

collated and used in the preparation of the penultimate draft of CANE 

which was circulated a month later to the delegates again for final 

comments.

3.3.4 Delphi Process

The Delphi process is a consensus method that takes its name from 

the Delphic oracle of ancient Greece and proceeds in a series of 

rounds (Pill, 1971). The first round consists of either a group of 

experts, the participants, being invited to give opinions on the topic 

for consensus or the group being selected to participate in 

subsequent questionnaire rounds.
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The Delphi process employed to develop consensus regarding the 

areas of need to be included in CANE was slightly modified and 

involved generating a consensus from a group of experts where the 

starting point was the list of items generated from the preceding 

development process (i.e. CANOA). In this project therefore, this first 

round was the development of the CANOA prior to the consensus 

conference and the selection of the fifty-five people who formed our 

network of experts. The items were put together in a questionnaire 

(Appendix 6) for circulation to these chosen experts, for the 

subsequent question rounds.

The second round involves participants ranking their agreement on 

the questionnaire. The rankings are then summarised and included in 

a repeat version of the questionnaire. Of the fifty-five invitees to the 

consensus conference only thirty-eight attended. The questionnaires 

from these and those others who replied were collected and 

examined along with the completed questionnaires from other groups 

(carers and service users). The Delphi in this case did not consist of 

the re-ranking in light of group responses but rather involved the 

reassessment of the CANE instrument in detail via the workshop 

sessions of the conference as described earlier (Section 3.3.3). 

Jones and Hunter (1996) describe the Delphi process being modified 

in some situations where a round is included in which the participants 

meet to discuss the process and resolve any ambiguities or
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uncertainties. The conference in the development of CANE is an 

example of such a modification.

The third round of the Delphi process involves participants re-ranking 

their agreement in the light of the general response. If an acceptable 

degree of consensus is arrived at, the process is complete. If not, the 

rounds are repeated until acceptable consensus is obtained. In this 

case the third round involved inviting the conference delegates to 

comment on the penultimate draft of CANE which was prepared 

following collation of the conference and questionnaire data.

3.3.5 Quantitative validity

Validity, the inherent quality that means an instrument is measuring 

what it’s meant to measure, is divided into a number of different sub

categories (Bowling, 1997). In the present study, the first three of 

these, face validity, content (or sampling) validity and consensual 

validity, are assessed during the development process of this new 

instrument. Face validity is a very superficial measure. It refers to the 

investigator’s subjective assessment of the instrument: does it look 

like it covers what it’s supposed to cover? Content or sampling 

validity is also a theoretical concept but more in depth than face 

validity. It is usually decided by getting several views on whether the 

instrument’s content appears, in a balanced way, to examine and 

comprehensively include the full scope of the characteristic or 

domain it is meant to measure. Consensual validity is similar and

89



Reynolds 2003 Chapter 3 Methods

also a theoretical concept, but refers to the degree to which a 

number of ‘experts’ agree that the instrument is doing what it is 

meant to do.

The ‘quantitative’ types of validity are criterion and construct validity. 

Criterion validity is evaluated by checking the correlation of the 

measure with another criterion measure which is generally accepted 

as valid (the gold standard’). As this is not always possible (due to 

lack of gold standards in many areas of inquiry) a proxy measure is 

often used instead. Criterion validity is divided into two types, 

concurrent and predictive. Concurrent implies there is independent 

corroboration that the instrument is measuring what it intends to 

measure and predictive implies the instrument is able to predict 

future changes in key variables in expected directions. Construct 

validity is the extent to which the instrument tests the hypothesis or 

theory it is measuring. Convergent construct validity is a measure of 

how the scale correlates with related variables and divergent (or 

discriminant) validity requires that the construct should not correlate 

with unrelated variables.

The data for the quantitative validity part of the study were gathered 

from all of the sites (UK, USA and Sweden). The following 

instruments were used as comparative measures to help establish 

criterion validity: The 12 item General Health Questionnaire (GHQ- 

12; Goldberg, 1978) was used as a measure of carer stress; the
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Barthel Activities of Daily Living Index (Wade & Collin, 1988) as a 

measure of functional ability; the Medical Outcomes Study 36-Item 

Short-Form Health Survey (SF-36; Ware & Sherbourne, 1992; 

McHorney, Ware & Raczek, 1993) as a quality of life instrument and 

the Behaviour Rating Scale from the Clifton Assessment Procedures 

for the Elderly (CAPE-BRS; Gilleard & Pattie 1979) as a measure of 

dependency.

The 12 item General Health Questionnaire (GHQ-12; Goldberg, 

1978) is one of a number of versions of the GHQ, a self-rating 

instrument that has been extensively used and evaluated in studies 

on minor mental disorders. It has been used mainly as a screening 

instrument to identify potential caseness' of psychiatric morbidity and 

has excellent sensitivity and specificity when used correctly.

The Barthel Activities of Daily Living Index (Wade & Collin, 1988) is a 

scale that has ten areas of function which are marked (usually by a 

staff member or carer) to produce a number out of a maximum of 

twenty to give a measure of functional ability. It addresses the basic 

areas of functioning regarding self-care, continence and ability to use 

the toilet and degrees of mobility. It has been extensively studied and 

is a valid and reliable instrument to measure physical disability 

(Wade & Collin, 1988).
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The Medical Outcomes Study 36-Item Short-Form Health Survey 

(SF-36; Ware & Sherbourne, 1992; McHorney, Ware & Raczek, 

1993) is a quite detailed instrument for self-rating that, on analysis 

using a set of equations, gives a number of complicated sub-scale 

measurements of the subjects self-assessment and perceptions of 

his or her state of health, physically and psychologically. The SF-36 

has been extensively studied in large sample populations in the 

United States and in the UK, and demonstrates adequate validity and 

reliability (Jenkinson, Layte, & Lawrence, 1997; Ware & Sherbourne, 

1992; McHorney, Ware & Raczek, 1993) but does attract some 

criticism or words of caution in interpreting some of the sub-scale 

data (Simon et al., 1998). In this study we wanted to see if the needs 

as measured with the CANE would correlate with SF-36 in a number 

of domains that conceptually correspond with quality of life.

The Behaviour Rating Scale from the Clifton Assessment Procedures 

for the Elderly (CAPE-BRS; Gilleard & Pattie 1979) is another well- 

studied, valid and reliable instrument that measures eighteen 

behaviours on four sub-scales (physical dependancy, apathy, 

communication difficulties and social disturbance) and also rates the 

eyesight and hearing ability of the subject. It is completed by a staff 

member or carer and correlates well with levels of dependency. We 

wanted to see if level of need also correlated with level of 

dependency and therefore included it in our data pack.
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3.3.6 CANE pilot study

The penultimate draft, prepared after the consensus conference, was 

used to interview ten patients in an Old Age Psychiatry Day Hospital, 

their key staff members and some of their carers. This allowed 

assessment of the usability of the new instrument after a number of 

changes had been made to it and gave some indication of how the 

flow of the interview progressed with the item order. The previous 

draft (the CANOA) had already undergone an extensive pilot study 

and the parent instrument, the CAN had also been extensively 

assessed. As the CANE was very similar in its overall construction to 

these latter two, it was felt that the pilot study would only need to 

concentrate on these ‘wording’ aspects of the instrument. The final 

draft (CANE version II -  see Appendix) was prepared following these 

interviews. This was essentially the same document as that resulting 

from the conference except for some minor changes in wording and 

item order to clarify some areas and make it more ‘user-friendly’.

3.4 Reliability

Reliability indicates how well an instrument is measuring what it is 

supposed to measure. It refers to the reproducibility of the 

instrument, how homogeneous and consistent it is and how free it is 

of random error. It is usually tested by getting a number of different
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raters to rate the same item with the instrument (inter-rater reliability) 

and by rating the same item after an interval of time during which the 

thing being measured is unlikely to have changed (test-retest 

reliability).

A theoretical sampling model was used. This systematic non- 

probabilistic sampling is the most ideal for this sort of study where 

resources and time would not allow for random sampling. Thus, the 

objective of sampling was to recruit as many people with as varied a 

range of psychiatric morbidity and other demographic variables as 

possible while reflecting the general ratios encountered in clinical 

practice and to ideally have these people seen in a range of settings 

also encountered in a typical clinical setting. Much of the initial 

development work had been done with the nurse manager of a day 

hospital for older people with mental health problems in 

Hertfordshire. She was able to identify a sample of attendees who 

represented a wide range of the criteria. Others were recruited from 

the other parts of the service, again trying to get as many different 

criteria represented as possible.

Consent was obtained verbally, though all participants were given a 

detailed information sheet on the study, outlining its aims and the 

procedure involved. Further verbal information was given and all 

carers had the opportunity to ask questions and discuss any 

concerns with the author.
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None of the sample refused to participate. There are several likely 

reasons for this. One is that a large number of the subjects had prior 

knowledge of the development work going on from knowing about or 

participating in the initial development work (focus group discussions, 

completing questionnaires) and were therefore interested in 

participating. Another possibility is that the area of inquiry is of 

particular interest to the target population (we were asking them a lot 

of questions that seemed very relevant to their own situations). In 

one or two cases, when interviewing patients with moderately severe 

dementia there was some possible ambiguity over the issue of valid 

consent. This ethical dilemma was solved by applying the principal of 

doing no harm. If the person appeared to be giving verbal consent 

and was answering questions without any distress, then it was felt 

that consent was given.

One patient with dementia and one with schizophrenia had to be 

interviewed in two stages because of getting slightly agitated during 

the interview, a factor of their mental state at the time rather than any 

annoying qualities of the instrument as evidenced in their ability to 

complete the interviews later without distress or agitation.

3.5 Analysis

Data for the validity and reliability studies were analysed using the 

Statistical Package for Social Sciences (SPSS, 1993; Windows
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version 6.0) software. Cohen’s Kappa coefficient (Cohen, 1960) and 

percentage complete agreement were calculated to assess the 

degree of agreement between binary variables for test-retest and 

inter-rater reliability. Kappa gives a theoretically more accurate 

measure of the degree of agreement as it takes into consideration 

the possibility of agreement occurring by chance and thus some 

items might have high percentage agreements on reliability testing 

while the Kappa statistic relates a more realistic measure that may 

be considerably lower. A Kappa of 1.0 would indicate perfect 

agreement. There are various levels given to indicate what kappa is 

excellent, good, moderate and poor (Fleiss, 1981), discussed in 

detail in Chapter 3, Section 3.4. Intraclass correlations, based on 

analysis of components of variance, were used to compare inter-rater 

and test-retest reliability of summary scores. Confidence intervals 

(95%) were calculated for mean values and for the main reliability 

coefficients.

Each item in the research version of CANE has five sections (See 

Appendix 1). Section One determines whether a need exists and 

rates it as met or unmet. Sections Two and Three rate the level of 

help received from family and friends and statutory services 

respectively and Section Four rates whether the right type of help is 

given and the patient's satisfaction with the amount of help . Section 

Five allows space to record a description of the needs and care 

requirements. If no need exists. Sections Two to Five are not
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completed. The measurements of agreement in this study are based 

on Section One.
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Chapter Four

Results

Chapter Summary
This chapter sets out the results of this study under a number of headings. First, 
results of the various development and consensus methods are presented. Then 
the resultant version of CANE following this extensive development and consensus 
process is outlined, giving details of all the items included and the range and scope 
of enquiry on each item. The results of the main validity and reliability study are 
then presented before looking at other aspects of the study in more detail.

4.1 General qualitative results
4.1.1 Revision of CANOA

4.1.1.1 Focus Groups
4.1.1.2 Consensus Conference workshops
4.1.1.3 Comments from questionnaires
4.1.1.4 Comments from other sources

4.1.2 Modifications during the development
4.1.2.1 Adding a rating box for carer
4.1.2.2 Changes in the wording
4.1.2.3 Versions leading to Revised Version II
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4.1 General qualitative results

This section describes the qualitative changes that occurred during 

the development of the final version of the CANE which was then 

used in the reliability study and further validity testing.
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4.1.1 Revision of CANOA

The Camberwell Assessment of Need for Older Adults (CANOA), a 

27-item scale, was the template used for discussion in the focus 

groups and in the Consensus Conference workshop groups. The 

main change made was to condense the items sexual expression 

and intimate relationships to one item, intimate relationships. The 

other 26 items were further refined during the conference and more 

appropriate wording and emphases were suggested for inclusion in 

the CANE. Considerable alterations were made also to the order of 

the items so that an interview using the scale would proceed in a 

structured and logically sequential way. Actual changes and 

elaborations made are detailed in the following sections.

4.1.1.1 Focus Groups

The three focus groups (one with staff and two with service users 

attending a mental health day hospital) used the CANOA as the 

template for discussion. General agreement occurred about inclusion 

of most of the items but some members of staff and one service user 

wondered about the appropriateness of including the item sexual 

expression as well as having reservations about some of the 

wording. All groups commented on the comprehensiveness of the 

range of needs covered though the staff group also suggested the 

inclusion of other items, sleep and religious and cultural needs. 

Users suggested adding religious needs. The staff group spent some
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time discussing the detail of possible sample questions for inclusion 

as guides when using the scale. Some of the aspects of wording 

were considered insensitive and at times offensive by some service 

users. Again, the item Sexual expression was a point of contention 

for one service user who was not too embarrassed or reserved to 

discuss it (most users were visibly uncomfortable with discussing the 

topic). He noted that asking an octogenarian How is your sex life? 

might be received with a less than enthusiastic response and pointed 

out that this area might be more sensitively addressed.

4.1.1.2 Consensus Conference workshops

The three workshop groups formed during the consensus conference 

gave rise to multiple alterations to aspects of the wording in most of 

the items covered in the research version of CANE. Examples of 

these changes are tracked in the following tables which summarise 

some of the main changes made due to the conference deliberations 

(see below). The first of these shows the areas considered in detail 

by group A/D. Extra areas of need suggested for inclusion by Group 

A/D were Holidays, Advocacy/liaison, Telephone/Communications, 

Transport, Language (translation services) and Spiritual and Cultural 

needs. Transport and Telephone are discussed in more detail below. 

The other items did not generate overall consensus to be included in 

CANE.
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Table 4.1 Examples of changes developed by Group A/D

item CANOA Draft CANE

Accommodation Does the person lack a current 
and appropriate . . .

Does the person have an 
appropriate.. .  (question 
emphasis changed from 
negative to positive)

Person living in sheltered or 
residential accommodation.

Person living in sheltered, 
residential accommodation or 
continuing care in hospital.

Food Minimal change from CAN Minimal change

Looking after the home Minimal change from CAN Minimal change

Self care Minimal change from CAN Minimal change

Daytime activities In full time employment or 
adequately occupied with 
household/social activities

Adequate social, work or leisure 
activities.

No employment of any kind and 
not adequately occupied with 
household/social activities.

No adequate social, work or 
leisure activities.

Physical health Does the person have any 
physical illness or drug side 
effects? (physical disability 
dropped from CAN and drug 
side effects added instead)

Does the person have any 
physical illness? (information 
about drug side effects gleaned 
from Drugs item later)

Untreated physical ailment, 
including side-effects.

Untreated serious physical 
ailment. Terminal illness. 
Awaiting major surgery.

Accompanied to doctor. Accompanied regularly to 
doctor/clinics.

Daily help with going to the 
toilet, eating or mobility.

Daily help with condition arising 
out of physical health problems, 
e.g. living with relative while 
convalescing or ill.

Frequent hospital appointments. 
Alterations to home.

Inpatient admissions. 24-hour 
nursing care.

Mobility Does the person have restricted 
mobility or frequent falls?

Does the person have restricted 
mobility, falls or any problems 
using public transport? (item 
Mobility has been exploded to 
include the item Transport from 
CAN)

Continence New item, not in CAN. Minimal change

Eyesight/hearing. New item, not in CAN. Minimal change

There was an initial suggestion in Group B/E (see Table 4.2) to use 

the term Cognitive impairment instead of Memory but the consensus 

was that memory would be a more understandable term for most
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people who may be using the CANE. As memory is the first thing that 

most people think of in relation to dementia and a relatively easy 

thing to enquire about, it was deemed more appropriate even though 

it did not fully cover the concept of cognitive impairment as seen in 

dementia disorders.

Table 4.2 Examples of changes developed by Group B/E

item CANOA Draft CANE

Memory Occasional lapses, recalls 
themselves.

Clear deficit in recalling new 
information, loses belongings, 
patchy disorientation.

Occasionally forgets but 
remembers later.

Clear deficit in recalling new 
information: loses things; 
becomes disorientated in time 
and/or place.

Psychotic symptoms Do you ever hear voices or have 
problems with your thoughts?

Are you on any medication or 
injections? What is it for?

No positive symptoms, not at 
risk from symptoms and not on 
medication.

Medication reviewed more than 
three monthly, structured 
psychological therapy.

Do you ever hear voices, see 
strange things or have problems 
with your thoughts?

Are you on any medication for 
this?

No definite symptoms. Not at 
risk or in distress from 
symptoms and not on 
medication for psychotic 
symptoms.

Mental state and medication 
reviewed more than three 
monthly. Frequent specific 
therapy e.g. day hospital, high 
CPN input.

Psychologicai distress Have you recently felt very sad 
or low?

Has opportunity at least weekly 
to talk about distress to friend or 
relative.

Have you recently felt very sad 
or fed up?

Has opportunity at least weekly 
to talk about distress and get 
help with coping strategies.

Information Has received and understood 
adequate information.

Regular liaison with doctors or 
groups such as MIND by friends 
or relatives.

Has received and understood 
adequate information. Has not 
received but does not want 
information. Advanced stage of 
dementia precludes need.

Regular liaison with mental 
health staff or voluntary groups 
(e.g. AIzheimers’ Society) by 
friends or relatives.
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Safety -  deliberate self 
harm

No suicidal thoughts.

Has expressed suicidal ideas 
during last month or has 
exposed themselves to serious 
danger.

No thoughts of self-harm or 
suicide.

Has expressed suicidal intent, 
deiiberately neglected self or 
exposed self to serious danger 
in the last month.

Safety -  Inadvertent self 
harm

Under supervision due to 
potential risk.

Help with dangerous behaviour 
weekly.

Help with dangerous behaviour 
more than weekly.

Specific supervision or help: e.g. 
memory notes or prompts.

Periodic supervision, weekly or 
less.

Supervision on 3-5 days a week.

Safety - Abuse Abuse

Regular support.

Abuse/neglect

Regular support; occasional 
respite.

Integrity of others 
(becomes Behaviour in 
final draft)

Integrity of others.

Is the person threatening, 
interfering or objectionable to 
others?

No history of threatening or 
objectionable behaviour.

Disturbance of others (later 
changed to single item 
Behaviour).

Is the person’s behaviour 
dangerous, threatening, 
interfering or annoying to 
others?

No history of disturbance to 
others.

Alcohol Does drinking cause you any 
problems? Do you wish you 
could cut down your drinking?

No problem with controlled 
drinking.

Told to cut down.

Do you drink alcohol? How  
much? Does drinking cause you 
any problems? Do you ever feel 
guilty about it? Do you ever wish 
you could cut down your 
drinking?

Doesn’t drink or drinks sensibly. 

Advised to cut down.

For the item Psychological distress a suggestion came from the 

psychiatrists in the group to include some possible indicator of 

seriousness of distress like the presence of somatic symptoms or 

anhedonia (as symptoms of significant depression which often form 

the presentation of depression in older people). However this was not 

included as it was deemed too specific and probably not user-friendly 

enough. The item Information was refined to include relevance to 

those with dementia disorders. The item Safety -  Abuse was

103



Reynolds 2002 Chapter 4 Results

Table 4.3 Examples of changes developed by Group C/F

item CANOA Draft CANE

Drugs Does the person have problems 
with drug abuse?

Do you take drugs that aren’t 
prescribed?

No dependency or abuse of 
drugs.

Does the person have problems 
with medication?

Do you have any problems (e.g. 
side effects) with medication?

No problems with medication.

Company No change from CAN

Low help: Given advice about 
social clubs.

Moderate help: Day centre or 
community group up to 3 times 
per week.

High help: Attends day centre 4 
or more times per week.

Addition of more relevant 
examples of social contact (eg 
lunch clubs as well as day 
centres) and different levels of 
help in the examples of help 
from local services, as below:

Occasional visits from 
befriender or voluntary worker. 
Referral to day centre.

Regular attendance at day 
centre; regular luncheon club, 
organised social activity.

Day centre attendance or social 
home visits 3 or more times a 
week.

Intimate relationships Does the person have any 
difficulty in finding a partner or in 
maintaining a close 
relationship?

Do you have a partner? Do you 
have problems in your 
partnership/marriage?

Couple therapy, social skills 
training.

Does the person have a partner, 
relative or friend with whom they 
have a close emotional/physical 
relationship?

Do you have a partner relative 
or friend you feel close to? Do 
you get on well? Are there any 
relationships that cause you 
difficulty?

Intensive support. Specific 
therapy (e.g. marital or 
bereavement counselling)

Sexual expression See below See below

Caring for someone else Are there any children or 
grandchildren under 18 , or any 
sick relatives that you are coring 
for?

Children in care . . .

Is there anyone that you are 
caring for?

Respite care . . .

Money Do you have any difficulty 
managing your money, like 
paying bills or working out 
change? Are you able to pay 
your bills? Do you need any 
help?

Calculating weekly budget. 
Assists regularly with money 
matters.

Complete control of finances.

Do you have any difficulty 
managing your money? Are you 
able to pay your bills?

Calculating weekly budget. 
Collecting pension.

Complete management of 
finances, power of attorney.

Benefits Minimal change from CAN Minimal change

Carers' need for 
information

New item, not in CAN. Minimal change

Carers ’ psychological 
distress

New item, not in CAN. Minimal change
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expanded to include specifically the concept of abuse by neglect. 

The item Integrity of others was initially changed to Disturbance of 

others and later simplified to just Behaviour.

The sections modified by groups C/F are shown in Table 4.3. The 

item Drugs was altered considerably during the conference. The 

emphasis in the CAN and CANOA was on drug abuse while the 

consensus generated at the conference was that the emphasis 

should be on medications and potential problems with medication, 

but allowing for the recording of problems with drug misuse if 

appropriate. Intimate relationships were further defined in Group 

C/F’s discussions to include the possibility of recording problems 

within relationships with relatives or friends to allow for the likelihood 

that many service users would be widows or widowers. The addition 

of bereavement counselling in the second and third sections also 

reflects the age group. Though not at first endorsed by the group, the 

items Intimate relationships and Sexual expression were 

amalgamated in the consensus to form one item, Intimate 

relationships. Thus, though the group originally worked on much of 

the wording in the item Sexual expression, the final consensus was 

to include intimacy and physical contact within Intimate relationships. 

The issue of power of attorney was introduced into the second and 

third sections of the item Money to reflect the possible specific need 

in this age group. Though there was minimal change made to the 

item Benefits, the group suggested that an information handbook
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could be prepared to accompany the CANE and thereby adding the 

text See list o f  benefits in handbook would ensure the question on 

benefits would not be redundant in the asking.

Group C/F were also asked to consider whether the items dropped 

from the CAN (Transport, Education and Telephone) should be 

reconsidered for inclusion in CANE. Transport became part of the 

exploded item Mobility. The general consensus regarding Education 

was that it was not as relevant in a needs assessment instrument for 

this age group as it would be in a population of school or employment 

age. While having access to and being able to use the telephone was 

felt by many to be an important area of need, the overall consensus 

was to leave it out of CANE. It was felt that the significant 

lengthening of the instrument to include this item would not be 

justified and it could be included instead as an optional item for local 

use (there was a general feeling that the research version of CANE 

could eventually have optional extra pages to include locally-relevant 

items of need depending on its use).

Group C/F also strongly advocated the inclusion of a specific rating 

box for the Carers (up to this the CANOA was laid out so that only 

staff and service user could rate items) and this was endorsed 

unanimously by the consensus conference. However the inclusion of 

a specific rating for carers was one of the aims of the project at the 

outset (see Chapter 2). Conference delegates found the wording in
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some of the sections of CANOA to be patronising or potentially 

offensive; e.g. ‘'Appearance may be eccentric" was dropped from the 

item Self care and “objectionable" was changed to “annoying" in the 

item on Behaviour. The result of the conference delegates’ attention 

to the potential meaning of words was that the resultant instrument's 

questions and prompts were written with due sensitivity.

4.1.1.3 Comments from questionnaires

The boxes below give a selection of the range of comments and 

suggestions proffered by service users, their carers and the experts 

in health and social care of older people who returned 

questionnaires. Unfortunately, as questionnaires were delivered in an 

ad hoc way (handed to users, staff and carers when the opportunity 

arose as well as being sent out to the other centres for 

dissemination), it is not possible to report on the response rate. 

However, as the respondents are from the varied professions 

working with older people and from service users with different types 

of mental health problems as well as their carers, it is reasonable to 

assume that the sample is relatively representative.

Box 4.1 Questionnaire - Sample of comments from service users (n=24)

Excellent -  covers a ll vital areas.

Kindness and understanding is what I  need.

Pretty clear and very good.

Feel research is a good idea.

Happy with it.
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Box 4.2 Questionnaire • Additional topics suggested by service users (n=24)

Sexual drive (libido)

Past experiences

Prejudice

Confidentiality

Box 4.3 Questionnaire - Sample of comments from experts (n=52)

I  am in principal concerned about the way these scales stress what people cannot do rather than what is needed to 
help them do more.

Looks very good!

Scale is highly Judgmental

Sexual expression -  our clients also have main problems with inappropriateness o f sexual advances 

This is a welcome extension o f CAN which has been long awaited 

A ll areas relevant and appropriate to our client group

At last something that is designed specifically fo r  over 65 group instead o f just making do ' and fitting them into 
less specific assessment tools.

Longwinded but comprehensive

Define need

All topics on this cpiestionnaire are very important and cover day to day living.

Box 4.4 Questionnaire - Additional topics suggested by experts (n=52)

Sleep

I  wonder whether there needs to be more on cognition

Assessment o f risks

Privacy

Religion/spiritual needs 

Culture

Carer's health/physical distance/memory’/support/integrity

Communication

Literacy

Box 4.5 Questionnaire - Sample of comments from carers (n=18)

Every topic will be extremely important from the carer's perspective 

All the needs are very important to ageing folks
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Box 4.6 Questionnaire - Additional topics suggested by carers (n=18)

Stimulation

Exercise

Ability to concentrate

Communication between different care seiwices 

Sunshine and fresh air 

Back to basics in learning

Protection from 'cold-callers ’ (telephone and doorstep)

4.1.1.4 Com m ents from other sources

The author held a number of meetings with people representing 

aspects of health and social care of older people, two consultant 

physicians in elderly health care, a general practitioner and a 

member of a local Alzheimer Society. Further constructive 

discussions were held in telephone conversations and 

correspondence via post and email with the people who were 

heading up the study projects in the five other sites (North Wales, 

Liverpool and Southport in the UK, Jonkoping in Sweden and 

Lebanon in Pennsylvania, USA).

When talking with the consultant physicians and general practitioner, 

the emphasis was on discussing the items related to general health; 

Physical health, Mobility, Continence, Eyesight/hearing and Drugs 

with some discussion on Memory, Psychological distress and 

Alcohol. The Alzheimer Society representative was understandably 

more focused on Carer items as well as Memory, Daytime activities. 

Safety (both inadvertent self-harm and abuse) as well as other 

practical aspects such as Self care, Accommodation, and Daytime
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activities and Company. One consultant physician pointed out that 

the causes of falls are not generally related to mobility and therefore 

a confounding variable in the item on Mobility. However, the main 

issue is to highlight the need (whatever the cause) so falls remain 

one of the areas explored in the item Mobility. The wording in the 

item Continence was further modified following discussions with one 

physician, leading to a more practical hierarchy of help in sections 2 

and 3. In the item Drugs it was suggested that a good prompt 

question to add was How many different tablets are you on? This was 

added to the final version of CANE.

Dr Bo Ericson, the clinical psychologist who ran the project in 

Sweden, made some initial comments on the decision to exclude the 

CAN item Transport but understood this could be subsumed under 

Mobility. Later he remarked that the item Telephone was probably 

very important but understood the need for prioritisation in view of 

usability. A social worker who carried out some of the assessments 

in the USA commented that, in comparison to the CAN which 

seemed specific for the mental health population, “Many o f  the CANE 

questions appear different as they pertain to general elderly". Marie 

Mayson, the Clinical Development Nurse who ran the project in 

Southport commented that “The general opinion o f  those involved was 

that the form at was clear and self-explanatory. Interviews with sta ff were 

mainly problem-free and completed fairly quickly". She went on to 

comment that interviews with patients and carers tended to be
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longer. This, she explained in terms of the catharsis that can arise 

particularly from the interview with the carer:

“The interviews with carers were the most time-consuming o f  all taking up 

to two hours to complete. Interviewing carers in many cases provided a 

release fo r  the stress that had built up since the onset o f  the patient’s illness. 

The carer required reassurance, advice and support."

4.1.2 Modifications during the development

4.1.2.1 Adding a rating box for the carer

This was one of the criteria set out at the beginning of the 

development process as it was clearly important to include the views 

of the carer when assessing the needs of certain older people with 

mental health problems, particularly those with dementias. It was 

specifically remarked on at the consensus conference that this was 

essential. It was interesting to note from the project leader in Sweden 

that they had already included a carer rating in the Swedish version 

of the original CAN as they felt this was important from the beginning.

4.1.2.2 Changes in the wording

The tracking of the multiple different changes in the wording as the 

instrument went through its development stages is illustrated by 

examples given in Sections 4.1.1.1 -  4.1.1.4 and Boxes 4.1 -  4.4 

above as well as Table 4.4 and Section 4.1.3 below. All the changes
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in wording were aimed at improving the sensitivity and specificity of 

the instrument and improving its overall user-friendliness.

4.1.2.3 Versions leading to Revised Version il 

Though there were suggestions in the consensus conference to try 

to group items together in a more ordered way, it was not until after 

the first few pilot tests of the draft instrument that it became clear that 

changing the order of the items would be advantageous for its use.

The first version of CANE after the consensus conference was used 

on several test interviews with service users and staff. This led to 

some further changes in wording of some items and changes in the 

order of items. A Revised Version was disseminated to the 

conference delegates for final comment and thereafter a second 

revised version was the resultant instrument used in the validity and 

reliability studies.

Thus, as can be seen in table 4.4, the original order which had been 

adopted from CANOA, was changed in the third version of CANE 

{Revised version II) to allow for a more spontaneous interview. One 

change was to have the item Looking after the home directly follow 

the item Accommodation as both questions relate to the person’s 

physical environment and then ask about Food and Self care after as 

these relate to the person’s ability to care for themselves within that 

environment. Another main change was to group the items related to
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general health together, starting with the item Memory which may be 

important to ask a service user about early in the interview (as 

screening early on with this question will allow the interviewer some 

indication on which to judge the accuracy or validity of the other 

responses in someone who has significant cognitive impairment). 

The item Caring for someone else was moved from the end of 

CANOA towards the beginning of CANE as it was felt that the flow of 

the interview was better accommodated by being able to ask the 

subject if there were any problems looking after others, directly after 

asking about looking after themselves {Self care). The item Drugs in 

CANOA was grouped in with the items looking at health generally in 

CANE, losing the emphasis on drug abuse and highlighting the 

potential problems with medication instead. As can be seen the items 

related to health also form a hierarchy of questions. Thus, very 

specific things are screened for or asked about first 

{Eyeslght/hearing, Mobility, Continence) before going on to the more 

general question of Physical Health. This helps greatly in keeping the 

interview focused as it was found in pilot interviews that the subjects 

could have a tendency to go into great detail on the item Physical 

health, thereby occasionally anticipating or partially answering some 

of the other health-related questions. An avoidance of interviewer 

confusion and repetitiveness is achieved by the order shown in bold 

above (Table 4.4, items 7-12 under CANE).
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Table 4. 4 A comparison of contents of CANOA and CANE (Revised version II). 
CANOA item underlined has not been included in CANE. Items in bold emphasise 
the new order to facilitate interviewing with CANE. Items in italics are in similar 
order in CANOA and CANE.

C A N O A C A N E  (revised version 11)

1. accommodation 1. accommodation
2. food 2. looking after the home
3. household skills 3, food
4. self-care 4. self-care
5. daytime activities 5. caring for someone else

6. daytime activities

6. physical health
7. mobility 7. mem ory
8. continence 8. eyesight/hearing
9. eyesight/hearing 9. m obility
10. memory 10. continence

11. physical health
12. drugs

11. psychotic symptoms 13. psychotic symptoms
12. psychological distress 14. psychological distress

13. information about condition and treatment 15. information

14. safety to s e lf -  deliberate self harm 16. safety (deliberate self-harm)
15. safety to s e lf -  inadvertent self harm 17. safety (accidental self-harm)
16. abuse 18. safety (abuse/neglect)
17. Integrity of others 19. behaviour

18. alcohol 20. alcohol
19. drugs
20. company 21. company
21. intimate relationships 22. intimate relationships
22. sexual exoression
23. caring for someone else
24. money 23. money
25. benefits 24. Benefits

26. carer’s need for information (a) carer’s need for information
27. carers psychological distress (b) carer’s psychological distress

4.1.3 CANE (revised version II - final items included)

Table 4.5 shows a comparison between the CAN and CANE. Seven 

new items of need were created specifically for CANE, five related to 

the service user and two to the carer. Four items in CAN were
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significantly modified in CANE, exploded to allow inclusion of sub

categories of potential concern; safety to others, drugs, intimate 

relationships and transport. Thus, for example safety to others in 

CAN was exploded to behaviour \n CANE which includes behavioural 

problems such as socially embarrassing behaviour and persistently 

intrusive behaviour which can be encountered in some people with 

dementia, as well as the issue of the safety and integrity of others. 

Three out of the twenty-two CAN items were not used in the CANE; 

sexual expression, basic education and telephone.

The scope of each item included in the final version of CANE is 

discussed below:

1. Accommodation: the core question asks if the person has an 

appropriate place to live. If homeless or living in inappropriate 

circumstances (for example in a house lacking heat or sanitation) 

then a serious problem is recorded and the interviewer goes on to 

ask about levels of help received from friends and relatives as well as 

statutory services. Very little change was made to this item from CAN 

to CANOA except for the introduction of residential accommodation 

in CANOA. The CANE further modified it to include nursing home 

accommodation and the possibility of recording specific adaptations 

to the home as one level of help (as organised by physiotherapy and 

occupational therapy services).
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Table 4.5 A comparison of contents of CAN and CANE.
CAN items underlined have not been included in CANE. Items in bold are new (for 
CANE). Items in italics have been expanded in CANE compared to their 
counterparts in CAN. /VOTE; Order of items in CANE below is not correct. Correct 
order is shown in Table 4.4 and the Appendix.

CAN CANE

1. accommodation 1. accommodation
2. food 2. food
3. household skills 3. looking after the home
4. self-care 4. self-care
5. occupation 5. daytime activities
6. physical health 6. physical health
7. psychotic symptoms 7. psychotic symptoms
8. information about condition and treatment 8. information
9. psychological distress 9. psychological distress
10. safety to self 10. safety (deliberate self-harm)

11. safety (accidental self-harr
12. safety (abuse/neglect)

11. safety to others 13. behaviour
12. alcohol 14. alcohol
13. drugs 15. drugs
14. company of others 16. company
15. intimate relationships 17. intimate relationships

16. sexual expression

17. child care 18. caring for someone else
18. transport 19. mobility/transport
19. money 20. money
20. welfare benefits 21. benefits

21. basic education
22. telephone

22. memory
23. eyesight/hearing
24. continence

TWO ITEMS FOR CARERS
(a) carer’s need for information
(b) carer’s psychological distress

2. Looking after the home: This item was worded exactly the same 

way in CAN and the CANOA. It asks if the person has any problems 

with looking after their own home environment. Some minor changes 

in CANE were to expand the term health hazard to health/fire/escape 

hazard to highlight potential risks in those with significant cognitive 

impairment and to change the level of high help in CANOA from
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Supervises the person more than once a week, washes all clothes and cleans 

the home to Does most or all o f  the household tasks.

3. Food. This item looks at whether the person has any difficulty with 

getting a proper diet. It asks both about the ability to procure food 

through shopping and the ability to make meals. Very little change 

occurred to the wording of this item through the various stages of the 

development process.

4. Self care. This item looks at the person’s ability to deal with their 

personal care, dressing and grooming. There is minimal change in 

the wording of this item through the development process except that 

the CANOA introduces the specific prompts washing, cutting your nails 

or dressing while the CANE further adds the possibility of help with 

laundry.

5. Caring for someone else. This was Childcare in the CAN and the 

CANOA retained the idea of childcare as well as caring for others. 

The final version of CANE did not include childcare specifically as it 

was felt that the generic term Caring for someone else would cover 

all possibilities. Other than this there was no significant change in the 

different versions.

6. Daytime activities. This item asks if the person has enough to 

occupy themselves during the day. The CAN specifically enquires
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about employment which is not included in CANE, reflecting the fact 

that it is geared towards those of retirement age. Other than this, 

minimal change was made in the development.

7. Memory. This new item was created for the CANOA and retained 

in CANE. It is clearly a very important area of need when dealing with 

people with dementia disorders. There were some minor changes in 

wording for this item between CANOA and CANE as shown in Table

4.2 above. While it was acknowledged at the consensus conference 

and throughout the development process that memory problems 

would not fully represent the possible cognitive impairment problems 

encountered in dementia disorders (and indeed memory may not be 

impaired in the early stages of some types of dementia such an that 

affecting predominantly the frontal lobes) it was agreed that this 

prompt would be the most likely to pick up true positive responses on 

interviewing staff and carers as impairment of memory is generally 

associated with dementia.

8. Eyesight/hearing. Another new item for CANOA and CANE, not 

included in the original CAN, as visual and hearing disabilities are 

much more common in the older population. Minimal change was 

made to the CANOA wording during the development of CANE. 

While completion of the section boxes in CANE does not allow 

specification of whether the problem is in sight or hearing, the
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comments box at the end of the page (Section Five) allows for the 

inclusion of this sort of detail.

9. Mobility. Originally converted from the CAN item Transport to 

Mobility in the CANOA, this was further refined in CANE to include 

the ability to use public transport as well as the general topic of being 

able to get about inside and outside the home. Mobility problems in
•I

old age are due to several diverse causes; problems with disease 

and musculo-skeletal conditions that affect mobility such as arthritic 

and rheumatic conditions, problems with sight, general frailty or other 

problems leading to fails such as cardiac and blood pressure related 

conditions.

10. Continence. Again a new item introduced in CANOA because of 

its relevance to the older population. The wording in the item 

Continence was further modified in CANE as discussed above 

(Section 3.1.1.4), leading to a more practical hierarchy of help in 

sections 2 and 3 of this item.

11. Physical health. Inserted in CANE to follow the previous health- 

related topics and modified from the CANOA version which included 

drug side effects under this heading. The issue of side effects is 

covered under the item Drugs in CANE. The possibility of terminal 

illness and need for 24-hour nursing care for physical health
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problems was introduced in the CANE also. Minimal change was 

made to the wording between versions otherwise.

12. Drugs. This item was included in CANOA as per CAN, i.e., as an 

assessment of possible drug abuse. This was changed in the CANE 

to look rather at the wider issue of problems with medications 

generally, including compliance, side effects, and drug misuse or 

dependency. It was felt to me more culturally appropriate and more 

clinically relevant as misuse of drugs by older people usually relates 

to prescribed rather than illegal drugs (though research findings show 

possible increasing incidences of deliberate illicit drug use among 

older people). The issue of compliance is particularly important in 

light of the fact that many older people are on multiple medications 

while a significant proportion of older people will also have memory 

problems that may reduce their ability to adhere to their medication 

regimes as prescribed.

13. Psychotic Symptoms. Besides the addition of a prompt on 

visual hallucinations (as found more frequently in psychiatric 

disorders in old age, especially in relation to organic brain disease 

such as dementia) this item was not altered much during the 

development. Psychotic symptoms were felt to be of particular 

importance in the needs assessment of this group because of their 

prevalence in dementia disorders as well as in late-onset functional 

psychotic disorders.

120



Reynolds 2002 Chapter 4 Results

14. Psychological distress. This item asks general questions aimed 

at eliciting distress that is likely to originate from underlying 

depressive or anxiety problems. In the classical division of mental 

health disorders, it is screening for neurosis-related needs while the 

need for help with psychosis-related problems is covered by the 

previous item above (psychotic symptoms). Little change was made 

to this item in the progress from its original inclusion in CAN through 

its development from CANOA to CANE.

15. Information (on condition and treatment). The need for 

adequate information was included in CAN and CANOA and minor 

adjustments in wording were made in CANE to allow for two possible 

scenarios: the fact that a certain number of people do not desire such 

information and the possibility that the user has dementia of such 

severity that it precludes the possibility of understanding such 

information if it were given. The only other relevant change made 

between CANOA and CANE was the inclusion of a more relevant 

voluntary body (the Alzheimer’s Society rather than MIND) in some of 

the example wording (see Table 4.2).

16. Safety to self (deliberate self-harm). The whole area of safety 

was exploded in the CANE to include specific enquiry about 

deliberate, accidental and abuse- or neglect-related harm. The item 

deliberate self-harm has obvious relevance. Though the focus on
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suicide as a major negative outcome in mental health care tends to 

concentrate on the younger population, older people, particularly 

older men, make up one of the major population groups who suicide. 

Therefore its inclusion as a possible area of need is not only relevant 

but also highly important. This item was not changed in any 

substantial way from its original inclusion and wording in CAN 

through its development from CANOA to CANE.

17. Safety to self (accidental self-harm). A new item included in 

CANOA and CANE to cover the potential risk of inadvertent harm 

due mainly to problems associated with cognitive impairment as in 

dementia. The wording changed in a few minor ways between the 

two developing drafts. The need for help due to the risks associated 

with wandering behaviours, and fire hazards (leaving gas hobs or 

fires on and unattended) is the area enquired about.

18. Safety to self (abuse /  neglect). Again a new item in the 

CANOA and CANE which reflects the growing awareness of abuse of 

older people both within their own homes and in institutional settings. 

This abuse can be physical, sexual, material/financial, psychological 

or due to neglect. The generic question allows for disclosure of any 

type of abuse {Has anyone done anything to frighten or harm you, or take 

advantage o f  you?) while the main difference between the developing 

drafts is the specific inclusion of the term neglect in the wording of 

this item in CANE which was not included in the CANOA.
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19. Behaviour. This item was developed from the CAN item Safety 

to others which became Integrity of others in CANOA to reflect the 

more commonly experienced clinical scenario of behavioural 

problems associated with severe dementia rather than the more 

frequently emphasized problem of potential danger to others in 

general adult psychiatry settings. Rather than placing emphasis on 

potential physical violence to others, as in the CAN (which asks for 

example; Is the person a current or potential risk to other people’s safety? 

Do you ever lose your temper and hit someone?) it was felt that this item 

in mental health care for older people should address behaviour that 

is potentially threatening, interfering or annoying to others as well as 

the possibility of dangerous behaviour. CANOA used the term 

objectionable several times in the draft which was changed to 

annoying in the CANE following discussion at the consensus 

conference.

20. Alcohol. This item addresses the possibility of alcohol abuse or 

dependence. It has virtually identical wording in the CAN and 

CANOA while the prompt questions in the CANE are probably more 

sensitive to the target population and incorporate two of the CAGE 

(Girela et al, 1994) questionnaire questions (Do you ever feel guilty 

about it? Do you ever wish you could cut down your drinking?) while the 

other instruments ask one (Do you wish you could cut down your 

drinking?). In CANE this item also suggests the direct question How
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much do you drink? which allows some estimate to be made, if 

required, on whether or not the respondent takes more than the 

recommended maximum number of units per week.

21. Company. This item asks about social contact. It was not 

modified in the CANOA from its original wording in CAN. However in 

the CANE the wording has been changed to reflect the target 

population more specifically. It also drops what was seen as an 

unusually arbitrary distinction between moderate and high help in 

CAN and CANOA (where, for example, moderate help was deemed 

to be attendance at a day centre or community group up to three 

times per week and high help was attendance four or more times). 

The direct comparisons in wording can be seen in Table 3.3 above.

22. intimate relationships. As was presumably the intention in the 

CAN and CANOA, this item was deliberately included towards the 

end in CANE so that, as the semi-structured interview progresses, 

rapport would hopefully have developed enough to be able to broach 

this subject sensitively and comprehensively. Taking the focus group 

discussions into account as well as the deliberations at the 

consensus conference, it was decided to amalgamate the two items 

Sexual expression and Intimate relationships into one item in CANE. 

Very little change occurred between the CAN and CANOA with 

regard to the wording in this item. Both concentrated on whether the 

person had a problem finding a partner or maintaining a close
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relationship and proffered domestic violence or lack of a partner 

(when one is desired) as examples of a serious problem. There was 

some talk about the issue of domestic violence in the consensus 

conference regarding this item but it was considered to have been 

covered comprehensively under the item Safety to self 

(abuse/neglect). Therefore the item Intimate relationships was 

designed in CANE to address the issue of having a close confidant 

with whom one could have a relationship possibly characterised by 

physical as well as emotional intimacy. As the definition of a need in 

this thesis involves an identified problem for which there is a potential 

solution, this item brings up some possible discrepancies. This will be 

discussed further in the final chapter.

23. Money. This item covers the whole area of being able to manage 

and budget money. Little change occurred between the CAN and 

CANOA versions on this though the CANE introduced a few 

appropriately age-specific concepts such as the pension and the 

issues of court of protection and power of attorney, which can be 

very important for those with dementia disorders who no longer have 

the necessary capacity to deal with their finances.

24. Benefits. Statutory entitlements are very important for many of 

the potentially vulnerable older people who require mental health 

care services. No change was made to this item between the CAN
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and CANOA while CANE contained only minimal alterations that
I

seemed to make the degrees of help more appropriate and relevant.

A. Carer's need for information. The addition of specific areas of 

enquiry to address carers’ needs was included in the CANOA though 

it did not exist in the parent instrument, the CAN. This reflected the 

fact that the importance of including carers in the holistic approach to 

mental health care was probably first fully recognised in specialist 

areas of mental health care such as old age psychiatry. Very little 

was changed in the wording of this item in the final draft of CANE.

B. Carer's psychological distress. This was Carer’s psychological 

stress in CANOA. Not much else was altered in this item in CANE 

except for the introduction of the possibility of help from carers' 

support groups and specific psychiatric interventions such as 

Community Psychiatric Nurse visits, treatment and/or counselling for 

distress or depression. Again this item clearly illustrates the 

importance of acknowledging the considerable potential stress that 

can be experienced by carers particularly in the area of care for 

those with severe dementia disorders. As will be seen later in the 

chapter there were several carers in the reliability and validity part of 

the study who were experiencing considerable distress and recent 

Government initiatives such as the National Service Frameworks for 

Mental Health and for Older People (Department of Health, 2000 &
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2001) underpin the importance of looking at the lot of these carers in 

holistic health service provision.

4.2 Qualitative Validity

4.2.1 Face validity

The extensive development process has meant rigorous scrutiny by 

a large number of experts, clinicians, carers and service users in the 

UK and other countries. The overall consensus has been that CANE 

covers the main areas of need for the target population. The choice 

of words and word length is suitable for most readers. The Flesch 

reading ease score (71.8) and average word length (4.4 characters) 

indicate that “most readers could comprehend the vocabulary" 

(Grammatik Software, 1992). Therefore there is good evidence that 

CANE has good face validity.

4.2.2 Content validity

The twenty-six items in CANE were drawn from a survey of currently 

available assessment tools and the expert discussions held during 

the validation process. Using the questionnaire mentioned above 

(see appendix), a survey was done of patients (n = 24), carers (n = 

18) and professionals and representatives of voluntary organisations 

(n = 52). The average scoring showed all items were rated as at least 

moderately important (a rating of 3 on a 5-point scale), precluding
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item bias. No additional areas of need were suggested by more than 

two respondents from any one group. Areas that were suggested 

are detailed in Boxes 3.1 -  3.6. Content (or sampling) validity is 

therefore shown to be good.

4.2.3 Consensual validity

The overall consensus from the surveys, focus groups, Consensus 

Conference and Delphi process (including postal consultations) was 

that there was a definite requirement for a Needs Assessment 

instrument for the elderly mentally ill and that the CANE would 

certainly help to comprehensively fulfil that requirement. Though 

some of the original CAN items such as telephone, basic education 

and sexual expression were felt to be potentially important areas to 

assess in the elderly age-group, the consensus was that their 

inclusion was not essential in CANE (on the grounds that we were 

trying to cover the most important areas of need rather than all 

possible areas) but space could be included in the final documents 

for research and clinical use so that raters could add these or other 

topics to ‘customize’ their own data-gathering. The details of various 

changes made during the consensus conference are outlined in 

Section 4.1.1.2 and its attendant tables above.
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4.3 Quantitative Validity

4.3.1 Construct validity

Both convergent and divergent construct validity were assessed by 

creating a correlation matrix for the first section of all 26 items as 

rated by patients, staff and carers and examining whether there were 

positive or negative correlations between items where one would 

intuitively expect to find such (convergent) or lack of any correlation 

where it was likely that no relationship should exist (divergent). 

Evidence of convergent construct validity is particularly shown in 

correlation measures between memory and those functions one 

would expect to be impaired with cognitive impairment (Table 4.6). 

Thus, in the staff domain, the correlation between memory and self- 

care is 0.43 (p < 0.001); memory and accidental self-harm is 0.39 (p 

< 0.001); memory and money is 0.41 (p < 0.001); and correlation 

between self-care and household skills is 0.7 (p < 0.001). Similarly 

there are good correlations for these items in the carer domain. 

However, there are poor correlations between these items in the 

patient domain, presumably because of poor recognition of 

functional disability amongst the cognitively-impaired group in the 

sample. Divergent validity is shown from the lack of any significant 

correlations between items such as carer’s and patient’s need for 

information and all other items. However, the p values for aspects of 

divergent validity are generally high. Overall the correlation 

coefficients indicate reasonable convergent construct validity (Table

4.6).
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Table 4.6 Correlation coefficients to illustrate aspects o f convergent construct validity

Item pairs r
Carer Staff Patient

Memory/Self-care 0.54 0.43 0.05

Memory/Money 0.50 0.41 0.07

Memory/Accidental self-harm 0.44 0.40 0.22

Memory/Carer’s psychological distress 0.22 0.40 0.15

Memory/Household skills 0.43 0.24 0.05

Self-care/Household skills 0.60 0.70 0.50*

Behaviour/continence 0.26 0.48 0.28

Accommodation/food 0.58 0.55 0.30

‘ Values of P in patient domain are high except for this one (P < 0.001 ). 
0.025 > P > 0.0001 for staff and carer domains.

4.3.2 Criterion validity

As there was no contemporary scale specific for needs of the elderly 

mentally ill, there is some difficulty in establishing concurrent validity. 

However, as mentioned above, we have used four other scales to act 

as comparisons: CAPE-BRS to rate dependency and behavioural 

function; SF-36 as a quality of life measurement; Barthel Index as a 

measure of physical functional status and GHQ-12 to measure carer 

stress. Analysis has yielded correlation coefficients (r), summarised 

in Table 4.7. There is strong correlation between specific CANE 

items and corresponding items of the CAPE-BRS. Similarly the 

CANE total score (the sum of met and unmet needs weighting met = 

1 and unmet = 2) correlates strongly with the total CAPE-BRS score 

(r = 0.66) and has a strong negative correlation with the Barthel score 

(r = -0.53). There is also a strong correlation between the carer-rated 

item carer’s psychological distress and the GHQ-12 score (r = 0.6).
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When comparing with the SF-36 negative correlations would be 

expected. Interestingly, there are weak negative correlations 

generally between staff-rated CANE scores and the (patient-rated) 

SF-36 scores except between the CANE item distress and the SF-36 

General Health Perception subscore (r = -0.46). On the other hand 

there was a significant negative correlation between the patient-rated 

CANE item distress and the SF-36 mental health subscore (Table

4.7). These results suggest reasonable criterion validity.

Table 4.7 Criterion validity -  correlation between CANE items and established scales

CANE item Item from other scale Correlation (r)

Self-care CAPE 1 (bathing/dressing) 0.72

Self-care CAPE 6 (appearance) 0.66

Memory CAPE 5 (confused) 0.81

Mobility CAPE 2 (walking) 0.75

Continence CAPE 3 (incontinence) 0.85

Eyesight/hearing CAPE item (eyesight) 0.53

Eyesight/hearing CAPE item (hearing) 0.63

Total (met+unmet needs) CAPE total 0.66

Total Barthel total -0.53

Total SF-36 total -0.24*

Total unmet needs SF-36 total -0.38

Distress^ SF-36 mental health sub-score -0.6

Distress SF-36 general health perception sub-score -0.46

Carer’s psychological distress^ GHQ-12 0.6

0.001 >P=0.001 except *P=0.34.
All ratings are by staff except where indicated.
 ̂Patient rating.
 ̂Carer rating.

CAPE, Clifton Assessment Procedures for the Elderly
Barthel, Barthel Activities of Daily Living Index
SF-36, Medical Outcomes Study 36-item Short-Form Health Survey.
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4.4 Reliability

Table 4.8 shows details of the reliability study sample. The inter-rater 

and test-retest reliability was assessed by calculating percentage 

complete agreement and kappa coefficients for the first section (level 

of need present) of each item in patient, staff and carer ratings. 

According to Fleiss (1981) a kappa rating of less than 0.40 indicates 

poor agreement, 0.40 - 0.59 fair agreement, 0.60 - 0.74 good 

agreement and 0.75 - 1.00 excellent agreement. The kappa ratings 

for inter-rater reliability in patient, staff and carer domains, are 

therefore generally excellent with all but one reaching 0.75 or above 

(Table 4.9). In the inter-rater staff interviews the mean kappa is 0.97 

(range 0.87 - 1.00). Overall, kappa ratings for test-retest reliability 

(Table 4.10) are lower than for inter-rater reliability but in general 

they appear adequate, with a mean of 0.77 (range 0.35 - 1.00) in the 

staff domain. Agreement on retesting for 58% of items in this domain 

was excellent (kappa > 0.75) and for 31% of items it was good 

(kappa 0.60 - 0.74). In the patient domain, on retesting, agreement 

for 27% of items was excellent, 35% was good, 8% was fair, 15% 

was poor and the remaining 15% was impossible to calculate 

because of very low base rates in the binary characteristics. In the 

carer domain the kappas showed excellent agreement on retesting in 

58% of items, good agreement in 12%, fair agreement in 12% and 

the kappas for the remaining 5 items could not be calculated.
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Table 4.8 Demographic details of subjects in reliability study (n = 55).

Variable

Mean age 75.4 (s.d .=8.15, range 59*-97)

Gender (n(%))
female 29 53
male 26 47

Marital status (n(%))
single 4 7
married 21 38
divorced/separated 5 9
widowed 25 46

Living situation (n(%))
alone 25 45
with partner 21 38
with others 9 17

Geographic area (n(%))
urban 52 95
rural 3 5

Service contact (n(%))
0 -5  years 35 64
6 -2 0  years 7 14
> 20 years 13 22

Mean number of previous admissions 2.5 (s.d.=4.76, range 0 - 25)
Mean length of service contact (years) 11.5 (s.d. =14.5, range 1-50)

Status at interview (n(%))
day patient 31 56
in-patient 24 44

Diagnosis (n(%))
dementia 19 34
depression 18 33
bipolar affective disorder 7 13
schizophrenia 4 7
anxiety disorder 3 5
other 4 7

Has a carer? (n(%)) 37 67
Is a carer? (n(%)) 2 4

*one subject with pre-senile dementia.

Intraclass correlations between summary scores, based on analysis 

of components of variance, showed a correlation coefficient of 0.99 

(95% Cl 0.99-1.00) for inter-rater reliability for patient, staff and carer 

ratings. Calculations for test-retest reliability yielded correlations of
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0.87 (95% Cl 0.78-0.92), 0.93 (95% Cl 0.90-0.96) and 0.97 (95% Cl 

0.93-0.98) for patient, staff and carer ratings respectively.

Table 4.9 Inter-rater reliability; percentage agreement and kappa scores 
for author’s ratings and those of co-rater.

Item Patient (n = 41) Staff (n = 53) Carer (n = 23)

% compiete kappa % compiete kappa % compiete kappa
agreement coefficient agreement coefficient agreement coefficient

Accommodation 100 1 100 1 100 1

Household skills 97.6 0.95 97.7 0.97 100 1

Food 97.5 0.95 95.7 0.93 100 1

Self-care 100 1 98 0.97 95.7 0.93

Caring for someone else 100 1 100 1 100 1

Daytime activities 95.1 0.91 100 1 95.5 0.93

Memory 92.7 0.87 93.9 0.91 100 1

Eyesight / Hearing 100 1 100 1 100 1

Mobiiity 97.6 0.96 98.1 0.97 90.9 0.85

Continence 100 1 100 1 95.2 0.85

Physicai health 97.9 0.95 97.9 0.95 100 1

Drugs 100 1 91.7 0.87 95.5 0.91

Psychotic symptoms 100 1 100 1 100 1

Psychological distress 97.6 0.96 98.1 0.97 100 1

Information 91.7 0.79 100 1 100 1

Safety (Deliberate self-harm) 97.5 0.91 100 1 100 1

Safety (Accidental self-harm) 100 1 100 1 100 1

Safety (Abuse / Neglect) 100 1 98 0.87 100 1

Behaviour 100 1 100 1 100 1

Alcohoi 100 1 100 1 - -

Company 95 0.90 100 1 85 0.75

Intimate relationships 100 1 97.3 0.92 - -

Money 95 0.91 91.7 0.87 76.2 0.60

Benefits 100 1 - - - -

Carer’s need for information - - 100 1 100 1

Carer’s psychological 95.7 0.84 100 1 90.9 0.86
distress
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Table 4.10 Test-retest reliability: percentage agreement and kappa scores.

Item Patient

% complete 
agreement

(n = 40)

kappa
coefficient

Staff (n

% complete 
agreement

= 52)

kappa
coefficient

Carer (n

% complete 
agreement

= 17)

kappa
coefficient

Accommodation 92.5 0.54 96.2 0.91 88.9 0.71

Household skills 87.5 0.75 93 0.89 94.1 0.86

Food 87.2 0.73 91.5 0.86 100 1

Self-care 85 0.68 89.8 0.84 88.9 0.79

Caring for someone else - - 100 1 100 1

Daytime activities 67.5 0.38 79.2 0.64 78.2 0.53

Memory 87.5 0.76 83.7 0.75 77.8 0.65

Eyesight / Hearing 87.5 0.68 94.3 0.86 94.1 0.88

Mobility 82.5 0.68 84.6 0.70 66.7 0.44

Continence 89.7 0.62 96.2 0.91 94.1 0.81

Physical health 92.3 0.84 88.9 0.75 94.4 0.87

Drugs 76.3 0.58 87.2 0.8 100 1

Psychotic symptoms - - 94.1 0.80 100 1

Psychological distress 85 0.76 69.2 0.51 77.8 0.60

Information 74.3 0.29 95.3 0.72 100 1

Safety (Deliberate self-harm) 92.3 0.64 84.3 0.35 94.4 0.77

Safety (Accidental self-harm) 95 0.03 90 0.65 - -

Safety (Abuse / Neglect) 100 1 98 0.85 100 1

Behaviour - - 90.6 0.68 - -

Alcohol 100 1 100 1 - -

Company 78.9 0.61 78 0.62 81.3 0.59

Intimate relationships 97.4 0.89 97.3 0.9 - -

Money 78.9 0.63 93.3 0.90 88.2 0.80

Benefits 87.6 0.07 - - - -

Carer’s need for information - - - - 100 1

Carer’s psychological 
distress

80 0.41 73.7 0.57 88.9 0.82
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4.5 Comparison of needs identified by users, staff and
carers

Of the 101 participants, 87 could be interviewed using the CANE. 

The only users who could not be interviewed were the 14 who took 

part in the reliability study as described in the previous chapter 

(section 3.2.1). 94 of 101 (93%) staff members participated from a 

variety of professional backgrounds (occupational therapists, social 

workers, psychiatrists, or psychiatric nurses). 77% of users had 

identifiable carers (spouse, partner, or family member, n = 77), and of 

these 71 (92%) were interviewed.

Of the users 49 were women (48.5%) and 52 were men (51.5%). 

Their mean age was 73.8 years {SD 12.9), there was no difference 

between the ages of the men and women studied. DSM-IV diagnosis 

(American Psychiatric Association, 1994) was obtained for 99 of 101 

(98%) users; 34 (33.7%) had dementia, 10 (9.9%) schizophrenia, 43 

(42.6%) depression/bipolar disorder, 4 (4%) anxiety disorder, and8 

(7.9%) had other DSM-IV diagnoses. As can be seen in Table 4.11 a 

substantial proportion of users with a diagnosis of dementia had 

identifiable carers. 71 carers completed the GHQ-12 and had a mean 

score of 2.9 (SD 3.4). Of these carers, 23 (32%) scored 4 or more 

indicating probable psychiatric caseness' worthy of further follow-up 

(Goldberg & Millier, 1979).
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Table 4.11 DSM-IV diagnosis by availability of carer for the user.

Diagnosis Carer identified (%) No carer identified (%)

Dementia 32 (42.1) 2 (8.7)
Schizophrenia 5 (6.6) 5(21.7)
Depression 23 (30.3) 9(39.1)
Bipolar disorder 7 (9.2) 4(17.4)
Anxiety 3 (3.9) 1 (4.3)
Other 6 (7.9) 2 (8.7)

Out of a possible 24, the mean number of needs identified by users 

was 6.32 (SD = 3.61), comprised of 4.92 (SD 2.95) met needs and

1.4 (SD 1.79) unmet needs. The mean number of needs identified by 

staff was 8.07 (SD 3.74), comprising 5.47 (SD 2.67) met needs and 

2.61 (SD 2.89) unmet needs. Mean number of needs identified by 

carers was 8.31 (SD 4.28), comprising 5.81 (SD 3.36) met needs and

2.5 (SD 2.6) unmet needs.

Paired sample f-tests comparing the frequency of met and unmet 

needs rated by users, staff, and carers showed that users rated 

significantly less met and unmet needs compared to staff (t (79) = 

3.3, p < 0.01; f (79) = 2.18, p < 0.05, respectively) and carers (t (56) 

= 2.24, p > 0.05; t (56) = 3.3, p > 0.01, respectively). It was 

postulated that this result may have been due to under-reporting by 

users with dementia so further analysis were conducted separating 

users by diagnosis. Similar results were obtained when comparing 

users with a diagnosis of dementia, with their staff member, or carer.
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That is these users rated less needs (met and unmet) than both staff 

{t (20) = 4,76, p < 0.001; t (20) = 3.63, p < 0.01, respectively) and 

carers {t (17) = 4.49, p > 0.001; f (17) = 3.9, p > 0.01, respectively). 

When the same f-test were undertaken excluding users with 

dementia there were no significant differences in ratings of met and 

unmet needs between user, staff, or carer pairs. This result indicates 

that a user diagnosis of dementia may have been related to a 

decrease in reporting of needs for these people, but that when users 

did not have dementia their ratings of need were similar to that 

reported by staff and their carers.

Ratings of the individual items of the CANE by staff, user, and carer 

are presented in Tables 4.12, 4.13 and 4.14. Kappa coefficient and 

percentage agreement has been calculated for each area comparing 

staff with user ratings, carer with user ratings and staff with carer 

ratings. Although the Kappa statistic is frequently used as a measure 

of rater agreement, it is recognised that when the base rate of an 

observation is low, for example less than 20% (Collighan, 

Macdonald, Herzberg et al., 1993) Kappa can be misleadingly low. 

As mentioned previously, kappa values between 0.00-0.39 are 

regarded as indicating poor agreement, 0.40-0.59 fair agreement, 

0.60-0.74 good agreement, and 0.75-1.00 as excellent agreement 

(Bowling, 2002; Fleiss, 1981). Average Kappa agreement for staff 

versus user ratings was at 0.52 indicating agreement was only ‘fair’. 

The average percentage agreement, however was 85.2% indicating
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that staff and user agreed where there was no need, a met need, or 

a unmet need for the majority of sections in the CANE.

Table 4.12 Comparison of User and Staff ratings of need, 
(n = 80 for User/Staff pairs)

j
: Item

User M et 
Need 
(%)

Staff M et 
Need 
(%)

User 
Unmet 

Need (%)

S taff 
Unmet 

Need (% )

%
Agreement

Kappa
coefficient

Accommodation 8(10) 7(9) 3(4) 3(4) 91 0.63**

Household Activities 41 (51) 34 (43) 5(6) 10(13) 75 0.57**

Food 35 (44) 35 (44) 6(8) 7(9) 76 0.58**

Self-Care 27 (34) 32 (40) 2(3) 6(8) 69 0.41**

Caring for Another 1 (1) 2(3) 2(3) 1 (1) 99 0.83**

Daytime Activities 31 (39) 45 (56) 7(9) 13(16) 65 0.44**

Memory 22 (28) 20 (25) 12(15) 19(24) 78 0.63**

Eyesight / Hearing 21 (26) 19(24) 2(3) 3(4) 88 0.70**

Mobility 24 (30) 25 (31) 7(9) 6(8) 79 0.60**

Continence 11 (14) 11 (14) 3(4) 6(8) 83 0.47**

Physical Health 41 (51) 46 (58) 5(6) 5(6) 81 0.66**

Dmgs 21 (26) 20 (25) 7(9) 6(8) 69 0.38**

Psychotic Symptoms 7(9) 12(15) 3(4) 4(5) 88 0.60

Psychological Distress 29 (34) 40 (50) 16 (20) 16(20) 71 0.55**

Information 8(10) 9(11) 7(9) 3(4) 77 0.23*

Safety (deliberate self-harm) 6(8) 13(16) 4(5) 2(3) 85 0.46**

Safety (accidental self-harm) 3(4) 15(19) 1 (1) 1 (1) 83 0.25*

Abuse / Neglect 2(3) 0(0) 2(3) 4(5) 95 #

Behaviour 4(5) 12(15) 0(0) 2(3) 85 #

Alcohol 1 (1) 3(4) 0(0) 0(0) 98 0.49**

Company 14(18) 31 (38) 8(10) 11 (14) 65 0.39**

Intimate Relationships 2(3) 0(0) 8(10) 4(5) 88 #

Money 27 (34) 16(20) 5(6) 12(15) 65 0.34**

Benefits 3(4) 4(5) 2(3) 2(3) 96 0.71**

Carer Info (n=51) 2(3) 6(8) 0(0) 1 (1) 90 #

Carer Distress (n=57) 12(15) 23 (29) 5(6) 13(16) 56 0.31**

** p<0.001
* p<0.05
# = Kappa coefficient could not be calculated due to insufficiently spread data.
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As shown in Table 4.12 the lowest agreement in ratings were for 

areas of Money, Company, Drugs, and Daytime activities. Staff rated 

higher needs (met and unmet) for Daytime activities, much higher 

met needs relating to Accidental self-harm and Company, and higher 

unmet needs for Money. Though for both Drugs and Information 

there were similar rates of met and unmet needs, the Kappa values 

were low indicating discrepancies between the individual ratings. 

Percentage agreements were relatively high for the two areas 

relating to the carer needs, particularly Information, though staff rated 

more met and unmet need for assistance with carer Distress.

Average Kappa co-efficient for user and carer ratings of need was 

0.53, again indicating only a fair level of reliability between user and 

carer ratings of need (Table 4.13). Average percentage agreement 

was 82%. Similar areas of disagreement were most evident between 

rating by carers and users, such as. Company, Drugs, and Daytime 

activities. Carers identified more met needs in relation to Company 

and Accidental self-harm and more unmet needs for Daytime 

activities and Money. Of interest, percentage agreement of carer 

Distress was also low, as shown in Table 4.13. Users did not rate 

many carers has having a need in the area of Distress and, if they 

did, few rated the need as unmet compared to carers themselves.
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Table 4.13 Comparison of User and Carer ratings of need, 
(n = 57 for User/Carer pairs)

Item
User met 
need (% )

User 
unmet 

need (% )

Carer met 
need (%)

Carer 
unmet 

need (%)

%
agreement

Kappa
coefficient

Accommodation 5 (9 ) 2 (4 ) 6 (10 ) 2 (4 ) 95 0.77**

Household Activities 27 (47) 2 (4 ) 28 (49) 7 (12 ) 75 0.57**

Food 28 (49) 4 (7 ) 28 (49) 4 (7 ) 75 0.56**

Self-Care 19(33) 1 (2) 26 (46) 6 (10 ) 74 0.53**

Caring for Another 1 (2) 2 (4 ) 2 (4 ) 2 (4 ) 98 0.85**

Daytime Activities 18(32) 7 (12) 24 (42) 16(28) 60 0.39**

Memory 19(33) 7 (12 ) 14 (25) 16(28) 72 0.55

Eyesight / Hearing 14(25) 2 (4 ) 17(30) 2 (4 ) 91 0.80

Mobility 17(30) 7 (12 ) 23 (40) 7 (12 ) 79 0.64**

Continence 6 (10 ) 2 (4 ) 8 (14 ) 5 (9 ) 87 0.61**

Physical Health 31 (54) 2 (4 ) 32 (56) 1 (2) 84 0.69**

Dmgs 22 (39) 3 (5 ) 22 (39) 4 (7 ) 72 0.50**

Psychotic Symptoms 4 (7 ) 1 (2) 7 (12) 5 (9 ) 87 0.54**

Psychological Distress 22 (39) 10(18) 24 (42) 15(26) 61 0.41**

Information 6 (10 ) 3 (2 ) 8 (14 ) 1 (2) 80 0.29

Safety (deliberate self-harm) 5 (9 ) 1 (2) 6 (10 ) 1 (2) 91 0.57**

Safety (accidental self-harm) 3 (5 ) 1 (2) 7 (12 ) 4 (7 ) 84 0.35**

Abuse / Neglect 2 (4 ) 2 (4 ) 3 (5 ) 2 (4 ) 95 0.65

Behaviour 2 (4 ) 0 (0 ) 4 (7 ) 2 (4 ) 95 #

Alcohol 1 (2) 0 (0 ) 1 (2) 0 (0 ) 96 -0.02

Company 12 (21) 6 (10) 20 (35) 3 (5 ) 64 0.31*

Intimate Relationships 2 (4 ) 3 (5 ) 5 (9 ) 4 (7 ) 84 0.30*

Money 20 (35) 3 (5 ) 21 (37) 9 (16 ) 73 0.54**

Benefits 3 (5 ) 2 (4 ) 3 (5 ) 3 (5 ) 95 0.71**

Carer Info (n = 46) 2 (4 ) 0 (0 ) 11 (19) 0 (0 ) 80 0.25*

Carer Distress (n = 50) 10(18) 5 (9 ) 18(32) 10(18) 62 0.37**

** p<0.001
* p<0.05
# = Kappa coefficient could not be calculated due to insufficiently spread data.

Table 4.14 presents ratings made by staff compared to ratings made 

by carers. The average Kappa co-efficient was slightly higher at 0.58 

but overall agreement was 79%. Staff identified more met need in the
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area of Deliberate self-harm and more unmet need for Company. 

There was also low levels of agreement regarding Information needs.

Table 4.14 Comparison of Staff and Carer ratings of need, 
(n = 57 for Staff/Carer pairs)

I te m
Staff met 
need (% )

Carer met 
need (% )

Staff 
unmet 

need (%)

Carer 
unmet 

need (% )

%
agreement

Kappa
coefficient

Accommodation 4 (7 ) 6(11) 4 (7 ) 5 (9 ) 86 0.52**

Household Activities 28 (49) 29 (51) 9 (16 ) 8 (14 ) 79 0.65**

Food 28 (49) 26 (46) 5 (9 ) 7 (12 ) 75 0.58**

Self-Care 24 (42) 26 (46) 6 (11 ) 8 (14 ) 75 0.59**

Caring for Another 2 (4 ) 1 (2) 1 (2) 2 (4 ) 98 0.83**

Daytime Activities 28 (49) 23 (40) 14(25) 15(26) 75 0.61

Memory 17(30) 14(25) 19(33) 19(33) 81 0.73**

Eyesight / Hearing 16(28) 16(28) 3 (5 ) 4 (7 ) 98 0.96**

M obility 19(33) 21 (37) 7 (12 ) 8 (14 ) 89 0.82**

Continence 10(18) 7 (12 ) 5 (9 ) 6 (11 ) 88 0.69**

j Physical Health 33 (58) 32 (56) 3 (5 ) 1 (2) 81 0.63**

iDmgs 16(28) 23 (40) 4 (7 ) 6 (11 ) 76 0.58**

j Psychotic Symptoms 8 (14 ) 7 (12) 4 (7 ) 6 (11 ) 89 0.71**

j Psychological Distress 25 (44) 23 (40) 12(21) 15(26) 72 0.57**

j Information 7 (12 ) 8 (14 ) 3 (5 ) 1 (2) 81 0.38**

j Safety (deliberate self-harm) 10(18) 5 (9 ) 1 (2) 1 (2) 80 0.26*

j Safety (accidental self-harm) 12(21) 8 (14 ) 1 (2) 3 (5 ) 86 0.60**

jAbuse / Neglect 0 (0 ) 2 (4 ) 4 (7 ) 2 (4 ) 93 #

Behaviour 10(18) 5 (9 ) 2 (4 ) 2 (4 ) 88 0.58**

Alcohol 1 (2) 1 (2) 0 (0 ) 0 (0 ) 96 -0.02

Company 20 (35) 23 (40) 7 (12) 2 (4 ) 65 0.37**

Intimate Relationships 0 (0 ) 5 (9 ) 5 (9 ) 2 (4 ) 98 #

Money 14 (25) 19 10(18) 13(23) 52 0.52**

Benefits 4 (7 ) 3 (5 ) 2 (4 ) 3 (5 ) 93 0.64**

Carer Info 7 (12 ) 12 (21) 1 (2) 0 (0 ) 80 #

Carer Distress 27 (47) 20 (35) 11 (19) 13(23) 61 0.40**

** p<0.001
* p<0.05
# = Kappa coefficient could not be calculated due to insufficiently spread data.
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The sections on carer needs also revealed that staff thought that 

carers had more needs concerning Distress but that the majority of 

these needs were being met, whereas carers reported that there 

were fewer overall needs, but that those who had distress were not 

receiving the right type of help (i.e., a greater number of unmet 

needs). Carers’ GHQ-12 scores were significantly correlated with the 

number of needs they identified (0.53, p < 0.05), both met (0.42, p < 

0.05) and unmet (0.43, p < 0.05), but was not significantly related to 

needs (identified, met and unmet) as rated by staff or users. This 

may suggest that carers identify greater number of needs because of 

their own levels of distress or that more needs lead to more distress.

4.6 Feasibility

All reliability interviews were timed and mean times for patient, staff 

and carer interviews were 23.5 (range 9 - 60), 12.5 (range 3 - 28) 

and 23.5 (range 5 - 45) minutes respectively. This means that a full 

assessment involving the views of users, staff and their carers would 

take on average almost one hour to complete. However all interviews 

took less than the target half hour set out in the initial criteria. The 

research version of the instrument is understandably much longer 

than the clinical version and these factors will be discussed further in 

the following chapter.
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None of the raters required formal training, suggesting that the 

operation of the instrument was easily learned by professionals 

working in health and social care services following the relatively 

simple and straight-forward front page instructions supplemented by 

occasional help via telephone or email on an infrequent basis.
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Chapter five

Discussion

Chapter summary
The key findings are discussed in the context of the results of the CANE project. 
Problems encountered, limitations and lessons learnt are discussed in detail. An 
account is given of recent and ongoing studies using CANE including its 
international development.

5.1 Key Findings
5.1.1 Development
5.1.2 Validity
5.1.3 Reliability
5.1.4 User/Staff/Carer Comparisons
5.1.4.1 Including user's views in Needs Assessment
5.1.4.2 Comparing users’ views to those of staff and carers
5.1.4.3 Other CANE research
5.1.4.4 Why is it important to gather subjective views?
5.1.4.5 The importance of information for users and carers
5.1.4.6 User/ staff/ carer comparisons in this study 
5.1.5 Overall Psychometrics And Usability

5.2 Problems & Difficulties Encountered
5.2.1 Practical Problems
5.2.2 Ethical Considerations

5.3 Limitations & Possible Alternative Methods
5.3.1 Limitations of results
5.3.2 Possible alternative methods

5.4 Current Developments & Future Directions
5.4.1 International Versions And Revised Versions
5.4.2 Other Studies
5.4.3 Single Assessment Process
5.4.4 Future Directions

5.1 Key Findings

5.1.1 Development

The balance that had to be struck in the final decision on what items 

were to be included in the CANE was that the most important, rather 

than all possible needs that could be encountered in the general 

cohort of elderly mentally ill people were to be identified, in an 

instrument that would be comprehensive without being unwieldy. The
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potential sacrifice of comprehensiveness for brevity, to optimise 

usability, is a dilemma in all such instrument compilations. There 

were various arguments for and against certain items from the CAN 

that were not included in the CANE. Of these items, telephone is 

worth further consideration as deterioration in ability to use the 

telephone is one of four domains of instrumental activities of daily 

living significantly associated with cognitive impairment, and 

therefore a potentially useful screening item (Eccles et ai, 1998). The 

other three domains identified by Eccles et a! (1998) are covered in 

CANE {managing medication, using transportation and managing a 

budget). A possible option would be to include telephone as an 

additional prompt in the item household skiiis when CANE is being 

used to assess the needs of those with suspected cognitive 

impairment. This may lead to a greater correlation between memory 

and household skiiis as a construct validity measurement (See 

Chapter 4, Table 4.6).

The other items that were in the original CAN but not included in the 

CANE, were Sexual expression and Basic education. As explained in 

Chapter 4 the item Sexual expression was subsumed under the item 

intimate relationships and the reasons for this were outlined. 

However, there are valid reasons why such an area of need might 

attract singular attention. Indeed, the Swedish version of the CANE 

retains this as a separate item of enquiry and, as discussed by 

Oppenheimer in a recent publication (2002), the whole area of

146



Reynolds 2003 Chapter 5 Discussion

sexuality in the older age group is often mistakenly neglected in 

clinical enquiry.

Other areas such as spiritual and religious needs and individual 

symptoms like sleep were suggested during the development phase 

but were not included. This was for the reasons set out above as well 

as the fact that the emphasis was on assessing needs that could be 

met by health and social care services. Individual symptoms, such as 

sleep for example, would be likely to be covered by the other areas 

of enquiry in CANE that relate to psychological well-being such as 

psychological distress, psychotic symptoms and general health.

5.1.2 Validity

As shown in Chapter 4, CANE matches up well to the various 

components of validity (face, content, consensual, construct and 

criterion). The exhaustive development procedure together with its 

favourable correlations with the other instruments used, suggests it is 

a robust and comprehensive instrument.

5.1.3 Reliability

Inter-rater reliability as measured by intraclass correlations between 

summary scores is extremely high. This means raters were both 

rating almost the exact same numbers of needs, usually, though not 

necessarily always the same ones. In fact, the kappa scores for 

individual inter-rater items are also generally very high. Although this
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suggests excellent inter-rater reliability it is also likely to reflect a 

natural bias in the method of data collection for this part of the study 

(see section 5.3.1 below).

Test-retest reliability has also been shown to be generally very 

acceptable. There were modest test-retest kappa coefficients for the 

item psychological distress in all domains, despite relatively good 

percentage agreements. This may be due to a skew in the 

distributions of the ratings, low numbers of actual needs or changing 

needs over time between the two ratings. In particular, there was a 

low test-retest kappa for the item deliberate self-harm, an area where 

one would clinically expect to see change in a short time frame. 

Further work needs to be done to assess if this means that CANE 

has a degree of sensitivity that makes measurements of change in 

needs possible over a short interval of time. Ashaye (2000) suggests 

that CANE is good at measuring change over time in his study on its 

use in psychiatric day hospitals.

5.1.4 User I Staff I Carer Comparisons

5.1.4.1 including user’s views in Needs Assessment

This is the first major study comparing older peoples’ views of their 

needs with the views of staff involved in their care and the views of 

their carers. User’s contributions are fundamental to an accurate 

assessment of their needs in this context (Editorial, 1995). Indeed the 

NHS and Community Care Act (Department of Health, 1990) has
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acknowledged that users should be involved, and the Act requires 

that service providers consult and incorporate users views when 

planning their care. The Audit Commission (2000; 2002) found that 

users, carers, and health and social care professionals across 

England and Wales perceived differences in the quality and quantity 

of resources available in different localities with which to meet the 

needs of older people. One of the main recommendations resulting 

from these audits was that services should aim to communicate and 

agree about individualised care between users, professionals, and 

carers and also across the different agencies involved in the person’s 

care. In this way, it was hoped that individualised quality of care 

would be optimised thereby facilitating those most in need to be 

targeted, resulting in more equitable and efficient allocation of health 

and social care resources (Department of Health, 1990).

Not uncommonly, until relatively recently, the assessment of an 

individual’s health or social care needs relied solely on information 

given by a third party, particularly in the case of older people. This 

type of assessment was viewed as appropriate because most 

assessments contained items that described symptoms as discussed 

later in section 6.1. Such assessments did not require the patient’s 

input, and this may have been considered advantageous if the 

patient was physically or mentally unwell. Informants were usually 

staff or family members who were presumed to be acting in the 

patient’s best interests. Much research, however, has indicated that
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the information provided by such informants does not always reflect 

either the wishes or the actual needs of the patient (Editorial, 1995). 

Liddle et al (1993) for example found that 73% of 67 patients aged 

70-96 years old on acute geriatric wards wanted to be resuscitated if 

they had a cardiac arrest. 70% of their family members also stated 

this. However, few of their doctors had marked them for resuscitation 

if they had a cardiac arrest. Similarly, Jachuck at a! (1982) found that 

100% of doctors thought that their patients had improved during their 

treatment of hypertension. Of the relatives of these same patients, 

75% thought that they had deteriorated over the course of the 

treatment, but only 48% of the patients said they had improved, 44% 

said they were the same and 8% said they had deteriorated. Many 

other examples (e.g., Crane-Ross at a/, 2000) point to such 

discrepancies between doctors’ and patients’ views within the 

medical literature particularly in studies evaluating quality of life for 

patients with medical conditions such as cancer (Slevin at al, 1988).

Gathering older peoples’ views on their needs in mental health 

services may pose further obstacles as older people with mental 

health problems may have additional problems in communicating 

their views due to the nature of their illness (e.g. dementia). These 

problems can make assessments with users less straight-forward, 

more time-consuming and, as tends to be presumed, less reliable. 

Many health professionals may assume that they are in the best 

position to evaluate their patient’s needs on an individual basis and
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that users’ personal opinions regarding their needs would not 

necessarily prove to be as accurate and may well put undue strain on 

the patient and themselves (i.e., due to time or workload constraints; 

Arvidsson, 2001). Another assumption is that, if assessed, users 

would not base their evaluations on personal need (what would be of 

benefit for them) but rather on demand (what they ask for) placing 

greater strain on an already burdened system (Stevens & Gabby, 

1991 ; Walters et al, 2001 ).

5.1.4.2 Comparing users’ views to those of staff and carers

When different perspectives of individual needs in mental health 

have been assessed, results have shown that they can be markedly 

different (Gannon et ai, 2000). Slade et al (1998) found that from a 

sample of 320 patients with a diagnosis of a psychotic disorder, 

patients, on average, identified both more met and unmet needs than 

staff (e.g., patients identified 0.6 more needs than staff out of a total 

of 22 needs) using the Camberwell Assessment of Need (CAN). A 

similar difference in assessed needs was found in a study of 372 

staff and users of adult mental health services in Sweden (Carter et 

al, 1996). In contrast to the Slade et al (1996, 1998) studies, the 

Swedish staff rated the users to have more needs (both met and 

unmet) than the users did when assessed using the CAN. These 

studies did, however, demonstrate that staff and users had fairly high 

agreement when rating the presence of a need, but were inconsistent
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as to whether the need had been met or was unmet (Carter et al., 

1996; Slade at al, 1998).

Slade at al (1998) also discussed the finding that for needs with 

recognised service providers (e.g., accommodation and supported 

housing) agreement was higher than for needs for which appropriate 

services were less well recognised (e.g., company and sexual 

expression). These researchers concluded that the use of the CAN 

as a structured needs assessment tool could have been responsible 

for illuminating certain needs to staff for the first time (Arvidsson, 

2001). In a similar vein, Gannon at al, (2000) also found a significant 

lack of agreement between staff and users perceptions of need, 

particularly in more subjective areas of need, such as need for 

Information and the impact of Physical illness.

5.1.4.3 Other CANE research

Walters at al (2000) present agreement in ratings on the CANE for a 

group of 52 staff and patient pairs from Primary Care services in 

London. These researchers found that 18 out of 24 items on the 

CANE had only poor to fair agreement as indicated by tests of 

reliability (Kappa). The variables Physical illness. Food, and Mobility 

had good reliability, but no items had very good agreement between 

patients and staff.

152



Reynolds 2003 Chapter 5 Discussion

These authors discussed that this difference may be due to the 

differences in staff knowledge and training affecting the way they 

assessed and prioritised individual needs (also see Slade et al., 

1996). Other explanations offered included the possibility that staff 

rated individuals based on their knowledge of the person’s disability 

compared to their knowledge of others with the disability, or were 

influenced by the level of met needs identified (Slade, 1999). In 

contrast, patients rated their needs based on the level of social 

impairment they experienced or some other personally relevant 

criterion as described by Crane-Ross at al (2000). Other possibilities 

were confusion concerning the definition of need between users and 

staff, or that the scoring criteria of the instruments were inadequate 

to measure need (Walters at al, 2000).

5.1.4.4 Why is It important to gather subjective views?

It appears from these studies that certain aspects of outcome from 

care can be measured objectively (e.g., access to amenities, 

employment, decreased mortality risk, lack of disability) and these 

have been largely agreed upon by users and staff. But the more 

subjective aspect of health outcome is difficult to measure directly 

and shows less agreement in ratings between informants (e.g., 

perceived happiness, well-being, dignity, satisfaction, quality of 

relationships; Arvidsson, 2001; Leese at al, 1998; Walters at al,

2000). This finding is of interest because subjective outcomes have 

been shown to be pivotal to overall individual outcome (Editorial,
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1995; UK Group 700, 2000) and these outcomes are particularly 

relevant for populations where total recovery may not be a realistic 

goal (e.g., in mental health, older people, dementia, or palliative care; 

Slade et al, 1999).

In older people with mental illness, subjective perceptions of well

being remain crucial because they may be the most pertinent 

outcome for these individuals whose mental health problems may 

well be progressive (e.g., dementia; Editorial, 1995). Unfortunately 

common symptoms of mental illness in general, and dementia in 

particular (e.g., short-term memory loss and language impairments), 

can make it difficult for these older people to express their needs 

clearly and others often assume the role of outlining their needs for 

them. For older people, these other informants are commonly the 

person’s nominated carer’, such as a spouse or other family member 

who, it is assumed, will have the person’s best interests at heart. The 

spirit of the 1990 NHS and Community Care Act (Department of 

Health) therefore, may be particularly difficult to realise in this 

situation where carers and family are themselves frequently viewed 

as the consumers of healthcare resources (Brooker, 2000).

Little is known about how older people with mental health problems 

view their needs compared to the professionals and families involved 

in their care. Based on previous literature from adults with mental 

illness there is evidence to suggest that these views may be

154



Reynolds 2003 Chapter 5 Discussion

markedly different (e.g., Arividsson, 2001; Slade et al, 1999). A better 

understanding of differences in ratings of needs between staff, 

patient and carer could lead to better collaboration (Slade at al, 

1998), better individualised care outcomes, and increased quality of 

life (Arividsson, 2001; Crane-Ross at al, 2000). Packages of care 

based on assessment of each individual’s unique needs, allow 

people to have their needs met despite possible variations in health 

and social services. This type of assessment is required by standard 

two of the National Service Framework for Older People (Department 

of Health, 2001). Meeting needs that have derived from person- 

centred assessments should lead to better health and social care 

outcomes.

5.1.4.5 The importance of information for users and carers

Many carers and users are confused regarding the scope and role- 

responsibilities of the professionals involves in providing specialist 

services (Audit Commission, 2002; Crane & Ross, 2000). Other 

research has found that health care users have only limited 

expectations of what services they could receive (Walters at al, 2000) 

leading to higher unmet needs for ‘objective’ services from staff who 

have better knowledge than users and carers of the available 

services. In agreement with this finding the latest audit of mental 

health services for older people in England found that only one in 

four areas had comprehensive information available for the older 

person themselves (Forget Me Not, Audit Commission, 2002).
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5.1.4.6 User/staff / carer comparisons in this study

In this study, the percentage agreement between total scores is 

good, as it is for agreement on individual items. Kappa coefficients 

were relatively lower. This may be due to a disparity between 

individual ratings made by user, carer, and staff despite the total 

correlation of needs. Other possibilities include a skew in the 

distribution of ratings, or a low number of actual needs giving a low 

Kappa even where agreement is high. The pattern of individual 

needs was similar, but this gives no indication of whether people 

have rated the same needs as met or unmet.

Results in this study differ from those reported from other English- 

speaking research populations using the CAN. The main difference 

was that these studies found that users rated more needs (both met 

and unmet) compared to staff (Slade, 1996, 1998). There may be 

several reasons for this discrepancy; perhaps, for example, staff 

have a different knowledge base and background compared to the 

patients themselves (or their carers) as suggested by the Audit 

Commission (2002). The difference in results found in this older 

population compared to Slade’s (1996; 1998) may relate to age of 

participants, the structure of the questionnaire, or the mental 

disorders prevalent in the two populations. Slade’s work was 

conducted with a population of people with a past or present 

diagnosis of functional psychosis, whereas in this older population.
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many participants had low MMSE scores and possible symptoms of 

dementia. Many participants in the present study also had 

depression but few had a diagnosis of functional psychosis.

With increased emphasis on input from consumers regarding their 

health needs, it is important to be aware of the motivations and 

assumptions behind the information given by individuals, and the 

reliability and validity of this information compared to that gathered 

from professionals. It is obvious that perceptions of need differ 

because they involve a value judgement. Additional research is 

required to assess how this subjective perception of need relates to 

‘need’ itself, usually normatively defined (Carter et al., 1996). At this 

stage, what has been recognised is that users and carers must be 

provided with the opportunity to be involved in the assessment and 

review of their needs with the agencies who provide care for them 

(Audit Commission, 2002; Department of Health, 2001). In addition, if 

users and carers deny their ‘needs’ then they are most unlikely to 

accept interventions which are intended to meet such needs.

This study shows that the views of patients, staff members, carers, or 

other proxy individuals are not interchangeable, even if the person is 

acting on behalf of the individual and in their supposed best interests. 

Instead, this reflects a number of possible influences on the person 

at any one point in time. Every effort should be made to understand 

these influences so that individuals can have a program of care to
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which all parties can agree (Audit Commission, 2002), which should 

stand a better chance of success. In particular, assessment of mental 

health needs must incorporate users’ perceptions if outcomes are to 

be optimised. Individualised plans incorporating the strengths and 

potential of the individual will result in better outcomes (Crane-Ross 

et al., 2000). The CANE is a unique assessment instrument in this 

respect in that it explicitly incorporates the user, carer, and staff 

perspectives at every point.

5.1.5 Overall psychometric properties and usability

According to the criteria outlined at the beginning of the study, the 

CANE performs well. The initial development and piloting involved 

working with a sample of inner-city Black Caribbean elderly people 

whereas subsequent development and the main reliability study 

involved a sample population from rural and urban areas in Essex. 

This broad sample was further enhanced in the main validity work by 

collaboration with other centres in England, Wales, Sweden and the 

USA. It was therefore a varied group in terms of both sample and 

opinion. We also used a variety of consensus methods in the initial 

development and, as there is no agreement about which consensus 

methods are most appropriate (Jones & Hunter,1996), it is hoped 

that the multiple methods lead to greater validity of the instrument. 

Raters came from backgrounds in nursing, social work, psychology 

and psychiatry demonstrating the CANE’s usability by a wide range 

of professionals. All raters were able to use the instrument after
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consulting the brief instruction document, occasionally supplemented 

by short discussions via telephone and the internet.

Staff who were interviewed commented consistently on the 

usefulness of the CANE in honing their own assessment skills. The 

inclusion of a section specifically looking at the needs of carers was a 

universally popular idea during development. Providing carers with 

the opportunity to give their opinions on the patients’ needs was also 

universally appreciated and particularly during interviews with carers 

of people with dementia for whom the process often proved cathartic. 

The good correlation between the CANE item Carer’s psychological 

distress and the General Health Questionnaire should further 

enhance the instrument’s usefulness.

The staff ratings in the CANE were easily completed in under 30 

minutes (mean 12.5 minutes), meeting the time criterion. However, 

with a slightly longer instrument than the CAN and also an additional 

section for carers, completing staff, patient and carer ratings in full 

would clearly take longer, averaging just under an hour as outlined in 

Section 4.6.

The various approaches attempting to standardise the assessment of 

need in mental health care have been discussed in Chapter 1. The 

different instruments that have been developed have been discussed 

in some detail and it has been shown that there has not been an
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adequate general assessment instrument available to measure the 

range of needs of older people with mental health problems. This 

study has shown that it is possible to develop such a measure. The 

CANE has good psychometric properties, covers a comprehensive 

range of health and social care needs and is relatively easy to use in 

the hands of experienced professionals.

5.2 Problems and Difficulties Encountered

5.2.1 Practical Problems

As discussed below in Section 5.3 the reliability study was limited in 

part by the small number of carers who were interviewed. The 

recruitment of carers was difficult for two main reasons; not all 

subjects had a carer and for those that had, the logistics of 

interviewing and re-interviewing them in the time-frame allowed were 

frequently difficult. This was because the carers, unlike the subjects, 

usually had to be accessed by travelling to their residences as there 

were only few occasions when they attended the same service units 

as the patients (e.g. to attend review meetings with the clinical team). 

Though some carers were accessed by ‘cold calling’, they were 

usually approached initially by telephone (unless they were met in a 

clinical setting such as a team review meeting) and then, if possible, 

an appointment was made to interview them.
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5.2.2 Ethical Considerations

One of the remarkable observations frequently encountered on 

interviewing carers in particular was how hugely cathartic the 

interview process could be for them. By this I mean that it could stir 

up a number of emotions, both positive and negative. While the 

process of catharsis could be a positive experience, there were some 

occasions when it felt like the carer could have benefited from further 

intervention. While this was not initially anticipated in the study 

design, we were able to adapt to provide for such occurrences. Thus, 

if after the interview it was felt that the carer might benefit from a 

more formal intervention, this was fed back to the team (Community 

Psychiatric Nurse or day hospital staff / patient’s key-worker) so that 

follow up could be arranged. This highlights how the issue of carer 

stress, particularly when dealing with carers who have been looking 

after a relative with dementia, needs to be carefully factored into 

such studies. Even when the study seems relatively simple and non- 

invasive, comprising of the gathering of a carer’s opinions regarding 

a patient’s needs, the potential requirement for further supportive 

interventions for that carer ought to be anticipated.

A related theme regards the potential to generate increased 

expectations in the patient and/or carer so that they may think that 

further or improved services and interventions are available to them. 

This is particularly so when gaping deficiencies in the local service 

provision are highlighted by the needs assessment interview.
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Whatever the reason for these deficiencies, it can be an 

uncomfortable and ethically questionable experience to find oneself 

trying to dampen down the inflated expectations and ultimately leave 

the patient or carer potentially feeling much worse off following what 

should have been a relatively innocuous interview. Again, it is 

important to factor in provision for follow up from the Community 

Mental Health Team.

5.3 Limitations & Possibie Aiternative Methods

5.3.1 Limitations of results

There are some possible discrepancies that may affect the usability if 

a need is identified which cannot be met either because no solution 

exists or because the user refuses help. For example, in a situation 

where a person is suffering from abuse or neglect but is not prepared 

to receive appropriate interventions to stop or reduce the risk of such 

abuse/neglect, a severe unmet need may be identified that cannot be 

met. Similarly in the item Intimate relationships, a service user may 

describe a severe problem because of, for example, the loss of an 

intimate relationship through bereavement or the fact that the user 

never had the benefit of a close personal relationship. If we take the 

meaning adopted in this thesis (a health or social care problem for 

which there is a solution), then we can say that for the first example 

above there is a potential solution if the service user were willing to 

avail of help. Similarly, for the bereaved there may be a potential for
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the interventions of bereavement counselling which may partially 

meet the need. However, in bereavement and in the example of the 

person who never had a close confiding relationship, there may be 

no potential for meeting the need. In such circumstances it is useful 

to agree a particular way of rating these needs and use the 

appropriate space at the end of the page to record separately the 

more complicated details of the matter (see manual in Appendix 2).

Other limitations noted in the main paper published on CANE’s 

development and psychometric testing (Reynolds et al., 2000) relate 

to the sample data and one aspect of the procedure. As discussed 

above in section 5.1.3, the sample size was small for the carer group 

in the reliability study. It therefore did not match up to the predicted 

number necessary in prior power analyses and so the results relating 

to the carers in the reliability study will not be as robust as those 

relating to users and staff. However, although the carer data for test- 

retest reliability is limited by the small sample size (n=18), the 

intraclass correlation, as measured by components of variance 

analysis, takes account of the whole carer sample (n=65) in the 

estimation of between patient variance. While not making up for the 

limited size of this part of the sample, this does add some credibility 

to the test-retest results for the carers. It should also be noted that 

while the confidence intervals reflect the influence of small sample 

size on precision, they do not reflect the upward bias in inter-rater 

reliability estimates due to lack of independence as discussed below.
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However further testing in this area would be warranted before 

making any definitive statements.

Similarly, the sample for the reliability study was not ethnically 

diverse compared to the sample in the validity part of the study. This 

is offset to some degree however by the range of mental health 

problems and settings related to the reliability sample. It is also 

hoped that the use of the various translations of CANE in a variety of 

different cultures across the world will allow for further testing of this 

aspect of reliability.

In the reliability study, raters were not blind and the layout structure 

of the instrument means that the interviewer does not ask any 

subsequent questions if he decides to rate zero ( no need exists’) in 

section one for each item. This provides a cue to the co-rater which 

potentially biases the ratings. A study using only the first section 

would help prevent this occurrence, although there would still be 

some lack of independence as only one rater asks the questions. 

The way to assure independence then might be to conduct two 

different interviews. However this introduces the problem of optimum 

timing of intervals for such interviews. If one is done immediately 

following the other there is an obvious potential for similar answers 

resulting from rehearsal while leaving an interval of a day or so 

introduces the possibility of confounding the re-test data. Other
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alternative approaches that might have been used are discussed 

below.

5.3.2 Possible Alternative Methods

The original pilot study involving a cohort of 70 Afro-Caribbean elders 

was not used optimally. This was an opportunity missed and in 

retrospect it might have been avoided if the author had anticipated 

the possibility of not getting access to the data earlier (the data went 

missing when the researchers moved to other posts and countries 

and proved impossible to retrieve). Had these data been available 

they would have better informed the development process and would 

certainly have helped add value to the validity part of the study, 

particularly if the other assessment tools could have also been 

incorporated into this pilot. Though, for instance, the original CAN 

and CANOA item Sexual expression was not included in the final 

CANE following the consensus conference, the general reactions of 

the pilot group to being questioned on this intimate subject was not 

ascertained. Neither was it possible to use the large pilot group 

experience to suggest subtle changes to the order of items or to 

influence alterations to the wordings of prompts.

The Consensus and Delphi process, as discussed in Chapters 3 and 

4 could have been more formal and rigorous, possibly allowing for 

more regrouping and re-voicing of opinions so that issues may
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possibly have been debated more stringently and comprehensively. 

However, as previously stated, there is no single view on which sort 

of consensus method is best and therefore the combination of 

consensus methods used may have more than made up for the lack 

of strict formality in the processes used.

It may be argued that there are some limitations because of 

decisions to model the instrument on the CAN, which uses a 

particular definition of need and a consequent particular style and 

method of needs assessment. However, the wide and international 

use of CAN suggests this is a good if not the best model to work 

from.

It should be pointed out also that the CANE possibly prompted 

improvements in the CAN in that the authors of CAN introduced 

rating boxes for carers after us and also now incorporate another 

rating box for the rater to record his own opinion. It must be 

acknowledged also however, that modelling on CAN has probably 

enhanced the usability of CANE (quick and easy to use without the 

need for formal training) and it also takes some of the subjective 

ambiguities out of the needs assessment compared to other models 

that don’t allow separate recording of each stakeholder’s views but 

rather suggest the condensing of opinions that takes place in 

instruments like the MRC NFC (Brewin et al, 1987) or the carenapD 

(McWalter ef a/, 1998).
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Besides trying more effectively to eradicate the potential bias in 

CANE’s reliability study (attributable to the methodology as 

discussed in detail above) we also should probably have considered 

including other sites in the reliability study to improve the power of 

the results.

Similarly in assessing validity it might have been more prudent to 

have engaged in some inspection and supervision of other sites. In 

retrospect I would probably like to have travelled to each site to 

discuss with the investigators and provide some initial supervision or 

practice on using CANE so that quality and consistency could be 

maximised.

Response rates were not recorded for the development process, 

including the Delphi process and the general canvassing of opinion. 

The rates of response for the reliability and validity data were not 

recorded either. Neither were refusals and reasons for same. This 

would have better informed us re the usability and applicability of the 

instrument. However, from the low rank order of ‘general 

impressions’ I can report that the actual number of refusals to take 

part in the interviews was very small -  only one staff member as I 

recall (it was memorable because of the robust nature of her refusal 

and her protests about already having too much to do besides
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answer a ‘few silly questions’ from me!) and no more than a few 

patients while no carers refused to be interviewed when approached.

The representativeness of CANE can be, and is being, further 

evaluated in other studies (see below). It seems likely, given the 

current interest in the instrument as an aid to collecting meaningful 

and stimulating data, that CANE is indeed proving quite reliable in 

use with a wide range of population types and with considerable 

socio-demographic variability.

5.4 Current Developments & Future Directions

5.4.1 international versions and revised versions

Interest in CANE has resulted in its translation into five other 

European languages so far (Swedish, Spanish, German, Norwegian 

and Dutch). Interest in CANE is such that there are possibilities of 

several more translations and it is currently being used in several 

centres around the world as a tool in research studies, an instrument 

to help in service evaluation or in clinical work. The ongoing 

development of CANE means that it is currently being prepared for 

publication in a single pack that will consist of the most up-to-date 

research version, all other versions (e.g. Short Version and Primary 

Care version) and a comprehensive information manual (see 

Appendix).
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5.4.2 Other studies

A number of studies in different settings have been conducted using 

CANE and their findings have generally been encouraging (Ashaye, 

2000: Walters et al., 2000) They have shown that CANE is useful for 

individual clinical care in specialised settings such as Old Age 

psychiatry Day Hospitals (Ashaye, 2000) and in the assessment of 

primary care attenders (Walters et a!., 2000). The author’s current 

work involves setting up a comprehensive specialist mental health 

service for older people in the West of Ireland where no service 

previously existed. The CANE has been very useful in this instance 

as a survey tool to illustrate a representative example of service 

provision deficits and thereby help generate strategic interest at 

Health Board level to address resource needs (Reynolds et a!.,

2001).

5.4.3 Single Assessment Process

The National Service Framework for Older People (Department of 

Health, 2001) advocates a single assessment process to streamline 

the delivery of appropriate health and social care to older people. 

Clearly the use of applicable comprehensive assessment instruments 

would facilitate the process and CANE has now been suggested on 

the Department of Health Website as one possible assessment 

instrument.
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5.4.4 Future directions

Since the author started the CANE project, consequent upon its 

perceived usefulness, it continues to be further developed as 

mentioned above. The versions becoming available can be used as 

screening instruments in primary care, as aids to comprehensive 

clinical assessment in specialist mental health services for older 

people (CANE Short Version, see Appendix) and as tools in health 

and social care service evaluation. When used routinely in clinical 

assessments, not only does it serve to improve the individual service 

user’s overall care, but, in time, the collected data can be used to 

identify specific increased needs in a service catchment area and 

deficiencies or gaps in service provision.
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Chapter six

Conclusions

6.1 The Importance Of Needs Assessment

Needs assessment is a relatively new term in the health and social 

care literature, only appearing in psychological literature search 

databases over the past decade. Previously, health and social care 

resources have been allocated on the basis of assessments that 

relied heavily on concepts such as disability and symptomatology 

(Slade, 1994). Resources were provided based on assumptions 

about the requirements necessary to cater for an individual’s 

disability (Slade et al, 1999; Van os, at al, 1999). Plans for care 

based on this model of symptom and disability assessment were not 

clearly related to an individual’s actual care needs (Kay, 1994; UK 

700 Group, 1999; Walters at al, 2001). For example, an individual 

with a moderate level of dementia may have had few unmet needs 

because they were being met by the person’s supportive care 

environment. On the other hand, a person receiving higher levels of 

assistance in a care home may have many unmet needs due to a low 

level of personalised care. Disability measures (e.g.. The Barthel 

Index; Mahoney & Barthel, 1965) often did not take into account the 

impact of an individual’s cultural and social background on their care 

needs, for example their previous experience with long-term mental 

illness. Such a one-dimensional type of assessment could potentially 

lead to an over-allocation of resources when an individual was
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already coping effectively or had other support resources such as 

family or friends (Crane-Ross et al., 2000). On the other hand, this 

type of assessment could also potentially leave an individual under

resourced when in fact they needed extra help. This situation could 

arise when there are no readily identifiable symptoms or disabilities 

or when the individual does not seek or refuses assistance for their 

unmet needs, because of low expectations, withdrawal or resignation 

(Walters at a!., 2001).

The evolving trend in health and social care service provision has 

been to aim to develop and deliver services according to the 

individual service user’s needs. Interest in the concept has arisen as 

the focus in healthcare provision turned to look at beneficial outcome 

on an individual basis and started to question how limited health and 

social care resources could be allocated to obtain better outcomes 

for individuals (Crane-Ross et al., 2000; UK 700 Group, 1999). 

Needs assessment is person-focused and aims to collect data to 

identify and meet individual areas of need. Healthcare 

commissioners and providers have recognised that it is necessary to 

provide a wide range of health and social care services according to 

the needs of individuals in order to achieve positive health outcomes 

(Gannon et al., 2000; Leese et al., 1998; Slade et al., 1999). Finally, 

it is worth emphasising the importance of assessing comprehensively 

and systematically the needs of groups who have tended to be 

marginalised or partially neglected by society and by those
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responsible for health and social care service planning. This is often 

the case for those whose voice is not generally heard, either because 

they have not tended to protest and assert their rights or because 

their strategic worth has not been appreciated politically. Older 

people and mentally ill people make up very large groups of such 

people and it is easy to appreciate that older people further disabled 

by mental illness will be a particularly vulnerable group who should 

benefit greatly from systematic and comprehensive needs 

assessment.

6.2 Clinical implications

The results of this study indicate that CANE is popular and easy to 

use and overall has good validity. Intraclass correlations also 

demonstrate very good reliability. Although these correlations 

apparently demonstrate almost perfect inter-rater reliability, the 

interpretation of this part of the study has to be guarded in light of the 

limitations discussed. However, test-retest reliability as measured by 

intraclass correlations of summary scores is generally excellent and 

this part of the reliability study did not have the same potential 

limitations.

Interest and enquiries have been consistent since the initial CANE 

publication (Reynolds et al., 2000), both from a variety of different 

countries with significant cultural diversity (e.g. European countries, 

China, India and New Zealand) and also from a variety of disciplines
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(psychiatry, psychiatrie social work, occupational therapy, community 

and hospital-based mental health nursing and service management). 

This suggests a broad appeal in multidisciplinary clinical work.

With experience, completion of the CANE took much less time. The 

time taken to complete assessments would be further improved in 

clinical settings where the patient is well known or where the CANE 

is used as part of the standard assessment procedure.

As mentioned above, a short version is now available (Appendix 4). 

This may be more practical for clinical use. Another short version is 

also in preparation, specifically tailored for use in primary care. The 

final versions for general use will be published in a single pack 

consisting of an instruction manual including case-vignettes and 

scoring examples (Appendix 2).

Further work has already been done in a variety of settings in a 

number of different countries around the world, which supplements 

this study and provides further detail on the qualities of the 

instrument. It can be said at this stage that CANE is able to assess 

the needs of the elderly mentally ill effectively and comprehensively 

over a wide range of diagnoses and settings. It is already proving 

very useful as an instrument to improve individual clinical care and as 

a tool to help evaluate, shape and develop specialist services for 

older people.
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HOW TO USE THE DRAFT VERSION OF THE CAMBERWELL 
ASSESSMENT OF NEED FOR THE ELDERLY (CANE)

This is based on the same principles and design as the original CAN. However in this draft version 
both research and clinical versions have been amalgamated (the last 2 questions on each page for 
research use and the COMMENTS box for clinical use).

A Manual giving examples and guidance about ratings will be prepared in conjunction with the final 
version.

In this draft there are 24 topics relating to the user/patient and two (A&B) relating to the main carer. 
There are three boxes for rating so that the user, staff member and carer can each express their view.

SECTION 1 Asks if  there is currently a problem in each topic area (in the last month).

- If a serious problem is present (regardless of any help being given) then rate 2

- Otherwise if there is no serious problem (but possibly a moderate one) because of 
help given then rate 1

- Otherwise if there is no serious problem rate 0

If the person rates 0 or 9 then go to the next page.
Otherwise complete the remaining sections.

For each topic suggested questions to ask are in italics.

SECTION 2 Asks about help received fi*om informal carers during the last month.

SECTION 3 Asks about help received and needed from paid staff during the last month.

SECTION 4 Asks about the appropriateness of help given and about the user’s rating of 
satisfaction with the amount of help received.

There is a final COMMENTS box which can be used by staff to elaborate on the 
nature of unmet needs identified and to formulate an action plan and review date for 
this.

CANE has been developed by Tom Reynolds, M artin Orrell, Melanie Abas, Bob Woods and Graham Thornicroft. The 
original CAN was designed at PRISM by Michael Phelan, Mike Slade, Graham Dunn, Frank Holloway, Geraldine 
Strathdee, Graham Thornicroft and Til Wykes and is the Copyright ofPRiSM, ALL RIGHTS RESERVED.
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CONTENTS

NUMBER TOPIC

1 ACCOMMODATION

2 LOOKING AFTER THE HOME

3 FOOD

4 SELF CARE

5 CARING FOR SOMEONE ELSE

6 DAYTIME ACTIVITIES

7 MEMORY

8 EYESIGHT/HEARING

9 MOBILITY
10 CONTINENCE
II PHYSICAL HEALTH

12 DRUGS

13 PSYCHOTIC SYMPTOMS

14 PSYCHOLOGICAL DISTRESS

15 INFORMATION (ON CONDITION AND TREATMENT)

16 SAFETY (DELIBERATE SELF- HARM)
17 SAFETY (INADVERTENT SELF-HARM)

18 SAFETY (ABUSE/NEGLECT)

19 BEHAVIOUR

20 ALCOHOL

21 COMPANY

22 INTIMATE RELATIONSHIPS
23 MONEY
24 BENEFITS

A. CARER’S NEED FOR INFORMATION

B. CARER’S PSYCHOLOGICAL DISTRESS

211



1 ACCOMMODATION ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE AN APPROPRIATE PLACE TO LIVE?

What kind o f  home do you live in? Do you have any problems with accommodation?

0 = NO PROBLEM e.g. Has an adequate and appropriate home (even if  currently in hospital).

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg Sheltered, residental, nursing home accommodation, continuing care ward. Home 

undergoing adaptation/redecoration

2 = SERIOUS PROBLEM eg Homeless, inappropriately housed or home lacks basic facilities 
such as water, electricity, heating or essential alterations.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 2

HOW MUCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES W ITH  TH EIR  ACCOMMODATION?

0=NONE

1 = LOW HELP e.g. Occasionally does odd jobs or minor redecorations.

2 = MODERATE HELP e.g. Substantial help with improving accommodation such as organising 
redecoration or specific adaptions.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Living with relative because own accommodation is 
unsatisfactory.

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH  TH E IR  ACCOMMODATION?

HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES W ITH  TH EIR  ACCOMMODATION?

0=NONE

1 = LOW HELP e.g. Minor redecoration; referral to housing agency/assisted housing.

2 = MODERATE HELP e.g. Major improvements; actively pursuing change in accommodation.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Being rehoused; living in supported accorrimodation, 
residential care, nursing home or continuing care hospital ward.

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP W ITH  
THEIR ACCOMMODATION?
(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  W IT H  ACCOMMODATION?

(0 = NOT SATISFIED I = SATISFIED)

COMMENTS
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2 LOOKING AFTER THE HOME ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE D IFFIC U LTY  IN  LOO KING AFTER TH EIR
HOME?

Jreyou able to look after your home?
Does anyone help you?

0 = NO PROBLEM e.g. Home may be untidy but kept basically clean.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Limited in looking after home and has regular domestic help.

2 = SERIOUS PROBLEM eg Unable to do any housework. Home is a potential health/fire/escape hazard.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 3

HOW MUCH HELP DOES THE PERSON RECEIVE FROM  FRIENDS OR 
RELATIVES W IT H  LO O KING  AFTER THE HOME?

0=NONE

1 = L0WHELP eg. Prompts or helps tidy up or clean occasionally.

2 = MODERATE HELP e.g. Prompts or helps clean at least once a week.

3 = HIGH HELP e.g. Does most or all of the household tasks.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W IT H  LO O KING  AFTER THE HOME?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES W IT H  LO O KING  AFTER THE HOME?

0=NONE

1 = LOW HELP eg Prompting/supervision by staff.

2 = MODERATE HELP e.g. Some assistance with household tasks.

3 = HIGH HELP eg. Majority of household tasks done by staff.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP W ITH  
LOOKING AFTER THE HOME?
(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AM OUNT OF 
HELP THEY ARE RECEIVING  W ITH  LO O KING  AFTER THE HOME?
(0 = NOT SATISFIED I = SATISFIED)

COMMENTS
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3 FOOD ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE D IFFIC U LTY IN  GETTING ENOUGH TO EAT?

Are you able to prepare your own meals and do your own shopping?
Are you getting the right sort o f  food?

0 = NO PROBLEM e.g. Able to buy and prepare adequate meals.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Unable to prepare food and has some meals provided .

2 = SERIOUS PROBLEM 
prepare
9 = NOT KNOWN

eg Very restricted diet; culturally inappropriate food; unable to do shopping or 
any food.

IF RATED 0 OR 9 GO TO QUESTION 4

HOW MUCH HELP DOES THE PERSON RECEIVE FROM  FRIENDS OR  
RELATIVES W ITH  GETTING ENOUGH TO EAT?

0=NONE

1= LOW HELP e.g. Occasional meal provided and/or occasional help with shopping.

2 = MODERATE HELP
daily.

e.g. Help with weekly shopping and/or meals provided more than weekly but not

3 = HIGH HELP eg. Meal provided daily

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH  GETTING ENOUGH TO EAT?

HOW M UCH HELP DOES THE PERSON NEED  FROM  LOCAL 
SERVICES W IT H  G ETTING ENOUGH TO EAT?

0 = NONE

1 = L0WHELP e.g. 1 -4 meals a week provided or assisted for one meal a day.

2 = MODERATE HELP e.g. More than 4 meals a week provided or assisted for all meals. Weekly shopping.

3 = HIGH HELP e.g. All meals provided.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
WITH GETTING ENOUGH TO EAT?
(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF 
HELP THEY ARE RECEIVING  W ITH  GETTING  ENOUGH TO EAT?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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4 SELF CARE ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE D IFFIC U LTY  W ITH  SELF CARE?

Do you have any difficulty with personal care like washing, cutting your nails or dressing? 
Do you ever need help?

0 = NO PROBLEM e.g. Appropriately dressed and groomed.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Needs and gets help with self care.

2 = SERIOUS PROBLEM eg Poor personal hygiene, unable to dress or wash.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 5

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  FRIENDS 
OR RELATIVES W IT H  SELF CARE?

0=NONE

1 = LOW HELP e.g. Prompts (e.g. to change clothes) or helps occasionally.

2 = MODERATE HELP eg. Regular assistance e.g. weekly or more often.

3 = HIGH HELP e.g. Daily assistance with care e.g. dressing, bathing: Weekly laundry.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  LOCAL  
SERVICES W ITH  SELF CARE?

HOW M UCH HELP DOES THE PERSON NEED  FROM  LOCAL  
SERVICES W IT H  SELF CARE?

0 = NONE

1 = LOW HELP eg Occasional prompting by staff.

2 = MODERATE HELP e.g. Supervise weekly washing and some other aspects of self-care.

3 = HIGH HELP e.g. Supervise most aspects of self care; assist most days.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP  
WITH SELF CARE?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AM OUNT  
OF HELP THEY ARE RECEIVIN G  W IT H  SELF CARE?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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5 CARING FOR SOMEONE ELSE ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE D IFFIC U LTY CARING FOR ANOTHER PERSON?

Is there anyone that you are caring for?
Do you have any difficulty in looking after them?

0 = NO PROBLEM eg. No-one to care for or no problem in caring.

1 = NO/MODERATE PROBLEM 
DUE TO HELP GIVEN e.g. Difficulties with caring and receiving help.

2 = SERIOUS PROBLEM e.g. Serious difficulty in looking after or caring for the person.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 6

HOW MUCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES W ITH  LOOKING AFTER SOMEONE ELSE?

0=NONE

1 = LOW HELP e.g. Occasional help less than once a week.

2 = MODERATE HELP e.g. Help most days.

3 = HIGH HELP e.g. Cared-for person goes to stay with ftiends or relatives.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH  CARING?

HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES W ITH  CARING?

0=NONE

1 = LOW HELP e.g. Day care; weekly assistance at home.

2 = MODERATE HELP e.g. Nearly daily assistance at home; on-going carer support/training 
programme.

3 = HIGH HELP e.g. Respite care, 24-hour care package or plans for residential care.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG HT TYPE OF HELP W ITH  CARING?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF HELP 
THEY ARE RECEIVING FOR CARING FOR SOMEONE ELSE?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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6 DAYTIME ACTIVITIES ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE D IFFIC U LTY W ITH  REGULAR, APPROPRIATE 
DAYTIME ACTIVITIES?

How do you spend your day? Do you have enough to do?

) = N0 PROBLEM

= NO/MODERATE PROBLEM 
DUE TO HELP GIVEN

2 = SERIOUS PROBLEM

) = NOT KNOWN

e.g. Adequate social, work or leisure activities.

e.g. Some limitation in occupying self, attending organised activities e.g. day centre,

e.g No adequate social, work or leisure activities.

IF RATED 0 OR 9 GO TO QUESTION 7

HOW MUCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES IN  FINDING  OR KEEPING REGULAR AND APPROPRIATE 
DAYTIME ACTIVITIES?

0 = NONE

1 = L0WHELP e.g. Occasional help in arranging activities.

2 = MODERATE HELP e.g. Help at least weekly.

3 = HIGH HELP e.g. Daily help with arranging activities.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN  FINDING  OR KEEPING REGULAR AND APPROPRIATE 
ACTIVITIES?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES IN  FINDING  OR KEEPING REGULAR AND APPROPRIATE 
ACTIVITIES?

0 = NONE

1 = LOW HELP e.g Adult education. Weekly day activity.

2 = MODERATE HELP e.g. Day centre 2-4 days a week. Day Hospital attendance.

3 = HIGH HELP e.g. Attends day hospital or day centre 5 or more days a week.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP W ITH  
ACTIVITIES?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  W ITH  ACTIVITIES?

(0 = NOT SATISFIED 1 = SATISFIED

COMMENTS
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7 MEMORY ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE A PROBLEM W ITH  MEMORY?

Do you often have a problem remembering things that happened recently?
Do you often forget where y o u ’ve put things?

0=NOPROBLEM eg Occasionally forgets but remembers later.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Some problems but having investigations/assistance.

2 = SERIOUS PROBLEM 

9 = NOT KNOWN

e.g. Clear deficit in recalling new information; loses things; 
becomes disorientated in time and/or place.

IF RATED 0 OR 9 GO TO QUESTION 8

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  
FRIENDS OR RELATIVES FOR M EM O RY LOSS?

0=NONE

1 = L0WHELP e.g. Prompting, occasional notes, reminders. Weekly visit.

2 = MODERATE HELP e.g. Assistance/supervision most days.

3 = HIGH HELP e.g. Living with relative. Constant supervision.

9 = NOT KNOWN '

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  
LOCAL SERVICES FOR M EM O RY LOSS?

HOW M UCH HELP DOES THE PERSON NEED  FROM  
LOCAL SERVICES FOR M EM O RY LOSS?

0=NONE

1 = LOW HELP e.g. Some advice.

2 = MODERATE HELP e.g. Undergoing investigations. Regularly sees health care professional, e.g. Memory 
Clinic, Day Hospital. Specialist day facility.

3 = HIGH HELP e.g. Residential/inpatient care.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF 
HELP FOR M EM O RY LOSS?

(0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT 
OF HELP THEY ARE RECEIVING  FOR M EM O RY LOSS?

(0 = NOT SATISFIED I = SATISFIED)

COMMENTS
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8 EYESIGHT/HEARING ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE ANY PROBLEM W ITH  SIGHT OR HEARING?

Do you have any difficulty hearing what someone says to you in a quiet room?
Do you have difficulty in seeing newsprint or watching television?

0 -NO PROBLEM e.g. No difficulties (may wear corrective lenses or hearing aid).

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g Some difficulty but aids help to some extent.

2 = SERIOUS PROBLEM eg A lot of difficulty seeing or hearing.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 9

HOW MUCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES W ITH  EYESIGHT/HEARING?

0 = NONE

1 = L0WHELP e.g. Help making appointments for sight/hearing problems.

2 = MODERATE HELP eg. Regular help with difficult tasks e.g. reading correspondence.

3 = HIGH HELP eg. Help with most tasks that are difficult because of hearing/vision problem.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH  EYESIGHT/HEARING?

HOW MUCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES W ITH  EYESIGHT/HEARING?

0=NONE

1 = L0WHELP eg Advice.

2 = MODERATE HELP eg. Investigations/treatment. Aids provided. Regular assistance with tasks.

3 = HIGH HELP e.g. Assistance several days a week. Hospital
appointments/specialist services or specialist day facilities.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
WITH EYESIGHT/HEARING?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT 
OF HELP THEY ARE RECEIVING  W ITH  EYESIGHT/HEARING?

(0 = NOT SATISFIED I = SATISFIED)

COMMENTS
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9 M O BILITY ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE RESTRICTED M O B IL ITY ,
FALLS OR ANY PROBLEMS USING PUBLIC TRANSPORT?

Can you use the bus or train?

0 = NO PROBLEM

= NO/MODERATE PROBLEM 
DUE TO HELP GIVEN

2 = SERIOUS PROBLEM

1 = NOT KNOWN

e.g. Physically able and mobile.

e.g Some difficulty walking, climbing steps or using public transport but able
with assistance (e.g. walking aids). Occasional fall.

e.g Very restricted mobility even with walking aid. Several falls in a month.

IF RATED 0 OR 9 GO TO QUESTION 10

HOW MUCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES FOR M O B IL ITY  PROBLEMS?

0=NONE

1 = LOW HELP e.g. Occasional help e.g. with transport.

2 = MODERATE HELP e.g. Regular help with mobility/public transport, Help organising home alterations.

3 = HIGH HELP eg. Daily help and supervision with mobility/transport.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR M O B IL ITY  PROBLEMS?

HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR M O B IL ITY  PROBLEMS?

0=NONE

1 = L0W HELP e.g Advice; one or more aids.

2 = MODERATE HELP e.g. Currently undergoing investigations and/or O.T./Physiotherapy assessments. 
Regular transport, e.g. to day centre.

3 = HIGH HELP e.g. Fully appropriate home alterations and aids. Assistance most days.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
FOR M O B ILITY  PROBLEMS?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  FOR M O B IL ITY  PROBLEMS?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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10 CONTINENCE ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE INCONTINENCE?

Do you ever have accidents/find yourself wet if  you can’t get to the toilet quickly? 
(How much o f  a problem? Ever any soiling? Are you getting any help?)

0 = NO PROBLEM

= NO/MODERATE PROBLEM 
DUE TO HELP GIVEN

2 = SERIOUS PROBLEM

9 = NOT KNOWN

e.g. No incontinence.

e.g Some incontinence. Receiving appropriate help/investigations,

e.g Regularly wet or soiled.

IF RATED 0 OR 9 GO TO QUESTION 11

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES FOR INCONTINENCE?

0 = NONE

1 = L0WHEIJP e.g. Prompts to maintain continence.

2 = MODERATE HELP eg. Regularly assists with laundry, hygiene and use of aids.

3 = HIGH HELP e.g. Full assistance with continence (laundry, hygiene, aids).

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR INCONTINENCE?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES FOR INCONTINENCE?

0=NONE

1 = L0WHELP e.g Prompts to maintain continence and provision of aids.

2 = MODERATE HELP e.g. Investigations/treatment. Regular help with laundry, hygiene and aids.

3 = HIGH HELP e.g. Planned medical intervention (e.g. surgery). Constant care and assistance

9 = NOT KNOWN
(eg. in residential care or nursing home).

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
FOR INCONTINENCE?

(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF 
HELP THEY ARE RECEIVING  FOR INCONTINENCE?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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11 PHYSICAL HEALTH ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE ANY PHYSICAL ILLNESS?

How well do you fee l physically?
Are you getting any treatment from your doctor fo r physical problems?

0 = NO PROBLEM e.g. Physically well.

1 = NO/MODERATE PROBLEM 
DUE TO HELP GIVEN e.g. Physical ailment such as high blood pressure under control, receiving appropriate 

treatment.

2 = SERIOUS PROBLEM e.g Untreated serious physical ailment. Terminal illness. Awaiting major surgery.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 12

HOW MUCH HELP DOES THE PERSON RECEIVE FROM  FRIENDS 
OR RELATIVES FOR PHYSICAL HEALTH PROBLEMS?

0=NONE

1 = LOW HELP e.g. Arranging appointments to see doctor.

2 = MODERATE HELP e.g. Accompanied regularly to doctor/clinics.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Daily help with condition arising out of physical health problems, e.g. Living with 
relative while convalescing or ill.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR PHYSICAL HEALTH PROBLEMS?

HOW M UCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR PHYSICAL HEALTH PROBLEMS?

0 = NONE

1 = L0WHELP eg Given dietary or health advice. Occasional visit to GP.

2 = MODERATE HELP eg. Prescribed medication. Regularly seen by health care professional (GP, nurse, day 
hospital staff, out-patient clinic).

3 = HIGH HELP e.g. hrpatient admissions. 24-hour nursing care.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
FOR PHYSICAL HEALTH PROBLEMS?
(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  FOR PHYSICAL HEALTH PROBLEMS?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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12 DRUGS ASSESSMENTS
USER STAFF

CARER

DOES THE PERSON HAVE PROBLEMS W ITH  M EDICATIO N OR DRUGS?

Do you have any problems (eg. side effects) with medication? How many different tablets are you on?
Has your medication been recently reviewed by your doctor? Do you take any drugs that are not prescribed?
0 = NO PROBLEM e.g. No problems with compliance, side effects, drug-abuse or dependancy.

1 = NO/MODERATE PROBLEM eg- Regular reviews, advice. District Nurse/CPN administers
DUE TO HELP GIVEN medication. Dosette boxes/aids.

2 = SERIOUS PROBLEM eg. Poor compliance, takes too much or too little.
Dependency or abuse of prescribed or non-prescribed drugs.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 13

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  
FRIENDS OR RELATIVES W ITH  TH EIR  M EDICATION?

0=NONE

1= LOW HELP e.g. Occasional prompt. Advice about drug misuse.

2 = MODERATE HELP e.g. Collection, regular reminding and checking of 
medication. Advice about helping agencies.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Administers and holds medication. Support during 
drug withdrawal programme.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W IT H  TH EIR  M EDICATION?

HOW MUCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES W ITH  TH EIR  M EDICATION?

0=NONE

1 -LOW HELP eg. Advice from G.P. Prompts to take medication.

2 = MODERATE HELP e.g. Supervision by District Nurse/CPN/Day Hospital.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Daily administration of medication. Supervised withdrawal 
programme for drug dependancy.

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
WITH M EDICATION?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT 
OF HELP THEY ARE RECEIVING  W ITH  TH EIR  MEDICATION?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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13 PSYCHOTIC SYMPTOMS ASSESSMENTS
USER STAFF CARER

DOES THE PERSON HAVE SYMPTOMS SUCH AS DELUSIONAL BELIEFS, 
HALLUCINATIONS, FORMAL THOUGHT DISORDER OR PASSIVITY?

Do you ever hear voices, see strange things or have problems with your thoughts? 
Areyou on any medication for this?

0 = NO PROBLEM e.g No definite symptoms. Not at risk or in distress from symptoms and not on
medication for psychotic symptoms.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Symptoms helped by medication or other help.

2 = SERIOUS PROBLEM e.g. Currently has symptoms or is at risk.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 14

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES FOR THESE PSYCHOTIC SYMPTOMS?

0=NONE

1 = L0WHELP eg- Some support.

2 = MODERATE HELP e.g. Carers involved in helping with coping strategies'or medication compliance.

3 = HIGH HELP e.g. Constant supervision of medication and help with coping strategies.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR THESE PSYCHOTIC SYMPTOMS?

HOW M UCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR THESE PSYCHOTIC SYMPTOMS?

0=NONE

1 = L0WHELP eg. Mental state and medication reviewed three monthly or less often. Support group.

2 = MODERATE HELP eg. Mental state and medication reviewed more frequently than three monthly. 
Frequent spécifié therapy e.g. day hospital, high CPN input.

3 = HIGH HELP eg. Active treatment/ 24 hour hospital care, daily day care or crisis care at home.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
FOR THESE SYMPTOMS?

(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT 
OF HELP THEY ARE RECEIVING  FOR THESE SYMPTOMS?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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14 PSYCHOLOGICAL DISTRESS ASSESSMENTS
USER STAFF CARER

DOES THE PERSON SUFFER FROM CURRENT PSYCHOLOGICAL 
DISTRESS?

Have you recently fe lt very sad or fed  up? Have you fe lt very anxious, frightened or worried?

0 = NO PROBLEM eg Occasional or mild distress.

I = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg Needs and gets ongoing support.

2 = SERIOUS PROBLEM eg Distress affects life significantly, e.g. prevents person going out.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 15

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES FOR THIS DISTRESS?

0=NONE

1= LOW HELP e.g. Some sympathy and support.

2 = MODERATE HELP e.g. Has opportunity at least weekly to talk about disfress and get 
help with coping strategies.

3 = HIGH HELP eg. Constant support and supervision.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR THIS DISTRESS?

HOW M UCH HELP DOES THE PERSON NEED  FROM  LOCAL 
SERVICES FOR THIS DISTRESS?

0 = NONE

1= LOW HELP e.g. Assessment of mental state or occasional support.

2 = MODERATE HELP e.g. Specific psychological or social intervention for anxiety.
Counselled by staff at least once a week e.g. at Day Hospital.

3 = HIGH HELP eg. 24 hour hospital care, or crisis care at home.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP FOR  
THIS DISTRESS?

(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AM OUNT OF 
HELP THEY ARE RECEIVING  FOR THIS DISTRESS?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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15 INFORMATION (ON c o n d it io n  t r e a t m e n t ) ASSESSMENTS
USER STAFF CARER I

HAS THE PERSON HAD CLEAR VERBAL OR W RITTEN INFO RM ATIO N  
ABOUT TH EIR  CO NDITIO N AND TREATMENT?

Have you been given clear information about your condition, medication or other treatment? 
Do you want such information? How helpful has the information been?

0 = NO PROBLEM eg Has received and understood adequate information. Has not received but does not
want information. Advanced stage of dementia precludes need.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg. Has not received or understood all information.

2 = SERIOUS PROBLEM e.g. Has received inadequate or no information.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 16

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR 
RELATIVES IN  OBTAINING SUCH INFORM ATION?

0=NONE

1= LOW HELP e.g. Some advice.

2 = MODERATE HELP eg. Given leaflets/fact-sheets or put in touch with self-help groups.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Regular liaison with mental health staff or voluntary groups 
(e.g. Alzheimer’s Disease Society) by friends or relatives.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN  OBTAINING SUCH INFORM ATION?

HOW MUCH HELP DOES THE PERSON NEED FROM  LOCAL 
SERVICES IN  OBTAINING SUCH INFORM ATION?

0 = NONE

1= LOW HELP e.g. Brief verbal or written information on 
illness/problem/treatment.

2 = MODERATE HELP e.g. Given details of self-help groups. Long verbal information 
sessions e.g. during Day Hospital attendance.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Has been given specific personal education with or without detailed 
written information.

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP IN  
OBTAINING INFORM ATION?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF 
HELP THEY ARE RECEIVING  IN  OBTAINING INFORMATION?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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16 SAFETY TO SELF (d e l ib e r a t e  s e l f -h a r m ) ASSESSMENTS
USER STAFF CARER

IS THE PERSON A DANGER TO THEMSELVES?

Do you ever think o f  harming yourself or actually harm yourself?

0 = NO PROBLEM eg No thoughts of self-harm or suicide

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Suicide risk monitored by staff; receiving counselling.

2 = SERIOUS PROBLEM eg. Has expressed suicidal intent, deliberately neglected self or 
exposed self to serious danger in the last month.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 17

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVESTO REDUCE RISK OF DELIBERATE SELF-HARM?

0=NONE

1=L0WHELP eg. Able to contact friends or relatives if  feeling unsafe.

2 = MODERATE HELP eg. Friends or relatives are usually in contact and are likely to 
know if feeling unsafe.

3 = HIGH HELP 

9 = NOT KNOWN

eg Friends or relatives in regular contact and are very likely to 
know and provide help if  feeling unsafe.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF DELIBERATE SELF-HARM?

HOW M UCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES TO REDUCE THE RISK OF DELIBERATE SELF-HARM?

0=NONE

1 = LOW HELP eg. Someone to contact when feeling unsafe.

2 = MODERATE HELP eg. Staff check at least once a week; regular supportive counselling.

3 = HIGH HELP eg. Daily supervision; inpatient care.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP TO  
REDUCE RISK OF DELIBERATE SELF-HARM?

(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF HELP 
THEY ARE RECEIVING  TO REDUCE RISK OF DELIBERATE SELF-HARM?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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17 SAFETY TO SELF (in a d v e r t e n t  s e l f -h a r m )

CARER

ASSESSMENTS
USER STAFF

IS THE PERSON AT INADVERTENT RISK TO THEMSELVES?

Do you ever do anything that accidentally puts yourself in danger (e.g. leaving 
gas taps on, leaving fire unattended or getting lost)?

0 = NO PROBLEM

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN

2 = SERIOUS PROBLEM 

9 = NOT KNOWN

e.g. No accidental self-harm..

e.g. Specific supervision or help; e.g. memory notes or prompts.

e.g. Frequent dangerous behaviour; e.g. getting lost, gas/fire
hazard.

IF RATED 0 OR 9 GO TO QUESTION 18

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR  
RELATIVES TO REDUCE THE RISK OF INADVERTENT SELF-HARM?

0=NONE 

1= LOW HELP

2 = MODERATE HELP

3 = HIGH HELP

9 = NOT KNOWN

e.g. Periodic supervision; weekly or less.

e.g. Supervision on 3-5 days a week.

e.g. Almost constant supervision/24-hour care.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF INADVERTENT SELF-HARM?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL SERVICES 
TO REDUCE THE RISK OF INADVERTENT SELF-HARM?

0=NONE

1=L0WHELP e.g. Check on behaviour weekly or less.

2 = MODERATE HELP e.g. Daily supervision.

3 = HIGH HELP e.g. Constant supervision e.g. residential care.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP TO REDUCE 
RISK OF INADVERTENT SELF-HARM?

(0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF HELP 
THEY ARE RECEIVING  TO REDUCE RISK OF INADVERTENT SELF- 
HARM?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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18 SAFETY TO SELF (a b u s e / n e g l e c t ) ASSESSMENTS
USER STAFF

CARER

IS THE PERSON AT RISK FROM OTHERS?

Has anyone done anything to frighten or harm you, or taken advantage o f  you?

0=NOPROBLEM

1 = NO/MODERATE PROBLEM 
DUE TO HELP GIVEN

2 = SERIOUS PROBLEM 

9 = NOT KNOWN

e.g. No abuse/neglect.

e.g. Needs and gets ongoing support or protection.

e.g. Regular shouting, pushing or neglect. Financial
misappropriation. Physical assault.

IF RATED 0 OR 9 GO TO QUESTION 19

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES TO REDUCE RISK OF ABUSE?

0 = NONE

1 = LOW HELP e.g. Occasional advice.

2 = MODERATE HELP e.g. Regular support and protection.

3 = HIGH HELP e.g. Constant support; very regular protection; negotiation.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF ABUSE?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES TO REDUCE THE RISK OF ABUSE?

0=NONE

1 = LOW HELP eg. Someone to contact when feeling threatened or unsafe.

2 = MODERATE HELP e.g. Regular support; occasional respite.

3 = HIGH HELP e.g. Constant supervision; legal involvement via services;
separation from abuser.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
TO REDUCE RISK OF ABUSE?

(0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  TO REDUCE RISK OF ABUSE?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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19 BEHAVIOUR ASSESSMENTS
USER STAFF CARER

IS THE PERSON’S BEHAVIOUR DANGEROUS, THREATENING, 
INTERFERING OR ANNOYING TO OTHERS?

Do you come into conflict with others e.g. by interfering with their affairs, frequently 
annoying, threatening or disturbing them? What happens?

0 = NO PROBLEM e.g. No history of disturbance to others.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Under supervision because of potential risk.

2 = SERIOUS PROBLEM e.g. Recent violence, threats or seriously interfering behaviour.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 20

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES TO REDUCE ANNOYING OR DISTURBING BEHAVIOUR?

0=NONE

1 = LOW HELP eg. Help/supervision weekly or less.

2 = MODERATE HELP e.g. Help/supervision more often than weekly.

3 = HIGH HELP e.g. Almost constant help/supervision due to persistently
disturbing behaviour.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE ANNOYING OR DISTURBING BEHAVIOUR?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES TO REDUCE ANNOYING OR DISTURBING BEHAVIOUR?

0=NONE

1 = L0WHELP

2 = MODERATE HELP

3 = HIGH HELP

9 = NOT KNOWN

e.g. Check on behaviour weekly or less.

e.g. Daily supervision or night-sitting service.

e.g. Constant supervision; behaviour management programme.

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
TO REDUCE ANNOYING OR DISTURBING BEHAVIOUR?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT 
OF HELP THEY ARE RECEIVING  TO REDUCE ANNOYING OR  
DISTURBING BEHAVIOUR?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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20 ALCOHOL ASSESSMENTS
USER STAFF CARER

DOES THE PERSON D R IN K  EXCESSIVELY OR HAVE A PROBLEM  
CONTROLLING TH EIR  DRINKING?

Do you drink alcohol? How much? Does drinking cause you any problems?
Do you ever feel guilty about it? Do you ever wish you could cut down your drinking?

0=NOPROBLEM eg. Doesn’t drink or drinks sensibly.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg At risk from alcohol abuse and receiving help.

2 = SERIOUS PROBLEM eg Current drinking harmful or uncontrollable.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 21

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES FOR TH EIR  DRINKING?

0=NONE -

1= LOW HELP e.g. Advised to cut down.

2 = MODERATE HELP e.g. Advised about helping agencies, e.g. Alcoholics Anonymous.

3 = HIGH HELP eg. Constant support and/or monitoring of alcohol intake.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR TH EIR  DRINKING?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES FOR TH EIR  DRINKING?

0=NONE

1= LOW HELP eg. Given information and told about risks.

2 = MODERATE HELP eg. Given support and details of helping agencies.

3 = HIGH HELP eg. Attends alcohol clinic, supervised withdrawal programme.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
FOR TH EIR  DRINKING?

(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT  
OF HELP THEY ARE RECEIVING  FOR TH EIR  DRINKING?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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21 COMPANY ASSESSMENTS
USER STAFF

CARER

DOES THE PERSON NEED HELP W ITH  SOCIAL CONTACT?

Are you happy with your social life?
Do you wish you had more social contact with others?
0=NOPROBLEM eg- Able to organise enough social contact, has enough contact with friends.

1 = NO/MODERATE PROBLEM 
DUE TO HELP GIVEN eg- May be lonely at night but attends appropriate drop-in or day centre or other eg. 

Lunch Club.

2 = SERIOUS PROBLEM e-g- Frequently feels lonely and isolated. Very few social contacts.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 22

HOW M UCH HELP DOES THE PERSON RECEIVE FROM  FRIENDS 
OR RELATIVES W IT H  SOCIAL CONTACT?

0=NONE

I = LOW HELP e-g. Social contact/visit less than weekly.

2 = MODERATE HELP eg- Social contact weekly or more often.

3 = HIGH HELP e-g- Social contact at least four times a week.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE  FROM LOCAL 
SERVICES IN  ORGANISING SOCIAL CONTACT?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES IN  ORGANISING SOCIAL CONTACT?

0 = NONE

1= LOW HELP e-g- Occasional visits from befriender or voluntary worker. Referral to day centre.

2 = MODERATE HELP e-g- Regular attendance at day centre; regular luncheon club, organised social activity.

3 = HIGH HELP e-g- Day centre attendance or social home visits 3 or more times a week.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
WITH SOCIAL CONTACT?

(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT 
OF HELP THEY ARE RECEIVING  W ITH  TH EIR  SOCIAL CONTACT?

(0 = NOT SATISFIED 1 = SATISFIED

COMMENTS
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22 INTIM ATE RELATIONSHIPS ASSESSMENTS
USER STAFF

CARER

DOES THE PERSON HAVE A PARTNER, RELATIVE OR FRIEND W IT H  
WHOM THEY HAVE A CLOSE EM OTIONAL/PHYSICAL RELATIONSHIP?

Do you have a partner, relative or friend you feel close to? Do you get on well?
Can you talk about your worries or problems? Do you lack physical contact/intimacy?

0 = NO PROBLEM eg- Happy with current relationships or does not want any intimate relationship.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Counselling/advice which is helpful.

2 = SERIOUS PROBLEM e.g. Desperately lonely. Lack of confidant.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 23

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR  
RELATIVES W ITH  IN TIM A TE  RELATIONSHIPS OR LONELINESS?

0=NONE

1 = LOW HELP e.g. Occasional emotional support.

2 = MODERATE HELP e.g. Regular support.

3 = HIGH HELP 

9 = NOT KNOWN

eg. Help contacting counselling services (e.g. bereavement/marriage counselling) and 
possibly accompanying the person there.

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH  IN T IM A TE  RELATIONSHIPS OR LONELINESS?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES W ITH  IN TIM A TE  RELATIONSHIPS OR LONELINESS?

0=NONE

1= LOW HELP e.g. Some support/advice.

2 = MODERATE HELP e.g. Regular support/advice.

3 = HIGH HELP e.g. Intensive support. Specific therapy, e.g. marital or bereavement counselling.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP W ITH  
RELATIONSHIPS?
(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF 
HELP THEY ARE RECEIVING  W IT H  RELATIONSHIPS?

(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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23 MONEY ASSESSMENTS
USER STAFF

CARER

DOES THE PERSON HAVE PROBLEMS MANAGING OR BUDGETING  
THEIR MONEY?

Do you have any difficulty managing your money?
Are you able to pay your hills?

0 = NO PROBLEM e.g. Able to buy essential items and pay bills.

1 = NO/MODERATE PROBLEM 
DUE TO HELP GIVEN e.g. Benefits from help with managing affairs or budgeting.

2 = SERIOUS PROBLEM eg. Often has no money for essential items or bills. Unable to

9 = NOT KNOWN
manage finances.

IF RATED 0 OR 9 GO TO QUESTION 24

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS 
OR RELATIVES IN  M ANAGING TH E IR  MONEY?

0 = NONE

1 = L0WHELP e.g. Occasional help sorting out household bills.

2 = MODERATE HELP e.g. Calculating weekly budget. Collecting pension.

3 = HIGH HELP e.g. Complete management of finances. Power of Attorney.

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN  M ANAGING TH E IR  MONEY?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES IN  M ANAGING TH EIR  MONEY?

0=NONE

1= LOW HELP e.g. Occasional help with budgeting.

2 = MODERATE HELP e.g. Supervised in paying rent; given weekly spending money.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Virtual or complete management of finances; Court of protection; 
Enduring Power of Attorney.

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP 
IN MANAGING TH E IR  MONEY?
(0 = NO I =YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH  THE AMOUNT OF 
HELP THEY ARE RECEIVING  IN  M ANAGING TH EIR  MONEY?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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24 BENEFITS ASSESSMENTS
USER STAFF

CARER

IS THE PERSON D EFIN ITELY  RECEIVING ALL THE BENEFITS THAT  
THEY ARE ENTITLED TO?

Are you sure that you are getting all the money that you are entitled to?

0 = NO PROBLEM e.g. Has no need of benefits or receiving full entitlement of benefits.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg- Receives appropriate help in claiming benefits.

2 = SERIOUS PROBLEM e.g. Not sure/not receiving full entitlement of benefits.

9 = NOT KNOWN

IF RATED 0 OR 9 FINISH OR GO TO CARER’S SECTION OVERLEAF

HOW M UCH HELP DOES THE PERSON RECEIVE FROM FRIENDS OR  
RELATIVES IN  OBTAINING TH EIR  FULL BENEFIT ENTITLEM ENT?

0=NONE

1 = LOW HELP e.g. Occasionally asks whether person is getting any money.

2 = MODERATE HELP e.g. Make enquiries about entitlements and help fill in forms.

3 = HIGH HELP e.g. Has ensured full benefits are being received..

9 = NOT KNOWN

HOW M UCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN  OBTAINING TH EIR  FULL BENEFIT ENTITLEM ENT?

HOW M UCH HELP DOES THE PERSON NEED  FROM LOCAL 
SERVICES IN  OBTAINING TH EIR  FULL BENEFIT ENTITLEM ENT?

0=NONE

1= LOW HELP e.g. Occasional advice about entitlements.

2 = MODERATE HELP e.g. Help with applying for extra entitlements.

3 = HIGH HELP e.g. Comprehensive evaluation of current entitlement.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE R IG H T TYPE OF HELP IN  
OBTAINING TH EIR  FULL BENEFIT ENTITLEM ENT?
(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W IT H  THE AMOUNT OF 
HELP THEY ARE RECEIVING  IN  O BTAINING TH EIR  FULL 
BENEFIT ENTITLEMENT?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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A. CARER’S NEED FOR INFORMATION a s s e s s m e n t s
USER STAFF

CARER

HAS THE CARER BEEN G IVEN CLEAR INFO RM ATION ABOUT THE  
PERSON’S CO NDITION AND ALL THE TREATMENT AVAILABLE?

Have you been given clear information about X ’s condition and all the treatment and 
services available? How helpful has this information been?
0 = NO PROBLEM eg- Received and understood.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN eg- Has not received or understood all information.

2 = SERIOUS PROBLEM e.g. Has received little or no information.

9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION B

HOW M UCH HELP DOES THE CARER RECEIVE FROM  FRIENDS OR 
RELATIVES IN  OBTAINING SUCH INFORMATION?

0=NONE

i=LOWHELP e-g- Has had some advice.

2 = MODERATE HELP e.g. Given leaflets/fact-sheets or put in touch with self-help groups.

3 = HIGH HELP 

9 = NOT KNOWN

e-g- Regular liaison with doctors, other professionals, self-help or 
support groups by friends or relatives.

HOW M UCH HELP DOES THE CARER RECEIVE FROM  LOCAL SERVICES 
IN OBTAINING SUCH INFORM ATION?

HOW M UCH HELP DOES THE CARER NEED FROM  LOCAL SERVICES IN  
OBTAINING SUCH INFORM ATION?

0=NONE

1 = LOW HELP e-g- Brief verbal or written information on 
condition/problem/treatment..

2 = MODERATE HELP e.g. Given details of self-help groups. Personal explanations of
drugs, alternative treatments/services and likely course of the condition.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Has been given detailed written information or has had 
specific personal education; e.g. from key worker.

DOES THE CARER RECEIVE THE R IG H T TYPE OF HELP IN  O BTAINING  
SUCH INFORMATION?
(0 = NO 1=YES 9 = NOT KNOWN)

OVERALL, IS THE CARER SATISFIED W IT H  THE AMOUNT OF HELP 
THEY ARE RECEIVING  IN  O BTAINING SUCH INFORMATION?
(0 = NOT SATISFIED I = SATISFIED)

COMMENTS
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B. CARER’S PSYCHOLOGICAL DISTRESS a s s e s s m e n t s
USER STAFF

CARER

IS THE CARER CURRENTLY PSYCHOLOGICALLY DISTRESSED?

Do you find it difficult or stressful caring for X? Do you feel you need a break or much more support for yourself?

0=NOPROBLEM e.g. Coping well.

1 = NO/MODERATE PROBLEM
DUE TO HELP GIVEN e.g. Some stress; receiving help.

2 = SERIOUS PROBLEM 

9 = NOT KNOWN

e.g. Consider themselves seriously stressed or depressed. Wants 
relief from caring.

IF RATED 0 OR 9 FINISH

HOW M UCH HELP DOES THE CARER RECEIVE FROM FRIENDS 
OR RELATIVES FOR THIS DISTRESS?

0=NONE

1 = L0WHELP e.g. Occasional advice/support.

2 = MODERATE HELP e.g. Weekly practical and/or emotional support and/or relief from caring.

3 = HIGH HELP e.g. Regular respite and assistance with tasks (e.g. 3-4 times per week).

9 = NOT KNOWN

HOW M UCH HELP DOES THE CARER RECEIVE FROM LOCAL 
SERVICES FOR THIS DISTRESS?

HOW M UCH HELP DOES THE CARER NEED FROM LOCAL 
SERVICES FOR THIS DISTRESS?

0=NONE

1 = LOW HELP e.g. Advice e.g. about other options such as residential care.

2 = MODERATE HELP eg. Weekly day care; occasional respite; CPN visits; carers’ support groups.

3 = HIGH HELP eg. Regular respite admissions. Treatment and/or counselling for stress/depression.
9 = NOT KNOWN

DOES THE CARER RECEIVE THE R IG HT TYPE OF HELP 
FOR THIS DISTRESS?
(0 = NO 1 =YES 9 = NOT KNOWN)

OVERALL, IS THE CARER SATISFIED W ITH  THE AMOUNT 
OF HELP THEY ARE RECEIVING  FOR THIS DISTRESS?
(0 = NOT SATISFIED 1 = SATISFIED)

COMMENTS
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Introduction
CAMBERWELL ASSESSMENT OF NEEDS IN ELDERLY (CANE)

Needs assessment and the Elderly

The assessment of an individual’s needs has come to the fore in modem health care. This has 

mainly been due to changing population needs and changes in health care delivery and 

services. The Camberwell Assessment of Needs in the Elderly (CANE) has been specifically 

designed to comprehensively measure the multiple needs of individuals over 65 years old. In 

this introduction we present the background history to assessment of need and also look at the 

particular issues with regard to assessing needs in the elderly population.

What is a Need?

In order to develop an appropriate needs assessment tool, we must first examine the exact 

nature of what a need is. The concept of an individual need has been defined using various 

terminology and a consensus on the definition of need is not readily apparent (Phelan et al., 

1995). It is possible that the disparity within the literature concerning the definition of need is 

due to the differing backgrounds and frameworks of the various disciplines that use the temi.

A common way of defining a need is to consider how an individual’s abilities compare to a 

standardised population of his or her peers. A need would then exist when the individual does 

not have what others of the same age and circumstances do have (Brewin et al., 1987). For 

example, it is generally expected that a 20 year old should be able to walk comfortably, if they 

could not walk comfortably for what ever reason, this would be considered a need for 

mobility. Other definitions of need exclude the impact of previous disabilities, such that, the 

mobility need would no longer exist if the person had never been able to walk comfortably. 

Another definition automatically decreases the average expectation as the individual ages. 

Gordon, Carter, & Scott (1997; 755) use such a reference point when they suggest that a need 

exists when a person requires “personal attention” involving more people or more time than 

they had previously. Yet other definitions consider a need to occur when a deficit in resources 

available produces a decrease in a person’s quality of life (QoL). Indeed Xentidis et al.,

(2000) purported that a need was a QoL measure in itself. Associating need with QoL has the 

advantage of giving the individual the ability to decide when a need is present. QoL, however, 

has proven to be difficult in itself to define and measure objectively (O’Brien, Ames, &
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Bums, 2000). Another frequently used definition of need is based around interventions or 

treatment that is available to potentially help or alleviate the problem. This definition has the 

advantage of being readily translated into a need for a valid and reliable intervention which 

could potentially meet the need (Slade, Leese, Taylor, & Thomicroft, 1999).

A definition of need that incorporates the idea of intervention gives it the advantage o f being 

able to separate needs into those that are presently being met and those that are presently 

unmet. A met need can be defined as a situation in which the individual has difficulty in a 

particular area but this difficulty is being provided for, such that, the person does not feel it 

negatively impacts on their overall QoL. An unmet need is again regarded as an area of 

difficulty for the individual but they are not receiving an appropriate level of assessment or 

treatment and the need can be regarded as reducing the person’s QoL. Separating needs in this 

way has clinical implications in that once unmet needs have been identified they can lead 

directly to providing an appropriate intervention which can meet the person’s needs. Meeting 

unmet needs is also important because it has been found that the number of unmet needs is 

related to reduced health, poor QoL, and ongoing health related expenses (Slade, Leese, 

Taylor, & Thomcroft, 1999; UK700 Group, 1999).

Why Assess Need? Why is it important?

Previous assessment of an individuals healthcare needs has been based on measures of 

disability and symptomatology, such that if a person had a certain disease which caused a 

certain level of disability they were assumed to need a certain level of services (Neville,

Boyle & Bâillon, 1999). A number of recent changes have resulted in questions being raised 

about this system of resource allocation and of note, these questions have begun to emphasise 

the importance of individually meaningful criteria for assessing and allocating limited health 

care resources (Slade &Thomicroft, 1995).

Much research has shown that basing resource allocation and individual care plans on 

diagnosis or measures of disability does not necessarily result in appropriate intervention for 

many individuals (Slade & Thomicroft, 1995). Rather, results have shown that the 

relationships between treatment and outcome, especially in the realms of mental health are 

indeed more complicated than simply adding up severity o f symptoms and that the process is 

intricately linked to each individual’s own needs. This research indicates that outcome for 

mental health services should be guided by an individual’s evaluation of their unmet needs
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(Boardman, Hogdson, Lewis, & Allen, 1999). This type of model is based on vulnerability 

and risk not legal status or diagnosis, such that in modern health care, emphasis is on a whole 

system approach to match services with need (Department of Health, 1999). This emerging 

finding and the greater emphasis on care services that are person-centred rather than service- 

centred has led to a change in emphasis in the assessment of individual’s needs (Bender & 

Chester, 1999; Woods, 2001).

This emphasis on need based service allocation has also been prompted by a trend towards 

evidence-based costing of care. As the research has shown that individual need is closely 

related to effective health outcome, health-care commissioners now wish to see that the 

services they are purchasing are based on the assessment of individual needs (Slade & 

Thomicroft, 1995). This shift towards looking for cost effective evidence for health care 

servdces has been particularly important in the domains of mental health, where outcome data 

has always been more complicated (Philp, 1997; Ramsey, Winget, & Higginson, 1995). For 

example, purchasing of a surgery service with low rates of mortality and low levels o f post

operative infection seems appropriate but such outcomes are inappropriate for mental health 

services (Philp, 1997).

New government policies have reflected this change in emphasis for National Health Services 

(e.g., NHS and Community Care Act, 1990; National Service Framework for Older People, 

2001). For example, the Care Programme Approach (CPA; Department of Health, 1990) 

policy was designed to enhance the delivery of health and social care services to people with 

mental health problems based on the assessment of each individual’s needs . This individual 

needs assessment was to be completed by a keyworker who would then facilitate the smooth 

delivery of services to meet the individual’s needs across various healthcare services and 

settings, such as, inpatient, outpatient, acute hospital wards, or in the community (Department 

of Health, 1995a). The Carers (Recognition and Services) Act (1995b) also specified that 

carers should have their individual needs assessed, regardless of setting, and that appropriate 

interventions should be available to meet their needs. The Mental Health National Service 

Framework (2001) also emphasises in its first principle that national services should be 

provided based on individual need alone rather than any other variable such as, ability to pay, 

level of disability, ability to communicate, or type of setting (Department of Health, 2001).
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W hat is a Needs Assessment?

Changes in epidemiology, ideology, and financing have lead to the development of new 

policies on how to care for people in the community and in care facilities. Efforts have been 

based around ‘best practice’ guidelines, which are usually derived using a multidisciplinary 

team approach. These guidelines emphasis the incorporation of the physical, social, 

psychological, and environmental needs of individuals in care (Alzheimer’s Disease Society, 

1995). Assessments based on these multidisciplinary principles should assist services to 

incorporate each individual’s needs into a structured individualised care-plan that is person 

centred. When these plans are based on such an appropriate assessment, the plan should lead 

to the production of effective interventions that go some way to meeting each individual’s 

specific needs (Hughes et al., 2001). Additionally, this type of individual assessment of need 

can then be used to evaluate the interventions outlined in the care-plan and whether they have 

been successful in meeting the person’s needs.

Previously people’s needs (especially those that were unmet) had become apparent when the 

person could no longer cope and reached crisis point (Philp et al, 1995). If they were 

fortunate, monitors may have been in place and the crisis may have been predicted and 

subsequently averted. If not in a crisis, presentation would normally lead to a period of 

assessment, usually co-ordinated by a multidisciplinary team (see Bedford et al., 1996). This 

team incorporated many variously skilled and knowledgeable groups of professionals who 

each gather information about the patient’s problem and their potential for intervention from 

their respective professional skills and resources. The members of the team then draw 

together their various assessments and propose treatment strategies and devise a suitable plan 

to meet the individual’s needs. This multidisciplinary method of assessment and treatment is 

generally accepted and has been found to be satisfactory in most circumstances, particularly 

in the delivery o f mental health services (see Bedford et al., 1996). Difficulties arise however, 

when individuals do not receive this multidisciplinary assessment or when the team is unable 

to monitor the outcome of the individual once the crisis has passed (Bebbington, Marsden, & 

Brewin, 1997; Department of Health, 1995b). In particular, it has been shown that individual 

needs can change over time and some needs appear easier to meet while others can remain 

neglected (Bedford et al., 1996; Brewin et al., 1988; Philp et al., 1995).
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One of the main reasons for a multidisciplinary approach to assessment and treatment of 

mental health problems is because mental health often encompasses various domains pertinent 

[to the overall wellbeing of the individual (Hughes et al., 2001). These domains combine 

physical, social, and psychological needs In addition to the often complex nature of mental 

health difficulties, people suffering from these problems often lack the skills and resources to 

enable them to benefit from available ways of meeting their needs (Chester & Bender, 1999). 

People with mental illness often struggle with additional problems, such as, communication 

difficulties or public stigmatisation about mental health problems (Wing, Brewin, & 

Thomicroft, 1992). There are often assumptions about poor outcome and social restrictions 

that make it difficult for individuals with mental health problems to have their needs assessed 

and met effectively (Chester & Bender, 1999). Multidisciplinary teams attempt to overcome 

many of these factors when assessing individual needs, such as incorporating multiple 

informants into their assessments to gather valid information about the person’s difficulties 

(Slade, Phelan, & Thomicroft, 1998).

Needs Assessment in the Elderly:

Why is it important and how does it differ from needs assessment in other populations?

Within the realms of elderly mental health, other wide spread changes have also contributed 

to a move away from traditional models of health care provision. The population of elderly 

individuals (over 65 years) and the very elderly (over 80 years) continues to rise (Wattis, 

Hobson, & Barker, 1992). In addition, there has been a general movement away from NHS 

run continuing care wards and a rapid increase in privately funded residential and nursing care 

facilities (Bowling, Formby, Grant, & Ebrabim, 1991). The number of elderly sustained in the 

community is significantly greater than in previous decades, mainly due to an increase in the 

range and quantity of supportive services available in the community (Chester & Bender,

1999; Impallomeni & Starr, 1995). This move from institutional care to community care has 

many advantages, such as, reducing costs, encouraging ongoing involvement in the 

community, and an emphasis on the preservation of abilities (Philp et al., 1995). This change, 

however, has also meant that individuals entering elderly nursing or residential care facilities 

are generally, frailer than they have been in the past (Wattis, Hobson, & Barker, 1992).

Old age may have special problems, issues, and factors, which influence the mental health of 

the elderly, such as the psychological effects of retirement, deteriorating physical health, loss 

and grief over previous capacity, skill, and loss of friends or family (Woods, 1991). There is
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also the approach of the end of one’s life and the psychological processing of this. These are 

some of the more significant pressures and influences that effect the elderly. The prevalence 

of dementia, (recognised as a devastating mental illness) also increases markedly with 

increased age (Chester & Bender, 1999). Given these factors, the chances that an elderly 

person will require assistance from a mental health service increases with advancing years.

For many of these individuals it will be their first ever contact with mental health services. In 

turn elderly services need to be able to meet these specialist needs of this elderly population.

Individual Needs Assessment Tools:

New social and mental health policies have reflected the influence of unmet needs on 

individual outcome and this has lead to the need for a structured, standardised needs 

assessment tool (Martin, Pehrson, & Orrell, 1999). Attention has turned to finding new, 

adequate and appropriate ways of assessing the various facets of individual needs in mental 

health that is person centred. What is needed is a sensitive, comprehensive needs assessment 

instrument, that is validly and reliably quantify met and unmet needs in elderly individuals. 

Ideally this instrument would be suitable for use as an outcome measure which takes into 

account various perspectives including the health professional, carer, staff and the individual 

(Gordon et al., 1997). These differing perspectives on what an individual may need is required 

because the definition of what a need is, is somewhat subjective and communication barriers 

may pose obstacles for assessing the individual themselves (Slade, 1994). A small number of 

person centred tools have been designed and piloted for their utility in assessing the multi

faceted nature of mental health needs in older people (see Reynolds & Orrell, 2001).

The CANE:

The CANE is a comprehensive needs assessment tool suitable for use in a variety of settings. 

The CANE has been successfiilly used for older people in primary care (Walters, Iliffe, See 

Tai, & Orrell, 2000) sheltered accommodation, residential care homes, nursing homes and in 

mental health services for older people including acute and long term day hospital attendees. 

Lastly CANE has been used to evaluate the complex needs of medical inpatients with 

psychiatric problems. Research into the use o f the CANE in these settings has shown that an 

elderly person’s needs are not automatically met once they have been assessed by a health or 

social care professional. In addition, older people, for a number of reasons, do not necessarily 

seek assistance when their needs are unmet (Walters, Iliffe, & Orrell, 2001). The CANE is a
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comprehensive and sensitive needs assessment instrument that can highlight these multiple 

and changing needs of the elderly person (see Reynolds & Orrell, 2001).

Translations and Cultural Sensitivity:

The CANE has been translated into the following languages for use in research and clinical 

settings: Swedish, Welsh, German, Indian, Italian, French, Spanish, Norwegian, and Dutch. 

The areas of need assessed by the CANE and the specific prompts provided in each section 

have been translated and used in these countries without substantial alteration from the 

English version. The ease with which these translations were produced indicates that the 

CANE is an appropriate instrument for measuring needs in different cultures due to the fact 

the CANE uses local knowledge, including the administrators knowledge and experience of 

the culture of those individuals they are assessing. It is noted however, that scientific 

investigation of the reliability and validity of the CANE in these countries has yet to be 

established. Please contact the authors for fiirther information concerning these translations 

and use of the CANE in countries outside the United Kingdom.
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BACKGROUND

The Camberwell Assessment of Needs in the Elderly (CANE) was developed from the 

original Camberwell Assessment of Needs (CAN; Slade, Leese, Taylor, & Thomicroft, 1999). 

The CAN is a psychometric instrument designed to assess needs in individuals with long-term 

mental health needs. This instrument comprised 22 areas of need and gathered relevant 

information about these areas from the patient themselves, carers, and staff. The CAN was 

designed to provide detailed information about an individual’s meet and unmeet needs to 

provide data for service provision and to develop individual care plans. The CAN has been 

shown to have good reliability and validity and was easy to use by a range of professional 

disciplines (Phelan et al., 1995). It also identified needs as met or unmet (Slade, Phelan, & 

Thomicroft, 1998). Although the CANE had a similar rationale and many similar items as the 

CAN, it was fiirther developed to reflect the specialist needs o f the elderly population.

This alteration of the CAN was undertaken by Reynolds et al. (2000) who recognised that the 

older population with mental disorders were difficult to assess using previous methods and 

that no adequate instrument was available to fully assess their particular needs. Using the 

CAN as a template the research team completed an extensive development process to meet 

the special needs of the elderly population. This process entailed running focus groups 

involving service users, carers, and various health care professionals. A modified Delphi 

process was then used to refine the specific items on the instrument. This process involved 

sending questionnaires to various elderly health care specialists asking them to rate and 

comment on the instrument. This Delphi process was then further discussed and refined at a 

consensus conference involving various elderly care voluntary organisations and relevant 

professionals.

The final draft was called the CANE and its reliability and validity was established (Reynolds 

et al., 2000). Test-retest and inter-rater reliability was collected using data from 40 service 

users, 53 staff members, and 18 carers in the London area. Reliability was reported to be very 

high with r = 0.85 for all inter-rater staff ratings. Correlations of total number of needs 

identified by staff was also adequate (0.99 and 0.93 for inter-rater and test-retest respectively). 

Validity was assessed in various ways, such as, face validity during the Delphi process.
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DESCRIPTION

The CANE consists of 24 sections, plus 2 sections aimed at assessing carer needs:

1. Accommodation 2. Looking after the home

3. Food 4. Self Care

5. Caring for someone else 6. Daytime activities

7. Memory 8. Eyesight / Hearing

9. Mobility 10. Continence

11. Physical health 12. Drugs

13. Psychotic symptoms 14. Psychological distress

15. Information 16. Deliberate self-harm

17. Inadvertent self-harm 18. Abuse / Neglect

19. Behaviour 20. Alcohol

21. Company 22. Intimate relationships

23. Money 24. Benefits

A. Care’s need for information B. Carer’s psychological distress

Information is recorded separately via interviews with the carer, staff, and patient over all of 

these 26 areas. Each item is rated based on information gathered about the user during the two 

months prior to the interview. The CANE takes approximately 10-30 minutes with each 

interviewee (i.e., formal carers, staff, and patients).

TRAINING

Although the CANE is not based on any specific diagnostic framework, the instrument is 

intended to form the basis of a complete clinical assessment of need. Therefore the rater must 

have a detailed knowledge of the elderly in terms of their physical, mental health, and 

psychosocial needs. The rater will generally be a professional able to make assessments of 

need in the elderly (i.e., a social worker, medical doctor, psychiatrist, clinical psychologist, 

occupational therapist, or psychiatric nurse). The ideology underpinning the CANE is 

complex as the rating process replicates formal clinical decision making therefore specific 

training in these concepts is useful. Additionally, the rater is encouraged to undergo brief 

training (approximately 4-5 assessments) to ensure the reliability of individual ratings. Where

>48



several staff in a service are using the CANE it is a good idea for them to have opportunities 

to meet and discuss complex cases and how to rate their needs.

DEFINITIONS

Need: A need is a situation in which there is a significant problem for which there is an 

appropriate intervention which could potentially help or alleviate the problem. See Section 1 

below for definitions of met need and unmet need.

Staff: A formal carer or key worker who is familiar with the individual’s clinical condition. 

More than one staff member can be interviewed to get a consensus on these ratings.

Carer: An individual who usually provides care on at least a weekly basis. This person is 

usually not paid for their care work but may be paid by the user or the user’s family (e.g., a 

family member, a neighbour, or friend).

Rater: The mental health professional conducting the assessment. The clinician should use all 

available information to rate areas on the CANE.

Informal Ser\’ices: Family, friends, neighbours who give assistance but are usually not paid 

for their services. This section could included privately funded unskilled assistance, such as a 

neighbour helping with the gardening.

Formal Services: These services are provided by health, social care or other agencies and may 

include, physiotherapy, home care or personal care. Usual formal supports for the elderly 

include; paid carers, long-term wards, formal respite, day-care centres, hospitals, residential 

homes, and day hospitals. Other formal supports can include voluntary agencies, such as 

organised church groups. Age Concern, or beffienders.

ADMINISTRATION

GENERAL INSTRUCTIONS:

Inform the interviewee that you would like to ask them questions about certain areas of the 

user's life that the user may have some difficulty with. Ask staff to review and bring any 

nursing or care notes with them to the interview in order to prompt their memory of needs and 

assistance given. Show the interviewee to a quiet, private, and comfortable room. Start the 

interview by introducing yourself, explaining how long the interview will take, the purpose of 

collecting the information (e.g., in order to construct an individualised care plan based on 

their needs), and who wall view the information they provide. Ask the interviewee if they have 

any specific queries or concerns before you begin. Begin by collecting a few details about the
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user or you can start by summarising what you already know about the user. Continue to 

complete any demographic information required in the first section.

Outline the interview procedure in general: 'T m  going to ask you about certain areas of your 

life that you may be having problems with. Then Fm going to ask you whether you are 

receiving any help from you friends or family with the problem, or from local services”. This 

explanation will provide some structure for the assessment. Next outline the first section; ‘W e 

will begin by looking at your home. Where are you living at the moment?” Continue along 

this line of questioning until all relevant information has been gathered. There is no set 

structure to the administration of the CANE, you may inquire about problem areas in any 

order and you may revisit areas after collecting further information.

SECTION 1:

This section aims to assess whether there is currently a need in the specific area. A need is 

defined as a problem with a potential remedy or intervention (see definitions above). Use the 

prompts provided on the record form to establish the user’s current status with regards to the 

need area. Judgement of rating in this section should be based on normal clinical practice. The 

CANE is intended to be a framework for assessment grounded in good professional practise 

and expertise. Although section 1 in each problem area is the main section of interest to 

CANE administrators, it often can not be rated until adequate information has been collected 

about the area. Indeed, some administrators have found it easier to rate section 1 once 

infonnation has been collected from the other sections 2 to 5. When adequate information has 

been gathered the rater should clearly be able to make a clinical judgement as to whether the 

area is a met need, and unmet need, or is not a need for the person. Conftision with ratings can 

be avoided by not directly asking a closed question about whether there is a problem in a 

certain area e.g., ‘T)o you have any problems with the food here?” because the person can 

answer “No”. This response may then be mistaken as a ‘No Need’ where in fact it is a ‘Met 

Need’ because all food is provided by someone else.

No Need: Score 0 there if there is no need in the area and go on to the next need area. In this 

situation the user is coping well independently and does not need any further assistance. For 

example, the user has reported that they are successfully administering their own medication 

and do not have any problematic side effects. Or the staff member reports that the user
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appeared to be comfortable in his/her home environment and that no alterations to the 

building are needed or planned.

Met Need: Score 1 if the need is met or if there is a minor need requiring no significant 

intervention. A need is met when there is a moderate or serious problem which is receiving an 

intervention which is appropriate and potentially of benefit. This category is also used for 

problems which would normally not be of clinical significance and would not require a 

specific intervention. For example, the user is receiving an assessment for poor eyesight, or a 

district nurse is overseeing the administration o f medications each day.

Unmet Need: Score 2 if the need is currently unmet. An unmet need is a serious problem 

requiring intervention, which is currently receiving no assistance or the wrong kind of help. 

The problem is unmet if it is regarded to be serious despite any help received. For example, a 

staff member reported that the user was incontinent of large amount of urine every night 

despite toileting twice during the night and the use of pads. Or a carer reported that the user 

has become very hard of hearing and has not received an assessment or suitable hearing aids. 

Unknown: Score 9 if the person does not know about the nature of the problems or about the 

assistance the person receives and go on to the next page. If the respondent gives a 1- or 2- 

point answer for section 1 of any question administer sections 2-4. If the respondent gives a 0 

or 9-point answer for section 1 proceed to the next topic area.

If there is doubt as to whether the problem is mild, moderate, or serious consider whether the 

problem would normally warrant a clinical intervention. A mild problem probably would not 

need a clinical intervention, a moderate problem would, and a serious problem would 

normally require immediate intervention. For example, occasional forgetfulness would not 

normally require a clinical intervention and would be considered a minor problem (no need). 

Frequent incontinence which disrupts the individual’s lifestyle would be considered a 

moderate problem requiring a clinical intervention (unmet need). Imminent risk of neglect or 

abuse of an elderly person living in the community with an abusive sibling would be 

considered serious and would normally lead to an urgent intervention (unmet need).

This section asks about assistance from informal sources during the past month. Informal 

services are defined above to include family, friends or neighbours. Use the examples on the 

assessment form to prompt the interviewee. Score 1 when assistance is given very
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occasionally or infrequently. Score 2 when assistance is given more frequently or involves 

more time/effort. Score 3 when assistance is given daily or is intensive (e.g., long periods of 

respite). Score 4 when assistance is very intensive and/or daily (e.g., family lives with the user 

and gives them full assistance with most tasks). Score 9 if the interviewee is unsure of the 

level of assistance provided by these supports.

i). This section asks whether the user receives any assistance from local services to help with 

the problem. These formal supports are defined above to include paid carers, residential care, 

long-term wards, formal respite, day-care centres, hospitals, community psychiatric nurses or 

other staff Use the examples on the assessment form to prompt the interviewee. Score 1 for 

minimal support, occasional, or light support. Score 2 for more regular assistance, maybe 

once a week or more significant support occasionally. Score 3 for specialist assistance, 

currently under assessment or intensive assistance. Score 9 if the interviewee is unsure of the 

level of assistance provided by these supports.

ii) The second part to Section 3 asks what formal supports the interviewer feels the user 

requires, using the same scale as in (i) of Section 3. This second part indicates under-met 

need where the person is getting (part i) less than they require (part ii) or over-provision of 

need, where the person is getting (part i) a higher level of service than they require (part ii).

i). This section asks whether the person feels that the user is receiving the right type of help 

with the problem. The answer to this question may have been obvious from the responses to 

the previous section, especially section 1. However, if in doubt ask more specifically.

ii). The second question in Section 4 asks about the user's satisfaction with the assistance they 

are receiving. Again this may be obvious from prior responses, but it pays to ask specifically 

as a person’s needs may be met, yet they are not satisfied with the help they are receiving 

(e.g., an individual in residential care that wishes to return home).

This section is for documenting notes regarding the individual details o f the assessment. This 

section should be used to document the problem and the details o f the help the user receives 

and requires. Remember to document which informant is providing the information (i.e., U = 

user, S= staff, C = carer, R = rater/health professional). User perspectives on their

252



expectations, personal strengths and resources should be noted here. Individual spiritual and 

cultural information should also be noted in this section. This information is vital for 

establishing an effective individualised care plan.

SCORING

It is to be noted that scoring is a secondary aspect of the CANE as its primary purpose is to 

identify and assess individual needs. The total CANE score is based on the rating of Section 1 

of each of the 24 problem areas. The two areas (A and B) relating to carer’s needs are not 

added into this total score. Count total number of met needs (rated as a 1 in Section 1), out of 

a maximum 24. Count total number of unmet needs identified (rated as a 2 in Section 1) out of 

a maximum score 24. Count total number of needs identified (rated as a 1 or 2 in Section 1), 

out of a maximum 24. The "Raters’ (staff or researchers) ratings are made based on all the 

information gathered through the assessment. Raters ratings of section 1 are used as the basis 

for total CANE scores.
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Frequently Asked Questions:

Question: How do I rate a section when I know the information the interviewee is giving me 

is not correct?

Ansyi^er: This can commonly happen in cases where the interviewee has memory difficulties 

or is unsure of the details of the information they are giving. Rate what the interviewee is 

telling you about their perception of the problem under the respective individual headings 

(e.g., U = user, S = staff). You may prompt individuals with you own information (e.g., “I 

thought you were getting some home help?”) but rate items based on the interviewee’s 

information (e.g., a 9 for T don’t know’ or 0 for 'no problem’). Rate your own assessment 

under the R (rater) heading.

Question: Can I skip questions I know are not relevant (e.g., when the user lives in a clean 

and comfortable residential home? Or when the people living in the home are not permitted to 

drink alcohol?)

Ansyver: Do not assume that because you do not know about a problem in a certain area that 

this information is not useful. For example, it may appear to be satisfactory accommodation to 

you, but may be unsatisfactory to the user. It is noted that elderly people, in particular, often 

under report problems because they do not think there is an effective solution or they 

rationalise that their problem is due to 'old age’ (Walters, Iliffe, & Orrell, 2001).

Question: What if I do not get all the information I need to complete the assessment from the 

interviewee?

Ansyver: Do not persist with an assessment if the interviewee is becoming fatigued or 

agitated. Rather, halt the assessment and continue again when the individual is ready. Try not 

to time assessments during activities in which the interviewee wishes to be involved, but 

rather book a time in advance to suit the person. Be aware that individuals fluctuate in their 

ability to cope with this type of assessment. Time the interview around the person’s most 

attentive times (i.e., in the morning to early afternoon, rather than later in the evening). In 

addition, you can obtain supplementary information from clinical/social work notes to get a 

full and accurate picture and to allow you to complete the CANE.

Question: If informants have responded differently to questions, how can I construct a care 

plan from the CANE*^
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Ansyver: The views of the user always need to be seriously considered when constructing a 

care plan. If views differ between informants, these differences in perception should be 

recorded. The final care plan should be negotiated between all relevant members of the care 

team, including the user.

Question: Some definitions of need only consider a need to be unmet when there is a 

possible solution to the problem. Is a problem an unmet need if there is no treatment 

available?

Answer: The CANE is used to identify unmet needs even if no treatment is currently 

available locally. This is usually requires a judgement to be made and this can be made after 

the assessment has been completed and any appropriate professionals have been consulted. In 

addition, this information may be useful for service provision and development (e.g., the 

development of memory clinics and activity programs where they are needed but not currently 

available).

Question: What if the person is refusing assistance to meet their needs (e.g., has refused any 

home care, offers o f day hospital, or individual counseling)?

Ans^ver: This is a difficult situation, but if the need still remains unmet it must be rated as a 2. 

Document all information regarding attempts to engage the user in appropriate treatment and 

monitors may be put in place in order to prevent any possible crisis in which case the unmet 

needs (2) becomes a met need (1) (e.g., after further attempts to engage the person in 

appropriate treatment and establishment of a safety plan including further monitoring).

Question : What if the person is too ill to engage in appropriate treatment (e.g., has no 

satisfactory activities or mobility because they are bed-bound or are being tube feed because 

of recent infection)?

Answer: If there is no clinically significant intervention to met a need then the area should be 

rated as a 1 (e.g., tube feeding). If  significant need stills exists (e.g., suitable activities for 

people who are bed bound) then the area should be rated as a 2.
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The application of the CANE in Special Contexts 

Long-Term Care Facilities:

The CANE is ideally suited for the assessment of needs in long-term care (LTC) facilities.

The majority of individuals in LTC may prefer not to reside in care homes but have come to 

live in the facilities because they could no longer function at home for any number of possible 

reasons. With the further development of community services many elderly are not entering 

LTC facilities until they become too frail or difficult to be able to manage in the community. 

Therefore, most residents in LTC facilities have a high number of needs that they require the 

home to identify and meet.

The CANE is best used for assessment of residents who have lived in the care home over a 

period of time (e.g., over 1 month). This time gives the person the opportunity to settle into 

their new environment and also allows staff to get to know the individual and find ways to 

adapt to their particular needs. CANE assessments of individuals in LTC should involve 

speaking to all significant parties, so that the most accurate assessment is possible. These 

people can include; the individual themselves, a member of staff who knows the person well, 

and possibly a family carer. Permission should be sought from the individual themselves to 

obtain information from other sources. Many individuals in LTC facilities may have carers in 

the community who can add valuable information to the CANE assessment, mainly because 

they have known the individual for some time before they entered long-term care. These 

external carers can offer the individual a range of support from occasional involvement in 

meetings, to regular involvement with care, providing emotional and physical support for the 

individual in the home (e.g., entertainment, activities, and favourite foods). A judgement 

needs to be made as to whether a carer can add any further information to the CANE 

assessment. Usually if a carer is involved with the person at least weekly and knew the person 

before they came into care, they can provide valuable information, which can be particularly 

useful when individualising appropriate interventions and care plans.

All interviews should take place in a quiet place away from other residents, to ensure 

confidentiality, and also to aide the interviewee’s concentration by minimising other 

environmental stimuli. It is important to explain the aims and objectives of the CANE 

assessment to interviewees prior to initiating the interviews. In particular, staff may be
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protective of identifying unmet needs if they feel that it could reflect poorly on their job 

performance or competence. Additionally, the user and carer may be hesitant in identifying 

unmet needs if they feel the information is going to be poorly received by staff and have 

potential detrimental consequences for user-staff relationships or have funding/placement 

implications. Clear communication of the purpose of the assessment and its implications will 

lead to a collaborative team approach to meeting needs.

On the other hand some staff or carers may genuinely not recognise an unmet or over met 

need. For example, an individual may be frequently incontinent of urine and be left to sit in 

wet clothing for long periods of time (an unmet need) or the individual may have all their self- 

care completed for them by staff when they could manage some by themselves (an over-met 

need). Along similar hnes, some areas on the CANE should not be discounted because 

interviewees may wrongly assume there is automatically ‘no problem’ in the area (e.g., for 

accommodation). Some prompting in this area can highlight needs specific for individuals that 

are unmet (e.g., not enough storage space in rooms, mobility problems and a room on the 

second floor, lack of wheelchair access, or a damp room). For this reason, it is best not only to 

ask whether there is a problem in a certain area, but inquire generally into an area and prompt 

for possible areas of need. It is important to remember to rate what each interviewee reports, 

then rate the clinician’s or researcher’s ratings after the interviews in which unmet (or over 

met) needs can be identified based on clinical judgements and practice. In this way the CANE 

is adept at illuminating previously unidentified problems, and picking up on significant 

problems for which interventions are available. Often LTC facilities have been struggling to 

manage a problem because they were unaware there was an appropriate solution to alleviate 

the situation.

For these reasons all attempts should be made to explain the purpose of the assessment to the 

user and to gain their consent to administer the CANE. For people with moderate dementia 

and/or severe communication problems, assent rather that consent may be justified. An 

informal interview style can be adopted when interviewees have difficulties completing the 

entire CANE interview. In severe dementia it may not be possible to get a ‘user’ rating. Such 

a situation may arise when an individual becomes fatigued or anxious due to impairments in 

language communication or in advanced dementia.
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Such an advanced stage of dementia or another disability may preclude a need in a certain 

area in LTC facilities. In this respect some item areas may not be applicable. This is a rare 

situation in which information is know about the problem, but there is no longer a need due to 

the nature of the individual’s condition or because there is no known intervention for the 

problem. For example, if a person is bed bound due to severe dementia then their need for 

mobility would not be satisfactory but if all efforts were being made to keep the person 

comfortable, exercised as appropriate and monitored to prevent bedsores then the area 

‘mobility’ would be scored as 1 for a met need. Another example could be the need for 

information during severe stages of dementia, where the individual has not received and 

understood all relevant information, but the deficit in cognitive abilities means that the person 

would not be able to understand all information if it was given to them. If the person was, 

however, receiving assistance to understand a level of information about their condition that 

was appropriate for their condition, then this area would be rated as 1 for met need. A further 

example would be the area of ‘caring for the home’ when the person is too ill to look after any 

aspect of the home. This type of situation is infrequent but due to the nature of the person’s 

condition a score of 1 may be appropriate where this would not be the case for individual’s 

without the condition.

Implications or interventions leading from the findings made during the CANE assessment 

need to be discussed with all relevant parties involved in the individual’s care. This group of 

individuals must agree on priorities for intervention and changes made to care plans. This 

process of consultation is necessary if interventions are to be successful at changing these 

previously unidentified or unmet needs.

Specific Need Areas:

These are some specific CANE areas for which these addition assessment prompts and 

comments have been modified for this LTC population.

Food: Establish that the User is getting the types of foods that they want or need or that 

he/she is permitted to assist where possible. For example, an individual may need culturally 

appropriate food on certain days, if this is not provided this would be an unmet need or if 

someone wanted to assist with food preparation, such as, peel some potatoes or carrots and if 

they were assisted to do so with supervision fi*om staff this would be a met need.
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Memory: People give many subtle and not so subtle prompts to help people with memory 

problems. Staff and carers often do not realise they give prompts and assistance unless asked 

directly. More direct assessment could include questions such as; Do you help them find 

j things they have lost, do you have to point out where things are? Are there clear signs around 

the home to help those with memory difficulties? Does the home have re-orientation activities 

or trained staff members that can use techniques to help with memory problems? Do family 

bring in prompts, such as, photo-albums and familiar objects for the person to reminisce?

Physical health: Particular physical illnesses are high risk areas for the elderly, these should 

be enquired about specifically; for example: pain, oral health, foot care, and tissue viability.

Needfor information: Information should be pitched at the appropriate level of 

comprehension for the individual’s needs as all individuals have the right to be involved as 

much as is possible in their own care. This may mean full information and access to 

information sources (e.g., clubs and books) or may mean very little information if the person 

has severe dementia.

Intimate relationships: Some interviewers have found this area of need difficult to ask about. 

The following prompts may be helpful: Do they have someone they can trust and talk to about 

things? Would someone give them physical touch and contact if they wanted/needed it? Who 

would they talk to about an important personal issue that they were concerned about?

Money. Many LTC facilities do not give money to individuals because of confusion and 

possible theft. So staff and residents often have little idea about a resident’s financial status or 

ability to handle/budget money, however, check whether the individual can purchase the 

specific individual items they may need (e.g., clothes, shoes, food, cigarettes, or toiletries).

Benefits'. Many staff also know little about benefits received by residents, speaking to home 

managers or nominated social workers can be helpful in gaining some clarification in this 

area.
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Case Vignettes of the Application of the CANE in Continuing Care 

Vignette 1 William

An example of William an 89 year old with dementia who lives in a residential care EMI unit. 

Interview with William

William was assisted to the interview room with guidance from a carer. He verbally agreed to 

talk about his needs and said he was “OK” with the information being used to help the home 

care for him (establish a care plan). William said he enjoyed “working” in the home and that 

they feed him well. He said he assists with the folding of laundry when asked among other 

chores which help him to pass the day. Physically William said he felt very well and was still 

able to wash and dress himself every morning. He said he was living in the home because his 

wife had died but explained that his son knew most of the details. William reported to be 

happy at the home and that he thought he had enough to do with his day, walking down to see 

his son and working at the home. William said he was getting a good wage and was not in 

need of anything.

Interview with Sandy, William’s key worker /carer.

Sandy said William had come to the home 6 months ago, after struggling at home after his 

wife had died 9 months previously. Sandy reported that William needed minimal assistance 

everyday to wash and dress himself. He ate well and was physically fit only taking medication 

for constipation and heart problems. William was reviewed every 6 months by his General 

Practitioner. William helped about the house but otherwise sat in the same chair in the lounge 

room. He usually refused to leave the home even when his son suggested they go for a walk. 

William’s son visits for about one hour per week, although he was not involved in providing 

any physical care for William. Sandy felt that William would talk to the staff if he had any 

concerns and that he was close to one male staff member in particular. William’s incontinence 

had worsened since coming into the home and he was frequently incontinent of large amounts 

of urine at night and often during the day. William occasionally would hit out at other 

residents of the home if they come close to him when he was talking to his son or he had 

asked them to go away. Staff could usually intervene rapidly to remove the other resident. 

William had had two falls in the last 3 months, both requiring hospital checks. Each falls had 

been when he had attempted to come down the stairs unassisted from his room to the dinning
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area. Sandy felt that William’s son was not aware of William’s condition as he did not attend 

any meetings or appointments with him, she also felt that this was indicated by his insistence 

that William move home with him. Sandy also said that William’s son has been seen by other 

staff to become very upset when William has not recognised him and has on occasion tried to 

strike him.

Interview with William’s son Andrew:

Andrew said that he was unhappy with his father’s present situation. Andrew said his father 

could no longer fit his clothes because he was being fed too much and was not getting any 

exercise. He said William was often without his hearing aid and glasses. Andrew thought that 

his father should be given ‘new medication’ to help his memory and well as regular reviews 

in hospital.

Scoring of Vignette 1

William himself had little to say in the CANE interview, although he did point out one unmet 

need. Andrew, on the other hand, mentioned many areas he felt his father had unmet needs. 

Staff felt they were meeting most of William’s needs and the clinician-rater scored many 

items as 2 indicating further assessment of these areas was needed.
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CANE Summary Sheet
User Nam e; WILLIAM Vignette 1____________

Ratings: 0 = no need 1 = met need 2 = unmet need 9 = unknown
Date:

Interview User Carer Staff Rater

1. Accommodation 1 2 1 2

2. Looking after the home 1 9 1 1

3. Food I 2 1 2

4. Self care 1 1 1 1

5. Caring for someone else 0 0 0 0

6. Daytime activities 2 2 1 2

7. Memory 1 2 2 2

8. Eyesight / Hearing I 2 1 2

9. Mobility 1 2 1 2

10. Incontinence 0 2 1 2

11. Physical health 0 1 1 2

12. Drugs 9 2 1 1

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 0 0 0

15. Information 9 2 1 1

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 2 1 1

18. Abuse / neglect 0 0 0 0

19. Behaviour 0 1 2 2

20. Alcohol 0 0 0 0

21. Company 1 2 1 1

22. Intimate relationships 1 1 1 1

23. Money/ Budgeting I 1 1 1

24. Benefits 9 1 9 1

A. Carers needfor information 9 1 2 2

B. Carers psychological distress 9 0 2 2

Met Needs: Count the number of Is in the 
column.

10 ^ 7 15 13

Unmet Needs: Count the number of 2s in the 
column

1 11 4 7

Total Needs: Add number of Met needs and 
Unmet needs

11 21 19 20
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Vignette 2: Iris

An example of Iris a 67 year old woman with a learning disability and schizophrenia who 

lived in a continuing care residential home.

Interview with Iris:

Iris walked without assistance to the interview room. She reported that she had been living at 

the home for 4 years and enjoyed helping out the staff with certain residents. She said that she 

liked the food and her room, although did not like her roommate whom she accused of 

stealing her money. She said that she would like to go out more but was not allowed and did 

not have enough to do with her day. She said plenty o f people visited who she talked to. Iris 

said that she felt ‘edgy’ at night and liked to ‘walk about’. She said that this helped her to 

keep the ‘thoughts’ out of her head. She said she did not like the medication she was given 

and wished to see someone for a check up of her physical health because sometimes she felt 

like things were crawling inside her.

Interview with Carmel senior home care worker.

Carmel said Iris did not need much assistance with daily self-care and appeared quite happy in 

the home. On occasion, however. Iris was reported to ‘have a bad week’ in which she would 

pace, shout at others and pick or dig at her skin particularly at night. Carmel said that she 

would like her to go out more and have more to do, but needed assistance outside the home 

and no staff were available to help her. She said that Iris did not have many friends mainly 

because she could be unpredictably aggressive towards others. She also did not appear to have 

anyone in whom she confided and did not keep friendships because of her style of social 

interaction.

Scoring of Vignette 2

Iris and Carmel appeared to agree on most of the items, although Carmel felt that Iris had 

needs for company and an intimate relationship that were unmet over the past month, whereas 

Iris felt she had enough contact with others. Iris had needs for social company and daily 

activities that may be more suited to her age and disabilities. Iris also had possible going 

psychotic symptoms that appeared to affect her behaviour towards others, her own level of 

psychological distress and her tendency to self-hami, all of which are unmet and need to be 

reviewed. Iris’s need for safety from abuse/neglect can be said to be met because she is 

supervised in the home and Carmel also thought that her need for safety from self-harm was 

also met within the home. Whether Iris is receiving the right type of information about her 

condition is unknown at the present time.
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CANE Summary Sheet

User Name. IRIS Vignette 2 Date:
Ratings: 0 = no need 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater
1. Accommodation 1 1 I

2. Looking after the home 1 1 1
3. Food 1 1 I

4. Self care I 1 I

5. Caring for someone else 0 0 0

6. Daytime activities 2 2 2

7. Memory 0 0 0

8. Eyesight / Hearing 0 0 0

9. Mobility 0 2 2

10. Incontinence 0 0 0

11. Physical health 0 0 0

12. Drugs 2 2 2

13. Psychotic symtpoms 2 2 2

14. Psychological distress 2 1 2

15. Information 9 1 9

16. Safety to self 2 1 2

17. Inadvertant self-harm 1 1 I

18. Abuse /  neglect 1 1 I

19. Behaviour 0 2 2

20. Alcohol 9 9 9

21. Company 1 2 2

22. Intimate relationships 1 2 2

23. Money/Budgeting 1 1 1

24. Benefits 9 1 I

A. Carers needfor information

B. Carers psychological distress

Met Needs: Count the number of Is in the 
column.

9 11 8

Unmet Needs: Count the number of 2s in the 
column

8 7 9

Total Needs: Add number of Met needs and 
Unmet needs

17 18 17
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Day Hospital Environment:

The day hospital provides assessment and treatment as a time limited intervention or as 

ongoing monitoring through continuous attendance, with patients attending from the 

community, residential care or inpatient areas prior to discharge and receiving varying levels 

of support. As care-packages are based on need identified through undertaking a full and 

comprehensive assessment, instruments that offer a broad and holistic approach to needs 

measurement such as the CANE are ideal for this setting. Where a multidisciplinary approach 

to care is offered such as within the day hospital, the generic nature of the CANE means it can 

be implemented by any experienced discipline involved.

Day hospital patient’s needs can be complex and difficult to assess from one environment, the 

range of topics within the CANE does however offer a global picture and helps identify areas 

of risk. Whilst best practice would be to ensure a visit to the patient’s home environment to 

help substantiate the information received, this information may be obtained through 

interviewing the carer or a professional familiar with the home setting (e.g.. Community 

Psychiatric Nurse; Occupational Therapist; or Social Worker).

The CANE involves the needs assessment being undertaken with the individual, their carer 

and a staff member, which can be considered to promote user and carer participation and 

encourage their involvement within the care planning process. The carer and staff assessments 

may be used to verify the patients responses, or have their perceptions challenged. The 

structure o f the CANE therefore ensures accurate assessments of the patients needs are 

undertaken.

Implementing the CANE

The CANE may be used on admission with new patients, its structure allows for a broad range 

of needs to be measured. Using a systematic approach to assessment of need will ensure those 

areas of unmet need are identified and highlight the priorities for intervention. The CANE 

does not replace clinical assessments, should items such as memory, psychotic symptoms or 

psychological distress be identified as unmet needs, further in-depth and specialist 

assessments are still required. When assessing items regarding money / budgeting and 

benefits, if the information is not immediately available, then indicators that financial
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assessments have been undertaken could be the receipt of attendance allowance or homecare 

services.

Alternatively the CANE is a useful tool for reviewing the progress of patients who have 

attended the day hospital for a period of time, particularly those with chronic health problems. 

Repeated measurement of need at 6 monthly or yearly intervals allows an opportunity to 

acknowledge the needs that are met and the interventions,that have been successful. An 

increase in the number of unmet need at this stage may indicate either a deterioration in the 

person’s well-being, or a breakdown in the care package. This could also allow for future 

needs to be anticipated. When implemented within the day hospital, the depth of staff 

knowledge regarding their patients can be effectively demonstrated and readily consolidated 

using the CANE.

Ongoing risk assessment is of paramount importance and the items; safety to self; inadvertent 

self harm, abuse/neglect and behaviour, allow for any significant risks to be identified in 

relation to harming self or others. When determining the presence of abuse/neglect 

consideration should be given to financial abuse, coercion or intimidation, as well as physical, 

verbal or sexual abuse.

Where the day hospital assessment has been completed and the relevant treatment or 

intervention received, implementing the CANE may indicate areas of over-met need. This 

may be particularly evident when the level of support received is higher in comparison to that 

required, such as daytime activities or company. Over-met needs indicate a need to review the 

care package and consider or commence discharge planning.

Through effective listening when implementing the CANE unnecessary repetition can be 

avoided. If at the start of an assessment the patient identifies they have no family or close 

friends involved in their care, it is unlikely they will score within section 2. In addition, 

references may be made to other items within responses i.e. when discussing psychological 

distress, details may be given of previous attempts at self harm.
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Case Vignette using the CANE within a Day Hospital setting 

Vignette 1 - Harry

Harry is a 59 year old gentleman with younger onset dementia, who has attended the day 

hospital for the past 6 months. The dementia has progressed to an advanced stage and has 

resulted in a limited ability with comprehension and communication, therefore Harry was 

unable to be participate in the assessment. A brief chat with Harry did identify that he enjoyed 

getting out of the house and that his wife did a ‘wonderfiil job’ of looking after him.

Interview with Carmen - Harry’s wife

On interview with Harry’s wife Carmen, areas of unmet need and met needs were identified. 

Harry’s existing care package included homecare assistance with washing and dressing, both 

mornings and evenings. Attendance at the day hospital twice weekly and a specialist day 

centre once a week. A volunteer from Age Concern sat with Harry once a week whilst 

Carmen attended a local evening class.

Despite having daycare provision and access to respite services on request. Carmen was 

experiencing a high level of carer strain and became tearful during the interview. Carmen 

described difficulty with Harry being constantly ‘on the go’ and attempting to leave the house. 

Harry had wandered off on two occasions and brought back by the police, having been found 

attempting to cross a busy dual carriageway. A recent incident had also involved Harry 

becoming physically aggressive towards his son Peter, who had been clearing out the garden 

shed. A fiirther concern raised were bouts o f ‘sobbing’ which were increasing in frequency. 

Harry was described as becoming extremely distressed and inconsolable at these times. 

Despite the high level of carer stress. Carmen expressed a wish to continue caring for Harry at 

home

Interview with the staff member - Sophie

During the interview with Harry’s named nurse at the day hospital - Sophie; it was reported 

that Harry attended the day hospital regularly and appeared to recognise familiar faces and the 

environment. During his attendance Harry spent the time constantly walking around the day 

hospital, no attempts to leave had been noted. Sophie reported that Harry had been incontinent 

of urine on several occasions during his attendances at the day hospital and day centre. Sophie
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had also witnessed episodes of lability, where Harry was observed crying and become 

frustrated when unable to explain why he was upset. Harry was reported to mix little with the 

other day patients, but could be engaged on a 1 ; 1 basis in activities, enjoying simple repetitive 

tasks such as watering the garden, or sanding and painting the wooden craft kits. Harry also 

responded well to sensory work, particularly music and participating in sing-a-longs. A 

further concern for both day hospital and day centre staff was the increasing level of carer 

burden. Carmen having been observed to become tearful at a recent Carer’s Support Group 

and expressed how difficult it was to cope with Harry.

Scoring for case vignette

There are several areas of met need due to the existing package of care in situ and the support 

provided by his wife and family. This demonstrates the success of the existing interventions, 

but which may need modifying in response to the items now identified as unmet needs.
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CANE Summary Sheet

User Name: H arrv Vignette 3 Date:
Ratings: 0 = no need 1 = met need 2 = unmet need 9 == unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 1 1 1

3. Food 1 1 1

4. Self care 1 1 I

1 5. Caring for someone else 0 0 0

6. Daytime activities 1 1 1

7. Memory 1 1 1

8. Eyesight / Hearing 0 0 0

9. Mobility 0 0 0

10. Incontinence 1 2 2

i 11. Physical health 0 0 0

I 12. Drugs 1 1 1

13. Psychotic symtpoms 0 0 0

14. Psychological distress 2 1 2

15. Information 0 0 0

I 16. Safety to self 0 0 0

i 17. Inadvertant self-harm 2 2 2

18. Abuse/neglect 0 0 0

19. Behaviour 2 2 2

1 20. Alcohol 0 0 0

1 21. Company 1 1 1

22. Intimate relationships 0 1 0

I 23. Money/Budgeting 1 1 I

1 24. Benefits 1 9 1

A. Carers needfor information 0 0 0

; B. Carers psychological distress 1 2 2

1 Met Needs: Count the number of Is in the 
! column.

11 10 9

Unmet Needs: Count the number of 2s in the 
! column

3 4 5

Total Needs: Add number of Met needs and 
Unmet needs

14 14 14
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Acute Inpatient Wards:

CANE was developed to assess the complex needs of the older people in the community. 

Keeping up with the development of the services for the increasing population of the older 

people the health service provision for this population has also come a long way. With the 

development in the fields of psychiatry and medicine for older people, inpatient wards have 

become a important point where a comprehensive assessment of the physical, psychological 

and social needs of the individual is required. CANE can provide a good framework for the 

assessment of these complex needs in these settings. When using CANE in an inpatient 

setting, the assessor should be aware of some important issues to consider.

Information gathering

Ideally CANE is best suited for assessment of individuals who have lived in a particular place 

over a period of time (over 1 month). This can be sometimes not be possible when assessing 

needs of patients on the medical wards because of the rapid turnover of patients and acute 

pressure for the beds. In this case one should also consider problems in the context of the 

period prior to admission.

Nurses on inpatient units work on a shift system, and hence there may be more than one nurse 

who may know the patient, or it might not be possible to speak to the staff member who 

knows the patient best. In this situation it is important to look for information in the nursing 

and medical notes to complement the information gathered from speaking to staff. Medical 

notes are a key source of information. They can provide useful information about various 

observations of the patient, the progress of the patient during the stay in the hospital, and 

importantly the care planned for the patient. Other particularly useful sources of information 

include occupational therapy, social work or clinical psychology assessments.

When getting information from the relatives one should be aware that the family member who 

visits the patient on the ward may not always be the best person to provide information about 

the patient prior to admission. Hence, efforts must be made to identify the person who could 

be the best source; sometimes it might be that the assessor might have to speak to more than 

one individual. Patients on inpatient wards, particularly on the medical wards, are often
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acutely ill or very confused. In this scenario the assessor will find that one has to rely on the 

other sources of information or delay the assessment until a more appropriate time.

One of the important differences in the assessment of needs of a older person on the medical 

ward is that in some cases it may be difficult to estimate their current needs because of a 

rapidly changing situation. Older people in many cases get admitted following an acute event 

(e.g., stroke, collapse, fracture etc). This alters the needs o f these people dramatically and as a 

result their living situation prior to the admission may not reflect their current accommodation 

needs if the assessment is done very soon after the admission. However, the CANE may 

identify current and fixture needs for assessment in particular domains. Especially in case of 

acute medical conditions the needs of the patients are prone to change, hence a better time for 

the use of CANE will be when some kind of stability has been achieved in the condition of 

the patient.

When applying CANE to patients who for varying reasons have been on the ward or have 

been on different wards for some time (e.g., a few months), certain items on the CANE can 

also be applied to the person’s needs on the ward. Items like daytime activities, company, 

intimate relationships remain very relevant even in the confines o f the ward and have to be 

considered when the assessment is carried out. Conversely other needs like accommodation, 

looking after the home, food, and self-care tend to be met in an inpatient setting. For longer 

stay patients particular attention has to be given to the details of these needs.

By using the framework provided by the CANE a comprehensive assessment of needs can be 

undertaken perhaps highlighting needs which may be commonly overlooked in certain 

settings. Items such as memory, psychotic symptoms, psychological distress(e.g. depression 

and anxiety), or risk of deliberate self-harm may be particularly relevant in the setting of a 

medical ward, similarly items on eyesight/hearing, mobility, continence, physical health and 

drugs are useful in a psychiatric ward setting.

Some specific need areas:

These are some specific areas of the CANE for which these addition assessment prompts and 

comments have been modified for the population.
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Food. In a hospital setting generally this is a no need or a met need. However particular 

patients will have specific diet requirements (e.g., celiac disease) and these have to be 

addressed- This will be a met need if the individual can supplement/complement the diet 

requirement by some means (e.g., food from home, canteen etc.).

Daytime activities: Traditionally by assuming the sick role one is expected to lose social and 

leisure activities. This is particularly the case when an individual is in a general hospital and 

reduction of the level of daytime activities from the usual activities is expected and indeed 

desirable. This might be noted as a met need or no need depending on the circumstances. 

Mobility: Some very frail individuals on the wards will be bed bound and the care plans will 

be formulated around this. This area would be a met need if the current level of mobility is 

acceptable and appropriate interventions are being conducted, such as the need to keep joints 

mobile to prevent contractors (e.g., need for physiotherapy) or the need for turning to prevent 

bedsores.

Company: On acute medical wards issues such as whether the patients have adequate social 

company may not be a high priority but in longer stay patients this can be an important issue 

and may be easily missed. So this need should be carefully considered as visits from friends, 

relatives or local organisations (e.g. church, community groups) can play a vital role in 

maintaining quality of life.

Case Vignettes of the Application of the CANE in Acute Inpatient Settings:

Vignette 3 Margaret

Margaret is a 73-year-old lady patient who was admitted to the hospital after a fall at home. 

She was referred from the medical rehabilitation ward for a psychiatric assessment as the 

medical team had noticed that she was depressed.

The staff on the rehabilitation ward reported that she had been in the ward for over 2 months 

and the physiotherapist and the occupational therapist were currently working with her. Over 

the last 3 weeks, however, staff reported that she was not motivated with her physiotherapy 

and was seen to be mobilising poorly and the medical team could not point to any physical 

cause to explain this. She was also noted to be isolating herself, not taking part in any
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activities, and was needing more help with her personal care. She was also noted to be more 

forgetful, misplacing her things about the ward and forgetting her appointments.

Her daughter who used to visit her regularly almost twice a week prior to her current 

admission reports that her mother used to be very independent, needed no help in her personal 

care and had no problems with her memory prior to this admission. Her mobility was good 

and she used to enjoy the company o f people and was very keen to attend various social clubs 

up to three times a week. Assessing the patient it was clear that she was moderately depressed 

and has decreased confidence as a result. She scored 22/30 on MMSE indicating mild 

impairment in cognition with the main problem in her level of concentration.

Scoring Vignette 3

Some of the categories that the CANE highlighted as needs for this lady were; self care, 

daytime activities, memory, mobility, psychological distress and company. The need for self 

care was being met as the ward staff helped her on a daily basis, a reassessment in this area 

would be advisable much closer to the time of the discharge as she may have become more 

independent as her mood improved. The psychological distress area would be scored as 

unmet, as she was not currently receiving any appropriate intervention (e.g. antidepressants or 

psychotherapy) to address her depressed mood The areas of need for daytime activities and 

company needed to be examined more closely. Margaret had been very socially active and 

currently on the ward she was isolated and did not take part in daytime activities. However, 

these needs were scored as met needs because appropriate interventions were put in place by 

the ward staff but because of Margaret’s depression, she was unwilling to participate in these 

activities. This example demonstrates how one area of need can affect the scoring of the other 

needs. Likewise mobility was also scored as a met need as plans were in place to address the 

area of mobility (i.e., installing a ramp at Margaret’s home), but due to her depression these 

had yet to be implemented. Margaret’s problem with memory would be marked as an unmet 

need because there seemed to be a clear problem that had not been adequately assessed even 

though it could be argued that her memory difficulties were related to her depression.

Margaret was not on any treatment for depression and it is likely that Margaret’s memory may 

improve with treatment of her depression. This is an example of two different needs that 

could be met by a common inter\'ention and hence they both have to be scored as being 

presently unmet.
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CANE Summary Sheet

User Name;______ MARGARET Vignette 3________ Date;
Ratings; 0 = no need 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0 0

j 2. Looking after the home 0 0 9 9

3. Food 0 0 1 I

4. Self care 1 0 1 1

5. Caring for someone else 0 0 0 0

6. Daytime activities 0 2 1 1

7. Memory 0 0 2 2

8. Eyesight / Hearing 0 0 0 0

9. Mobility 2 2 1 1

10. Incontinence 0 0 0 0

11. Physical health 1 1 1 1

12. Drugs 0 0 1 1

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 2 2 2

15. Information 0 0 0 0

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 0 0 0

18. Abuse ( neglect 0 0 0 0

19. Behaviour 0 0 0 0

20. Alcohol 0 0 0 0

21. Company 0 1 1 1

22. Intimate relationships 0 0 0 0

23. Money 0 0 9 0

24. Benefits 0 0 9 0

A. Carers needfor information

B. Carers psychological distress

Met Needs: Count the number of Is in the 
column.

2 2 7 7

Unmet Needs: Count the number of 2s in the 
column

1 3 2 2

Total Needs: Add number of Met needs and 
Unmet needs

3 5 9 9
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Vignette 4 Joan

Joan is an 80 year old lady referred from a medical ward for a psychiatric opinion mainly to 

assess her capacity to consent as she was refusing to accept services when she is discharged 

home. Needs were identified by a detailed assessment by the social services and the 

occupational therapist. The information from the staff and the carer indicated that she was 

admitted following a chest infection and worsening of confusion during which she stayed in 

the hospital for more than 2 months. She has been noted by staff to be forgetful and confused 

and scored 20/30 on the MMSE. She also needed significant help with her personal care and a 

home visit revealed that she was not capable to cook safely or do much of the housework.

Joan herself complained of loneliness and of having nothing much to do during the day. 

Talking to her it was evident that she had moderate impairment in her cognitive functions.

She was aware of the different areas of needs and the interventions suggested and it was felt 

that she was capable of deciding what help she would accept despite her cognitive difficulties. 

Joan said she was willing to accept meals on wheels. She was not willing to accept home help, 

or referral to a day centre, as she felt she could not afford this. In the social worker report Joan 

was documented as receiving appropriate benefits and had no major money concerns. There 

were no symptoms of depression present.

Scoring Vignette 2

The need for accommodation would be a no need as Joan had a flat that was in a satisfactory 

state (although untidy) and she wanted to return to it. The area food  was scored as met as she 

had accepted meals-on-wheels. On the other hand, Joan was clearly not capable of looking 

after her home and she had refused to accept home help, hence this area was scored as an 

unmet need. Likewise, the need for daytime activities and company were also scored as unmet 

needs. Joan herself identified these areas as unmet needs yet refiised referral to a day centre to 

address these needs. Other avenues should be explored with her to satisfactorily assist her met 

these unmet needs and see if other interventions (e.g. a befriender) may be acceptable to her. 

This is an example where the needs are scored as unmet as a result of refusal by the 

patient/client to accept the intervention suggested.
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CANE Summary Sheet

User Name;______ JOAN Vignette 4_________________  Date:
Ratings: 0 = no nfeed 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 0 2 2

3. Food 0 2 1

4. Self care 0 ' 9 2

5. Caring for someone else 0 0 0

6. Da>4ime activities 2 2 2

7. Memory 0 2 2

8. Eyesight / Hearing 0 0 0

9. Mobility 0 1 0

10. Incontinence 0 0 0

11. Physical health 0 1 1

12. Drugs 0 1 1

13. Psychotic symtpoms 0 0 0

14. Psychological distress 0 0 0

15. Information 0 1 1

16. Safety to self 0 0 0

17. Inadvertant self-harm 0 I 0

18. Abuse / neglect 0 0 0

19. Behaviour 0 0 0

20. Alcohol 0 0 0

21. Company 2 2 2

22. Intimate relationships 0 0 0

23. Money/ Budgeting 2 9 0

24. Benefits 9 I 1

A. Carers need for information

B. Carers psychological distress

Met Needs: Count the number of Is in the 
column.

0 6 5

Unmet Needs: Count the number of 2s in the 
column

3 9 4

Total Needs: Add number of Met needs and 
Unmet needs

3 15 9
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Community / Home Visit Assessment:

A community or home visit is usually carried out by a member of the multidisciplinary team. 

Assessment of an individual within the community has become an important and pivotal part 

of elderly multidisciplinary team work. This shift has occurred because a greater number of 

individuals who require assessment are being cared for in their own home. In the past these 

individuals would be relocated to an acute assessment ward, or would be residing in a long

term hospital, or another care facility. This move to providing care in the community has 

meant that individuals do not have be disruptively moved at risk to themselves and their 

supportive community networks and also means that the assessor can make a more complete 

assessment of the person in their own environment. The individual and their family also do 

not have to cope with sometimes costly periods of assessment in a acute assessment ward 

environment, where their behaviour and functioning may be different than if they were seen in 

their naturalistic home environment.

While there are many advantages of having an assessment of current problems conducted in 

the individual’s own home, the professional conducting the assessment must be confident and 

competent to undertake an assessment in this setting. This professional must be able to collect 

information about a number of health and social areas and be prepared to report this 

information back to the team or co-ordinate with other disciplines to ensure the completion of 

a comprehensive assessment. The CANE is an ideal tool for use in this type of assessment 

situation. The broad range of environmental, social, physical, and psychological needs 

covered by the CANE means that the health or social care professional can complete a 

comprehensive assessment of the individual’s needs and feed this information back to the 

multidisciplinary team for further consideration and establishment of care planning. The 

CANE also triggers a wide range of possible support for the individual, meaning that the 

person’s own local network is acknowledged and is used to support the person in their own 

home.

Specific areas of need must be assessed during a home visit. The assessment of immediate 

and potential risk may be monitored via stmctured and prolonged observation in a hospital 

ward environment, but such assessment may not be available in the individual’s home. 

Therefore the need for a comprehensive assessment of risk in the community is paramount.
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The CANE provides assessment of the person’s risk of harm to themselves and risk from 

others. In addition, the CANE can highlight risks for the individual in multiple settings (e.g., 

mobility, physical health, access to appropriate food and so forth).

Vignette 5 Anna

Anna was a 83 year old married lady with a history o f multiple sclerosis, chair bound and 

dependant on her husband was referred to the psychiatric services on account of low mood. 

She had a past history of depression.

Interview with Anna

Anna was interviewed by her bedside where she had been for the past week. She felt that her 

inability to do things for herself and total dependence on her husband made life not worth 

living. She had contemplated suicide several times as she did not feel life was worth living. 

She said that she had not been motivated to continue with her usual activities of helping out 

with small jobs about the home or talking with her family.

Interview with Anna’s husband - Mark

In meeting in all Anna’s needs with respect of personal care, assistance with mobility and 

meals, looking after the home and having to be with her all the time, Mark had began to find it 

increasingly difficult despite support from his children. Mark said that he frequently became 

upset at Anna and occasionally wanted to strike her or leave the house for long periods of 

time in order to have a break from caring for her.

Scoring of Vignette 5

Anna was assessed as suffering from a recurrent depressive disorder, complicated by her 

physical disabilities, inadequate social support leading to distress in her husband. A few days 

after first visit, Mrs. AK took an overdose of her own tablets, and fijither revealed an unhappy 

married life and feelings of isolation. Treatment offered included hospitalisation, 

antidepressant therapy and cognitive therapy with the possibility of marital therapy and 

homecare to be explored.
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Date
CANE Summary Sheet User Name: Anna Vignette 5

= unmet need 9 = unknown
Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 1 1 1

3. Food 1 1 1

4. Self care 1 1 1

5. Caring for someone else 0 0 0

6. Daytime activities 2 0 2

7. Memory 0 0 0

8. Eyesight /  Hearing 0 0 0

9. Mobility 1 1 1

10. Incontinence 0 0 0

11. Physical health 1 1 1

12. Drugs 0 0 2

13. Psychotic symptoms 0 0 0

14. Psychological distress 2 2 2

15. Information 0 0 0

16. Safety to self 2 0 2

17. Inadvertant self-harm 0 0 0

18. Abuse / neglect 0 0 0

19. Behaviour 0 0 2

20. Alcohol 0 0 0

21. Company 0 0 2

22. Intimate relationships 2 0 2

23. Money/ Budgeting I I I

24. Benefits 1 1 1

A. Carers needfor information 0 0 2

B. Carers psychological distress 0 2 2

Met Needs: Count the number of Is in the 
column.

7 7 7

Unmet Needs: Count the number o f 2s in the 
column

4 I 7

Total Needs: Add number of Met needs and 
Unmet needs

11 8 14
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Vignette 6 Arnold

Arnold was a 85 year old widower, retired scientist who suffered from progressive memory 

loss, self neglect and wandering. He had moved to live with his daughter due to increased 

concerns over his safety when living alone. He received thrice daily home care, but carers 

expressed increased concerns over his personal hygiene.

Interv iew with Arnold

Arnold reported that he had no concerns over his present living situation, his personal- 

hygiene, care, or his mental health. He was oblivious to any other’s concerns about his health 

and ŵ ell- being.

Interview with Arnold’s daughter Julie

Julie said that she was unhappy with some aspects of the home care offered such as time

keeping of carers, such that the carers would call around to the house at irregular intervals 

during the day. Otherwise Julie felt all her father’s need were met by herself when she had 

time to tend to him or Arnold himself.

Interview with the homecare staff

Staff were concerned about Arnold’s personal hygiene in that he was doubly incontinent and 

his daughter refused to let him use incontinent pads. They had noted that there was traces of 

faeces smeared on the floor, clothing and walls. The homecare staff also thought that Arnold 

was at risk of becoming physically unwell because of lack of attention to his hygiene 

difficulties. In addition, the staff reported that they often arrive at the home and Arnold is 

wandering looking for his daughter, who is not in the house.
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Scoring of Vignette 6

Arnold was assessed as suffering from severe dementia. Julie appeared to have a poor 

understanding of his illness and his needs. Her expectation of her father and the homecarers 

were at times unrealistic in that she believed he was not incontinent and just needed some 

bowel retraining. Though not recognised by her, there was clearly some strain in her family 

life by taking on the responsibility of her father’s care at the expense of her marital 

relationship and caring for her own children.

The assessment identified the need for carer information on diagnosis, respite care to alleviate 

distress in the family and proper management of incontinence.
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CANE Summary Sheet User Name: Arnold Vignette 6
Date; Ratings: 0 = no need 1 = met need 2 = unmet need 9 = un mown

Interview User Carer Staff Rater

1. Accommodation 0 1 1 1

2. Looking after the home 0 1 1 1

3. Food 0 1 1 1

4. Self care 0 1 2 2

5. Caring for someone else 0 ' 0 0 0

6. Daytime activities 0 0 0 0

7. Memory 0 1 2 2

8. Eyesight / Hearing 0 0 0 0

9, Mobility 0 0 0 0

10. Incontinence 0 0 2 2

11. Physical health 0 0 0 0

12. Drugs 0 0 0 0

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 0 0 0

15. Information 0 0 0 0

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 1 2 2

18. Abuse / neglect 0 0 2 2

19. Behaviour 0 0 2 2

20. Alcohol 0 0 0 0

21. Company 0 0 0 0

22. Intimate relationships 0 0 0 0

23. Money/Budgeting 0 1 1 1

24. Benefits 0 1 1 1

A. Carers need fo r  information 0 0 2 2

B. Carers psychological distress 0 0 0 2

Met Needs: Count the number of Is in the 
column.

0 8 5 5

Unmet Needs: Count the number of 2s in the 
column

0 0 6 6

Total Needs: Add number of Met needs and 
Unmet needs

0 8 11 11
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had also witnessed episodes of lability, where Harry was observed crying and become 

frustrated when unable to explain why he was upset. Harry was reported to mix little with the 

other day patients, but could be engaged on a 1 ; 1 basis in activities, enjoying simple repetitive 

tasks such as watering the garden, or sanding and painting the wooden craft kits. Harry also 

responded well to sensory work, particularly music and participating in sing-a-longs. A 

further concern for both day hospital and day centre staff was the increasing level o f carer 

burden. Carmen having been observed to become tearfiil at a recent Carer’s Support Group 

and expressed how difficult it was to cope with Harry.

Scoring for case vignette

There are several areas of met need due to the existing package of care in situ and the support 

provided by his wife and family. This demonstrates the success of the existing interventions, 

but which may need modifying in response to the items now identified as unmet needs.
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CANE Summary Sheet

User Name:________ H arry Vignette 3___________________ Date;
Ratings: 0 = no need 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 1 I 1

3. Food 1 1 1

! 4. Self care I 1 I

: 5. Caring for someone else 0 0 0

I 6. Daytime activities 1 I 1

7. Memory I 1 1

8. Eyesight / Hearing 0 0 0

9. Mobility 0 0 0

10. Incontinence 1 2 2

11. Physical health 0 0 0

12. Drugs 1 I 1

13. Psychotic symtpoms 0 0 0

14. Psychological distress 2 I 2

15. Information 0 0 0

16. Safety to self 0 0 0

17. Inadvertant self-harm 2 2 2

IS. Abuse / neglect 0 0 0

19. Behaviour 2 2 2

20. Alcohol 0 0 0

21. Company 1 1 1

22. Intimate relationships 0 I 0

23. Money/Budgeting 1 1 1

24. Benefits 1 9 I

A. Carers needfor information 0 0 0

B. Carers psychological distress 1 2 2

Met Needs: Count the number of Is in the 
column.

11 10 9

Unmet Needs: Count the number of 2s in the 
column

3 4 5

Total Needs: Add number of Met needs and 
Unmet needs

14 14 14
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Acute Inpatient Wards:

CANE was developed to assess the complex needs of the older people in the community. 

Keeping up with the development of the services for the increasing population of the older 

people the health service provision for this population has also come a long way. With the 

development in the fields of psychiatry and medicine for older people, inpatient wards have 

become a important point where a comprehensive assessment of the physical, psychological 

and social needs of the individual is required. CANE can provide a good framework for the 

assessment of these complex needs in these settings. When using CANE in an inpatient 

setting, the assessor should be aware of some important issues to consider.

Information gathering

Ideally CANE is best suited for assessment of individuals who have lived in a particular place 

over a period of time (over 1 month). This can be sometimes not be possible when assessing 

needs of patients on the medical wards because of the rapid turnover of patients and acute 

pressure for the beds. In this case one should also consider problems in the context of the 

period prior to admission.

Nurses on inpatient units work on a shift system, and hence there may be more than one nurse 

who may know the patient, or it might not be possible to speak to the staff member who 

knows the patient best. In this situation it is important to look for information in the nursing 

and medical notes to complement the information gathered fi"om speaking to staff. Medical 

notes are a key source of information. They can provide useful information about various 

observations of the patient, the progress of the patient during the stay in the hospital, and 

importantly the care planned for the patient. Other particularly useful sources of information 

include occupational therapy, social work or clinical psychology assessments.

When getting information from the relatives one should be aware that the family member who 

visits the patient on the ward may not always be the best person to provide information about 

the patient prior to admission. Hence, efforts must be made to  identify the person who could 

be the best source; sometimes it might be that the assessor might have to speak to more than 

one individual. Patients on inpatient wards, particularly on the medical wards, are often
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acutely ill or very confused. In this scenario the assessor will find that one has to rely on the 

other sources of information or delay the assessment until a more appropriate time.

One of the important differences in the assessment of needs of a older person on the medical 

ward is that in some cases it may be difficult to estimate their current needs because of a 

rapidly changing situation. Older people in many cases get admitted following an acute event 

(e.g., stroke, collapse, fracture etc). This alters the needs of these people dramatically and as a 

result their living situation prior to the admission may not reflect their current accommodation 

needs if the assessment is done very soon after the admission. However, the CANE may 

identify current and future needs for assessment in particular domains. Especially in case of 

acute medical conditions the needs of the patients are prone to change, hence a better time for 

the use of CANE will be when some kind of stability has been achieved in the condition of 

the patient.

When applying CANE to patients who for varying reasons have been on the ward or have 

been on different wards for some time (e.g., a few months), certain items on the CANE can 

also be applied to the person’s needs on the ward. Items like daytime activities, company, 

intimate relationships remain very relevant even in the confines of the ward and have to be 

considered when the assessment is carried out. Conversely other needs like accommodation, 

looking after the home, food, and self-care tend to be met in an inpatient setting. For longer 

stay patients particular attention has to be given to the details of these needs.

By using the framework provided by the CANE a comprehensive assessment of needs can be 

undertaken perhaps highlighting needs which may be commonly overlooked in certain 

settings. Items such as memory, psychotic symptoms, psychological distress(e.g. depression 

and anxiety), or risk of deliberate self-harm may be particularly relevant in the setting of a 

medical ward, similarly items on eyesight/hearing, mobility, continence, physical health and 

drugs are usefiil in a psychiatric ward setting.

Some specific need areas;

These are some specific areas of the CANE for which these addition assessment prompts and 

comments have been modified for the population.
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Food. In a hospital setting generally this is a no need or a met need. However particular 

patients will have specific diet requirements (e.g., celiac disease) and these have to be 

addressed. This will be a met need if the individual can supplement/complement the diet 

requirement by some means (e.g., food from home, canteen etc.).

Daytime activities. Traditionally by assuming the sick role one is expected to lose social and 

leisure activities. This is particularly the case when an individual is in a general hospital and 

reduction of the level of daytime activities from the usual activities is expected and indeed 

desirable. This might be noted as a met need or no need depending on the circumstances. 

Mobility: Some very frail individuals on the wards will be bed bound and the care plans will 

be formulated around this. This area would be a met need if the current level of mobility is 

acceptable and appropriate interventions are being conducted, such as the need to keep joints 

mobile to prevent contractors (e.g., need for physiotherapy) or the need for turning to prevent 

bedsores.

Company: On acute medical wards issues such as whether the patients have adequate social 

company may not be a high priority but in longer stay patients this can be an important issue 

and may be easily missed. So this need should be carefully considered as visits from friends, 

relatives or local organisations (e.g. church, community groups) can play a vital role in 

maintaining quality of life.

Case Vignettes of the Application of the CANE in Acute Inpatient Settings:

Vignette 3 Margaret

Margaret is a 73-year-old lady patient who was admitted to the hospital after a fall at home. 

She was referred from the medical rehabilitation ward for a psychiatric assessment as the 

medical team had noticed that she was depressed.

The staff on the rehabilitation ward reported that she had been in the ward for over 2 months 

and the physiotherapist and the occupational therapist were currently working with her. Over 

the last 3 weeks, however, staff reported that she was not motivated with her physiotherapy 

and was seen to be mobilising poorly and the medical team could not point to any physical 

cause to explain this. She was also noted to be isolating herself, not taking part in any
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activities, and was needing more help with her personal care. She was also noted to be more 

forgetful, misplacing her things about the ward and forgetting her appointments.

Her daughter who used to visit her regularly almost twice a week prior to her current 

admission reports that her mother used to be very independent, needed no help in her personal 

care and had no problems with her memory prior to this admission. Her mobility was good 

and she used to enjoy the company o f people and was very keen to attend various social clubs 

up to three times a week. Assessing the patient it was clear that she was moderately depressed 

and has decreased confidence as a result. She scored 22/30 on MMSE indicating mild 

impairment in cognition with the main problem in her level of concentration.

Scoring Vignette 3

Some of the categories that the CANE highlighted as needs for this lady were; self care, 

daytime activities, m em oiy, mobility, psychological distress and company. The need for self 

care was being met as the ward staff helped her on a daily basis, a reassessment in this area 

would be advisable much closer to the time of the discharge as she may have become more 

independent as her mood improved. The psychological distress area would be scored as 

unmet, as she was not currently receiving any appropriate intervention (e.g. antidepressants or 

psychotherapy) to address her depressed mood. The areas of need for daytime activities and 

company needed to be examined more closely. Margaret had been very socially active and 

currently on the ward she was isolated and did not take part in daytime activities. However, 

these needs were scored as met needs because appropriate interventions were put in place by 

the ward staff but because of Margaret’s depression, she was unwilling to participate in these 

activities. This example demonstrates how one area of need can affect the scoring of the other 

needs. Likewise mobility was also scored as a met need as plans were in place to address the 

area of mobility (i.e., installing a ramp at Margaret’s home), but due to her depression these 

had yet to be implemented. Margaret’s problem with memory would be marked as an unmet 

need because there seemed to be a clear problem that had not been adequately assessed even 

though it could be argued that her memory difficulties were related to her depression.

Margaret was not on any treatment for depression and it is likely that Margaret’s memory may 

improve with treatment of her depression. This is an example of two different needs that 

could be met by a common intervention and hence they both have to be scored as being 

presently unmet.
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CANE Summary Sheet

MARGARET Vignette 3________ Date:User Name:__
Ratines: 0 = no need 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0 0

2. Looking after the home 0 0 9 9

3. Food 0 0 1 1

4. Self care 1 0 1 1

5. Caring for someone else 0 0 0 0

6. Daytime activities 0 2 I 1

7. Memory 0 0 2 2

8. Eyesight / Hearing 0 0 0 0

9. Mobility 2 2 1 1

10. Incontinence 0 0 0 0

11. Physical health 1 1 1 1

12. Drugs 0 0 1 1

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 2 2 2

15. Information 0 0 0 0

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 0 0 0

18. Abuse / neglect 0 0 0 0

19. Behaviour 0 0 0 0

20. Alcohol 0 0 0 0

21. Company 0 1 I 1

22. Intimate relationships 0 0 0 0

23. Money 0 0 9 0

24. Benefits 0 0 9 0

A. Carers needfor information

B. Carers psychological distress

Met Needs: Count the number of Is in the 
column.

2 2 7 7

Unmet Needs: Count the number of 2s in the 
column

1 3 2 2

Total Needs: Add number of Met needs and 
Unmet needs

3 5 9 9
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Vignette 4 Joan

Joan is an 80 year old lady referred from a medical ward for a psychiatric opinion mainly to 

assess her capacity to consent as she was refusing to accept services when she is discharged 

home. Needs were identified by a detailed assessment by the social services and the 

occupational therapist. The information from the staff and the carer indicated that she was 

admitted following a chest infection and worsening of confiision during which she stayed in 

the hospital for more than 2 months. She has been noted by staff to be forgetful and confrised 

and scored 20/30 on the MMSE. She also needed significant help with her personal care and a 

home visit revealed that she was not capable to cook safely or do much of the housework.

Joan herself complained of loneliness and of having nothing much to do during the day. 

Talking to her it was evident that she had moderate impairment in her cognitive functions.

She was aware of the different areas of needs and the interventions suggested and it was felt 

that she was capable of deciding what help she would accept despite her cognitive difficulties. 

Joan said she was willing to accept meals on wheels. She was not willing to accept home help, 

or referral to a day centre, as she felt she could not afford this. In the social worker report Joan 

was documented as receiving appropriate benefits and had no major money concerns. There 

were no symptoms of depression present.

Scoring Vignette 2

The need for accommodation would be a no need as Joan had a flat that was in a satisfactory 

state (although untidy) and she wanted to return to it. The area fo o d  was scored as met as she 

had accepted meals-on-wheels. On the other hand, Joan was clearly not capable of looking 

after her home and she had refiised to accept home help, hence this area was scored as an 

unmet need. Likewise, the need for daytime activities and company were also scored as unmet 

needs. Joan herself identified these areas as unmet needs yet refiised referral to a day centre to 

address these needs. Other avenues should be explored with her to satisfactorily assist her met 

these unmet needs and see if other interventions (e.g. a befriender) may be acceptable to her. 

This is an example where the needs are scored as unmet as a result of refusal by the 

patient/client to accept the intervention suggested.
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CANE Summary Sheet

User Name; JOAN Vignette 4 Date:
Ratings: 0 = no nùed 1 = met need 2 = unmet need 9 = unknown

Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 0 2 2

3. Food 0 2 1

4. Self care 0 • 9 2

5. Caring for someone else 0 0 0

6. Daytime activities 2 2 2

7. Memory 0 2 2

8. Eyesight / Hearing 0 0 0

9. Mobility 0 1 0

10. Incontinence 0 0 0

11. Physical health 0 1 1

12. Drugs 0 1 1

13. Psychotic symtpoms 0 0 0

14. Psychological distress 0 0 0

15. Information 0 1 I

16. Safety to self 0 0 0

17. Inadvertant self-harm 0 1 0

18. Abuse / neglect 0 0 0

19. Behaviour 0 0 0

20. Alcohol 0 0 0

21. Company 2 2 2

22. Intimate relationships 0 0 0

23. Money/ Budgeting 2 9 0

24. Benefits 9 1 1

A. Carers needfor information

B. Carers psychological distr ess

Met Needs: Count the number of Is in the 
column.

0 6 5

Unmet Needs: Count the number of 2s in the 
column

3 9 4

Total Needs: Add number of Met needs and 
Unmet needs

3 15 9
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Community / Home Visit Assessment:

A community or home visit is usually carried out by a member of the multidisciplinary team. 

Assessment of an individual within the community has become an important and pivotal part 

of elderly multidisciplinary team work. This shift has occurred because a greater number of 

individuals who require assessment are being cared for in their own home. In the past these 

individuals would be relocated to an acute assessment ward, or would be residing in a long

term hospital, or another care facility. This move to providing care in the community has 

meant that individuals do not have be disruptively moved at risk to themselves and their 

supportive community networks and also means that the assessor can make a more complete 

assessment of the person in their own environment. The individual and their family also do 

not have to cope with sometimes costly periods of assessment in a acute assessment ward 

environment, where their behaviour and functioning may be different than if they were seen in 

their naturalistic home environment.

While there are many advantages of having an assessment of current problems conducted in 

the individual’s own home, the professional conducting the assessment must be confident and 

competent to undertake an assessment in this setting. This professional must be able to collect 

information about a number of health and social areas and be prepared to report this 

information back to the team or co-ordinate with other disciplines to ensure the completion of 

a comprehensive assessment. The CANE is an ideal tool for use in this type of assessment 

situation. The broad range of environmental, social, physical, and psychological needs 

covered by the CANE means that the health or social care professional can complete a 

comprehensive assessment of the individual’s needs and feed this information back to the 

multidisciplinary team for further consideration and establishment of care planning. The 

CANE also triggers a wide range of possible support for the individual, meaning that the 

person’s own local network is acknowledged and is used to support the person in their own 

home.

Specific areas of need must be assessed during a home visit. The assessment of immediate 

and potential risk may be monitored via structured and prolonged observation in a hospital 

ward environment, but such assessment may not be available in the individual’s home. 

Therefore the need for a comprehensive assessment of risk in the community is paramount.
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The CANE provides assessment of the person’s risk of harm to themselves and risk from 

others. In addition, the CANE can highlight risks for the individual in multiple settings (e.g., 

mobility, physical health, access to appropriate food and so forth).

Vignette 5 Anna

Anna was a 83 year old married lady with a history of multiple sclerosis, chair bound and 

dependant on her husband was referred to the psychiatric services on account of low mood. 

She had a past history of depression.

Interview with Anna

Anna was interviewed by her bedside where she had been for the past week. She felt that hep 

inability to do things for herself and total dependence on her husband made life not worth 

living. She had contemplated suicide several times as she did not feel life was worth living. 

She said that she had not been motivated to continue with her usual activities of helping out 

with small jobs about the home or talking with her family.

Interview with Anna’s husband - Mark

In meeting in all Anna’s needs with respect of personal care, assistance with mobility and 

meals, looking after the home and having to be with her all the time, Mark had began to find it 

increasingly difficult despite support from his children. Mark said that he frequently became 

upset at Anna and occasionally wanted to strike her or leave the house for long periods of 

time in order to have a break from caring for her.

Scoring of Vignette 5

Anna was assessed as suffering from a recurrent depressive disorder, complicated by her 

physical disabilities, inadequate social support leading to distress in her husband. A few days 

after first visit, Mrs. AK took an overdose of her own tablets, and further revealed an unhappy 

married life and feelings of isolation. Treatment offered included hospitalisation, 

antidepressant therapy and cognitive therapy with the possibility of marital therapy and 

homecare to be explored.
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Date
CANE Suiîîmary Sheet User Name: Anna Vignette 5

= unmet need 9 = unknown
Interview User Carer Staff Rater

1. Accommodation 0 0 0

2. Looking after the home 1 1 1

3. Food 1 I 1

4. Self care 1 1 1

5. Caring for someone else 0 0 0

6. Daytime activities 2 0 2

7. Memory 0 0 0

8. Eyesight /  Hearing 0 0 0

9. Mobility 1 1 1

10. Incontinence 0 0 0

11. Physical health 1 1 1

12. Drugs 0 0 2

13. Psychotic symptoms 0 0 0

14. Psychological distress 2 2 2

15. Information 0 0 0

16. Safety to self 2 0 2

17. Inadvertant self-harm 0 0 0

18. Abuse / neglect 0 0 0

19. Behaviour 0 0 2

20. Alcohol 0 0 0

21. Company 0 0 2

22. Intimate relationships 2 0 2

23. Money/ Budgeting 1 1 I

24. Benefits 1 1 1

A. Carers needfor information 0 0 2

B. Carers psychological distress 0 2 2

Met Needs: Count the number of 1 s in the 
column.

7 7 7

Unmet Needs: Count the number o f 2s in the 
column

4 I 7

Total Needs: Add number of Met needs and 
Unmet needs

11 8 14
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Vignette 6 Arnold

Arnold was a 85 year old widower, retired scientist who suffered from progressive memory 

loss, self neglect and wandering. He had moved to live with his daughter due to increased 

concerns over his safety when living alone. He received thrice daily home care, but carers 

expressed increased concerns over his personal hygiene.

Interview with Arnold

Arnold reported that he had no concerns over his present living situation, his personal- 

hygiene, care, or his mental health. He was oblivious to any other’s concerns about his health 

and well- being.

Interview with Arnold’s daughter Julie

Julie said that she was unhappy with some aspects of the home care offered such as time

keeping of carers, such that the carers would call around to the house at irregular intervals 

during the day. Otherwise Julie felt all her father’s need were met by herself when she had 

time to tend to him or Arnold himself.

Interview with the homecare staff

Staff were concerned about Arnold’s personal hygiene in that he was doubly incontinent and 

his daughter refused to let him use incontinent pads. They had noted that there was traces of 

faeces smeared on the floor, clothing and walls. The homecare staff also thought that Arnold 

was at risk of becoming physically unwell because of lack of attention to his hygiene 

difficulties. In addition, the staff reported that they often arrive at the home and Arnold is 

wandering looking for his daughter, who is not in the house.
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Scoring of Vignette 6

Arnold was assessed as suffering from severe dementia. Julie appeared to have a poor 

understanding of his illness and his needs. Her expectation of her father and the homecarers 

were at times unrealistic in that she believed he was not incontinent and just needed some 

bowel retraining. Though not recognised by her, there was clearly some strain in her family 

life by taking on the responsibility of her father’s care at the expense of her marital 

relationship and caring for her own children.

The assessment identified the need for carer information on diagnosis, respite care to alleviate 

distress in the family and proper management of incontinence.
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CANE Summary Sheet User Name: Arnold Vignette 6
Date; Ratings. 0 = no need 1 = met need 2 = unmet need 9 = un mown

Interview User Carer Staff Rater

1. Accommodation 0 1 1 1

2. Looking after the home 0 1 1 1

3. Food 0 1 1 1

4. Self care 0 1 2 2

5. Caring for someone else 0 ‘ 0 0 0

6. Daytime activities 0 0 0 0

7. Memory 0 1 2 2

8. Eyesight / Hearing 0 0 0 0

9. Mobility 0 0 0 0

10. Incontinence 0 0 2 2

11. Physical health 0 0 0 0

12. Drugs 0 0 0 0

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 0 0 0

15. Information 0 0 0 0

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 1 2 2

18. Abuse / neglect 0 0 2 2

19. Behaviour 0 0 2 2

20. Alcohol 0 0 0 0

21. Company 0 0 0 0

22. Intimate relationships 0 0 0 0

23. Money/ Budgeting 0 1 1 1

24. Benefits 0 1 1 1

A. Carers needfor information 0 0 2 2

B. Carers psychological distress 0 0 0 2

Met Needs: Count the number of Is in the
column.

0 8 5 5

Unmet Needs: Count the number of 2s in the 
column

0 0 6 6

Total Needs: Add number of Met needs and 
Unmet needs

0 8 11 11
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CANE Summary Sheet User Name: Arnold Vignette 6
Date: Ratings: 0 = no need 1 = met need 2 = unmet need 9 = un mown

Interview User Carer Staff Rater

1. Accommodation 0 1 1 1

2. Looking after the home 0 1 1 1

3. Food 0 1 1 1

4. Self care 0 1 2 2

5. Caring for someone else 0 ' 0 0 0

6. Daytime activities 0 0 0 0

7. Memory 0 1 2 2

8. Eyesight / Hearing 0 0 0 0

9. Mobility 0 0 0 0

10. Incontinence 0 0 2 2

11. Physical health 0 0 0 0

12. Drugs 0 0 0 0

13. Psychotic symptoms 0 0 0 0

14. Psychological distress 0 0 0 0

15. Information 0 0 0 0

16. Safety to self 0 0 0 0

17. Inadvertant self-harm 0 1 2 2

18. Abuse / neglect 0 0 2 2

19. Behaviour 0 0 2 2

20. Alcohol 0 0 0 0

21. Company 0 0 0 0

22. Intimate relationships 0 0 0 0

23. Money/ Budgeting 0 1 1 1

24. Benefits 0 1 1 1

A. Carers needfor information 0 0 2 2

B. Carers psychological distress 0 0 0 2

Met Needs: Count the number of Is in the 
column.

0 8 5 5

Unmet Needs: Count the number of 2s in the 
column

0 0 6 6

Total Needs: Add number of Met needs and 
Unmet needs

0 8 11 11
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ASSESSMENT OF NEED 

FOR THE ELDERLY

(CANE)

Version III

CODE

Interviewee Date Interview
Time

User

Carer

Staff

Rater/Clinician
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Demographic Details
(please fill in blanks or circles, whichever applies)

CODE NUMBER:

Date of Birth:____   AGE:________________ (years)

SEX: male / female

ETHNICITY: Asian/ African/ African-American/ Black Caribbean /  White/ Other

MARITAL STATUS: single / married / divorced / separated / widowed

LIVING SITUATION: alone / with partner / with other relatives / with others

LIVING ENVIRONMENT: fiat/ house/ sheltered/ residential/ nursing/ other

PREVIOUS OCCUPATION (or partner’s):________________________

EDUCATION:  (years)

CURRENT STATUS: in-patient / day-patient / community patient ( Psychiatric / Geriatric )

MAIN DIAGNOSIS (DSM-IV) delirium
dementia
schizophrenia/paraphrenia
major depressive disorder / episode
bipolar disorder
manic episode
anxiety disorder
other

DOES THE PERSON HAVE A CARER? yes / no 

IS THE PERSON A CARER? yes / no
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Instructions for the CANE
The CANE is a comprehensive, person-centred needs assessment tool that has been designed for use w ith the elderly.
It is suitable fo r use in  a variety o f clinical and research settings. The CANE has a person-centred approach which 
allows views o f the professional, user, and carer to be recorded and compared. The instrument uses die principle that 
identifying a need means identifying a problem plus an appropriate intervention which w ill help or aUeriate the need. 
Therefore the CANE models clinical practice and relies on professional expertise for ratings to be completed 
accurately. Administrators need to have an adequate knowledge o f clinical interviewing and decision making. 
Administrators should also have good working knowledge o f the concepts o f need, met need, and unmet need. This 
knowledge can be gained w ith experience o f fu ll CANE assessments and reference to the manual.

There are 24 topics relating to the user and two (A  &  B) relating to the carer. There are four columns to document 
ratings so that one or more o f the user (U), staff member (S), carer (C), or rater (clinician/researcher) (R) can each 
express their view. Note at the top o f the column which person has been interviewed.

SECTION 1:
This section aims to assess whether there is currently a need in the speeiGc area. A  need is defined as a problem w ith a 
potential remedy or intervention. Use the prompts below each area in italics on the record form to establish the user’s 
current status w ith regards to the need area. I f  there has been a need then assess whether it was met appropriately.
Score each interviewee independently, even though their perceptions o f need in each area may differ from  one another. 
The administrator should ask additional questions probing into the area until he/she can establish whether the person 
has a signifieant need that requires assistance and whether they are getting enough o f the right type o f help. Once this 
information has been gathered a rating o f need can be made. Judgement o f rating in this seetion should be based on 
normal clinieal practice. The CANE is intended to be a fî amework fo r assessment grounded in good professional 
practise and expertise. Although Section 1 in each problem area is the main section o f interest to CANE 
administrators, it  often can not be rated until adequate mformation has been collected about the area. Indeed, some 
administrators have found it  easier to rate section 1 once information has been collected from  the other sections 2 to 5. 
When adequate information has been gathered the rater should clearly be able to make a clinical judgement as to 
whether the area is a met need, an unmet need, or is not a need for the person. Confusion w ith ratings can be avoided 
by not directly asking a closed question about whether there is a problem in  a certain area (e.g., “Do you have any 
problems w ith the food here?” ) because the person can answer “No” . This response may then be mistaken as a ‘No 
Need’ where in  fact it is a ‘Met Need’ because the person is assisted by someone else.

♦ No Need: Score 0 there i f  there is no need in the area then go on to the next page. In this situation the user is 
coping w ell independently and does not need any further assistance. For example, the user has reported that they 
are successfully administering their own medication and do not have any problematic side effects. Or the staff 
member reports that the user appeared to be comfortable in his/her home environment and that no alterations to 
the building are needed or planned.

♦ Met Need: Score 1 i f  the need is met or i f  there is a minor need requiring no significant intervention A  need is 
met when there is a m ild, moderate or serious problem which is receiving an inten^ention which is appropriate and 
potentially o f benefit. This category is also used for problems which would normally not be o f clinical 
significance and would not require a specific intervention. For example, the user is receiving an assessment for 
poor eyesight or a district nurse is overseeing the administration o f medications each day.

♦ Unmet Need: Score 2 i f  the need is currently unmet. An unmet need is a serious problem requiring intervention or 
assessment, which is currently receiving no assistance or the wrong type or level o f help. For example, i f  a staff 
member reported that the user was incontinent o f large amounts o f urine every night despite toileting twice during 
the night and the use o f pads. Or a carer reported that the user had become very hard o f hearing and had not 
received an assessment or suitable hearing aids.

♦ Unknown: Score 9 if  the person does not know about the nature of the problems or about the assistance the person 
receives and go on to the next page. Such a score may mean that further information is needed to make a rating



For any topic if Section 1 is rated as 1 or 2 complete sections 2-4.

I f  Section 1 for the topic is rated as 0 or 9 do not complete sections 2-4 but go to the next topic area.

SECTION 2:
This section asks about assistance from informal sources during the past month. Informal sources include family, 
friends or neighbours. Use the examples on the assessment form to prompt the interviewee. Score 1 when assistance is 
given very occasionally or infrequently. Score 2 when assistance is given more frequently or involves more 
time/effort. Score 3 when assistance is given daily or is intensive (e.g., long periods of respite). Score 4 when 
assistance is very intensive and/or daily (e.g., fam ily lives w ith the user and gives them ftd l assistance w ith most 
tasks). Score 9 i f  the interviewee is unsure o f the level o f assistance provided.

SECTIONS:
i). This section asks whether the user receives any assistance from  local services to help w ith the problem. These 
formal supports are defined above to include paid carers, residential care, long-term wards, formal respite, day-care 
centres, hospitals, community psychiatric nurses or other staff. Use the examples on the assessment form to prompt the 
interviewee. Score I fo r minimal support, occasional, or light support. Score 2 fo r more regular assistance, maybe 
once a week or more significant s u iv it  occasionally. Score 3 fo r specialist assistance, currently under assessment or 
more frequent assistance. Score 9 i f  the interviewee is unsure o f the level o f assistance provided I f  the person is 
receiving more help than they require fo r a particular problem this suggests that there is over-provision for this need.
ii). The second part to Section 3 asks what formal supports the interviewer feels the user requires, using the same scale 
as m (i) o f Section 3. This second part indicates under-met need where the person is getting (part i)  less than they 
require (part ii)  or over-provision o f need, where the person is getting (part i) a higher level o f service than they 
require (part ii).

SECTION 4:
i). This section asks whether the person feels that the user is receiving the right type o f help w ith the problem. The 
answer to this question may have been obvious from the responses to the previous section, especially section 1. 
However, i f  in  doubt ask more specifically. As well as highhghting unmet needs, this section can point out over
provision o f needs, where the person reported that the user was receiving a higher level o f assistance than they 
required
ii). The second question in  Section 4 asks about the user's satisfaction w ith  the assistance they are receiving. Again this 
may be obvious from prior responses, but please ask specifically.

SECTIONS:
This section is fo r noting the individual details o f the assessment and the details o f the help the user receives and 
requires (particularly the nature o f the unmet needs identified) in  order to formulate an action plan. Problems w ith 
current interventions or care plans and indicating plans in progress should also be documented in this section. Use 
codes to document which informant has provided the information (i.e., U = user, S= staff, C = carer, R = 
rater/professional). User perspectives on their expectations, personal strengths and resources should be noted here. 
Individual spiritual and cultural information should also be noted in  this section. This information is vita l for 
establishing an effective individualised care plan.

SCORING
It is to be noted that scoring is a secondary aspect o f the CANE as its primary purpose is to identify and assess 
individual unmet needs. The total CANE score is based on the rating o f section 1 o f each o f the 24 problem areas. The 
two areas (A  and B) relating to carer’s needs are not added into this total score. Count total number o f met needs (rated 
as a 1 in Section 1), out o f a maximum 24. Count total number o f umnet needs identified (rated as a 2 in Section 1) out 
o f a maximum score 24. Count total number o f needs identified (rated as a 1 or 2 in  Section 1), out o f a maximum 24. 
The ‘Raters’ (clinicians or researchers) ratings are made based on a ll the information gathered through the assessment. 
Raters ratings o f section 1 are used as the basis fo r total CANE scores.___________________________________ ____
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1. ACCOMMODATION ASSESSMENTS I
user carer staff rater |

DOES THE PERSON HAVE AN APPROPRIATE PLACE TO LIVE?

What kind of home do you live in? Do you have any problems with accommodation?
0 = NO NEED e.g. Has an adequate and appropriate home (even if currently in hospital). No need for 

assistance with accommodation

1 = MET NEED e.g. Home undergoing adaptation/redecoration. Needs and is getting help with 
accommodation, e.g., in residential care, sheltered housing.

2 = UNMET NEED 

9 = NOT KNOWN

e.g. Homeless, inappropriately housed or home lacks basic facilities such as water, 
electricity, heating or essential alterations.

IF RATED 0 OR 9 GO TO QUESTION 2

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH THEIR ACCOMMODATION
0 = NONE

1 = LOW HELP e.g. Occasionally does odd jobs concerning accommodation e.g., minor redecorations.

2 = MODERATE HELP e.g. Substantial help with Improving accommodation such as organising
redecoration or specific adaptations.

3 = HIGH HELP 
9 = NOT KNOWN

e.g. Living with a relative because own accommodation is unsatisfactory.

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH THEIR ACCOMMODATION?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH THEIR ACCOMMODATION?
0 = NONE

1 = LOW HELP e.g. Minor redecoration; Referral to housing agency/ assisted housing.

2 = MODERATE HELP e.g. Major improvements; actively pursuing change in accommodation.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Being rehoused; living in supported accommodation
residential care, nursing home or continuing care hospital ward.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
THEIR ACCOMMODATION (0 = NO 1 = YES 9= n o t  KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH ACCOMMODATION?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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2. LOOKING AFTER THE HOME ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE DIFFICULTY IN LOOKING AFTER 
THEIR HOME?

Are you able to look after your home? 
Does anyone help you?____________

0 = NO NEED

1 = MET NEED

e.g. Independent in looking after the home, home may be untidy but kept basically clean, 

e.g. Limited in looking after home and has appropriate level of domestic help.

2 -  UNMET NEED e.g. Not receiving appropriate level of domestic assistance. Home is a potential
health/fire/escape hazard.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 3

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH LOOKING AFER THE HOME?
0 = NONE

1 = LOW HELP e.g. Prompts or helps tidy up or clean occasionally.

2 = MODERATE HELP e.g. Prompts or helps cleans at least once a week.

3 = HIGH HELP e.g. Does most or all of the household tasks.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH LOOKING AFTER THE HOME?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH LOOKING AFTER THE HOME?
0 = NONE

1 = LOW HELP e.g. Prompting / supervision by staff.

2 = MODERATE HELP e.g. Some assistance with household tasks.

3 = HIGH HELP e.g. Majority of household asks done by staff.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
LOOKING AFTER THE HOME? (0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH LOOKING AFTER THE HOME?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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3. FOOD ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE DIFFICULTY IN GETTING ENOUGH TO 
EAT?

Are you able to prepare your own meals and do your own shopping? 
Are you getting the right sort of food? _______

0 = NO NEED e.g. Able to buy and/or prepare adequate meals Independently.

1 = MET NEED e.g. Unable to prepare food and has meals provided to met need.

2 = UNMET NEED e.g. Very restricted diet; culturally inappropriate food; unable to obtain adequate food.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 5

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH GETTING ENOUGH TO EAT?
0 = NONE

1 = LOW HELP e.g. Occasional meal provided and/or occasional help with shopping.

2 = MODERATE HELP e.g. Help with weekly shopping and/or meals provided more than weekly, but not daily.

3 = HIGH HELP e.g. Assistance with food provided daily.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH GETTING ENOUGH TO EAT
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH GETTING ENOUGH TO EAT
0 = NONE

1 = LOW HELP e.g. 1-4 meals a week provided or assisted for one meal a week.

2 = MODERATE HELP e.g. More than 4 meals a week provided or assisted for all meals. Weekly shopping.

3 = HIGH HELP e.g. All meals provided

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
GETTING ENOUGH TO EAT? (0 = NO 1 = yes  9 = n o t  k n o w n )

OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH GETTING ENOUGH TO EAT?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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4. SELF CARE ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE DIFFICULTY WITH SELF CARE?

Are you have any difficulty with personal care like washing, cutting your nails or dressing?
Do you ever need help?

0 = NO NEED e.g. Appropriately dressed and groomed independently.

1 = MET NEED e.g. Needs and gets appropriate help with self care.

2 = UNMET NEED e.g. Poor personal hygiene, unable to wash or dress, not receiving appropriate help.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 5

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH SELF CARE?
0 = NONE

1 = LOW HELP e.g. Prompts (e.g. to change clothes) or helps occasionally.

2 = MODERATE HELP e.g. Regular assistance e.g. weekly or more often.

3 = HIGH HELP e.g. Daily assistance with care e.g. dressing, bathing: weekly laundry.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH SELF CARE?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH SELF CARE?
0 = NONE

1 = LOW HELP e.g.

2 = MODERATE HELP e.g.

3 = HIGH HELP e.g. 

9 = NOT KNOWN

Occasional prompting by staff.

Supervise weekly washing and some other aspects of self-care 

Supervise most aspects of self care: assist most days.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
SELF CARE? (0 = NO 1 = YES 9 = n o t  k n o w n )
OVERALL. IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH SELF CARE?
(0 = n o t  SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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5. CARING FOR SOMEONE ELSE ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE DIFFICULTY CARING FOR ANOTHER 
PERSON?

!s there anyone that you are caring for? Do you have any ditficulty in looking after them?
0 = NO NEED eg. No-one to care for or no problem in caring.

1 = MET NEED eg Difficulties with caring and receiving help.

2 = UNMET NEED e.g. Serious difficulty in looking after or caring for another person.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 6

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH LOOKING AFTER SOMEONE 
ELSE?
0 = NONE

1 = LOW HELP e.g. Occasional help, less than once a week.

2 = MODERATE HELP e.g. Help most days.

3 = HIGH HELP e.g. Cared for person goes to stay with friends or relatives, assistance required everyday.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH CARING?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH CARING?
0 = NONE

1 = LOW HELP e.g. Person goes to day care: weekly assistance at home.

2 = MODERATE HELP e.g. Nearly daily assistance at home, on-going carer support/training for user

3 = HIGH HELP e.g. Respite care, 24 hour package or plans for alternative care for the cared for person.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
CARING? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH CARING?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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6. DAYTIME ACTIVITIES ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE DIFFICULTY WITH REGULAR, 
APPROPRIATE DAYTIME ACTIVITIES?

How do spend your day? Do you have enough to do?
0 = NO NEED e.g. Adequate social, work or leisure activities, can arrange own activities.

1 = MET NEED e.g. Some limitation in occupying self, has appropriate activities organised by others.

2 = UNMET NEED e.g. No adequate social, work or leisure activities.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 7

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS IN FINDING OR KEEPING REGULAR 
AND APPROPRIATE DAYTIME ACTIVITIES?
0 = NONE

1 = LOW HELP e.g. Occasional help in arranging activities.

2 = MODERATE HELP e.g. Help at least weekly.

3 = HIGH HELP e.g. Daily help with arranging or providing activities.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN FINDING OR KEEPING REGULAR AND 
APPROPRIATE ACTIVITIES?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES IN FINDING OR KEEPING REGULAR AND 
APPROPRIATE ACTIVITIES?
0 = NONE

1 = LOW HELP e.g. Adult Education. Weekly day activity.

2 = MODERATE HELP e.g. Day centre 2-4 days a week. Day Hospital attendance.
Adequate activities 2-4 days week

3 = HIGH HELP e.g. Provision of suitable activity 5 or more days per week e.g., day hospital or day centre 

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
ACTIVITIES? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH ACTIVITIES?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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7. MEMORY ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE A PROBLEM WITH MEMORY?

Do you often have a problem remembering things that happened recently? 
Do you often forget where you’ve put things?

0 = NO NEED

1 = MET NEED

e.g. Occasionally forgets, but remembers later. No problem with memory, 

e.g. Some problems, but having investigations / assistance.

2 -  UNMET NEED e.g. Clear deficit in recalling new information; loses things: becomes disorientated in time
and/or place, not receiving appropriate assistance.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 8

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR MEMORY LOSS?
0 = NONE

1 = LOW HELP e.g. Prompting, occasional notes, reminders.

2 = MODERATE HELP e.g. Assistance / supervision most days.

3 = HIGH HELP e.g. Living with relative. Constant supervision.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR MEMORY LOSS?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR MEMORY LOSS?
0 = NONE

1 = LOW HELP e.g. Some advice/ assistance with memory, GP clinic reviews.

2 -  MODERATE HELP e.g. Undergoing investigations. Regularly sees health care professional, e.g.
Memory Clinic, Day Hospital, Specialist day facility. Modified environment.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Specially modified care because of memory needs. Intensive assistance.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
MEMORY LOSS? (0 = NO 1 = y e s  9 = n o t  k n o w n )
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR MEMORY LOSS?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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8. EYESIGHT / HEARING ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE A PROBLEM W ITH SIGHT OR  
HEARING?

Do you have any difficufty hearing what someone says to you in a quiet room? 
Do you have difficulty in seeing newsprint or watching television?

0 = NO NEED

1 = MET NEED

e.g. No difficulties (wears appropriate corrective lenses or hearing aid, is independent).

e.g. Some difficulty, but aids help to some extent, receiving appropriate investigations 
or assistance to care for aids.

2 -  UNMET NEED e.g. A lot of difficulty seeing or hearing, does nfat receive appropriate assistance. 

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 9

H O W  MUCH HELP DOES THE PERSON RECEIVE FROM  
RELATIVES OR FRIENDS W ITH  EYESIGHT/HEARING?
0 = NONE

1 = LOW  HELP e.g. Help making appointments for sight/hearing problems. Occasional assistance

2 = MODERATE HELP e.g. Regular help wifri ditficLift tasks e.g. reading correspondence.

3 = HIGH HELP e.g. Help with most tasks that are difficult because of hearing/vision problem.

9 = NOT KNOWN

H O W  MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES W ITH EYESIG HT/ HEARING
H O W  MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES W ITH EYESIGHT/ HEARING?
0 = NONE

1 = LOW  HELP e.g. Advice about impairment, aids provided or monitored.

2 -  MODERATE HELP e.g. Investigations/ treatment. Aids regularly formally reviewed. Regularly assistance with 
tasks.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Assistance several days a week. Hospital appointments / specialist 
services or specialist day facilities.

DOES TH E PERSON RECEIVE THE RIGHT TYPE OF HELP W ITH  
EYESIG HT /  HEARING? (0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL. IS THE PERSON SATISFIED W ITH THE AM O UNT OF 
HELP TH EY ARE RECEIVING W ITH  EYESIGHT/ HEARING?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COM M ENTS
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9. MOBILITY ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE RESTRICTED MOBILITY, FALLS OR 
ANY PROBLEMS USING PUBLIC TRANSPORT?

Do you have trouble moving about your home? Do you have falls? 
Do you have trouble with transport?

0 = NO NEED

1 = MET NEED

e.g. Physically able and mobile.

e.g. Some difficulty walking, climbing steps or using public transport, but able with 
assistance (e.g. walking aids, wheelchair). Occasional fall. Safety plan in place.

2 -  UNMET NEED e.g. Very restricted mobility even with walking aid. Frequent falls. Lack of appropriate help.

9 = NOT KNOWN____________________________________________________________
F RATED 0 OR 9 GO TO QUESTION 10

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR MOBILITY PROBLEMS
0 = NONE

1 = LOW HELP e.g. Occasional help e.g. with transport, support.

2 = MODERATE HELP e.g. Regular he^p with mobïïfty/ pübYic transport. Hetp organising home access alterations.

3 = HIGH HELP e.g. Daily help and supervision with mobility/ transport.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR MOBILITY PROBLEMS
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR MOBILITY PROBLEMS?
0 = NONE

1 = LOW HELP e.g. Advice, one or more aids.

2 -  MODERATE HELP e.g. Currently undergoing investigations and/ or O.T./ Physiotherapy assessments,
regular transport, e.g. to day centre, light m obility assistance given.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Fully appropriate home alterations and aids. Substantial assistance most days. Care 
home because of mobility needs.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
MOBILITY PROBLEMS? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL. IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR MOBILITY PROBLEMS
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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10. CONTINENCE ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE INCONTINENCE?

Do you ever have accidents/fmd yourself wet if you can’t get to the toilet quickly?
(How much of a problem? Ever any soiling? Are you getting any help?)

0 = NO NEED e.g. No incontinence. Independent in managing incontinence.

1 = MET NEED e.g. Some incontinence. Receiving appropriate help/ investigations.

2 = UNMET NEED e.g. Regularly wet or soiled. Deteriorating in continence needing assessment.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 11

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR INCONTINENCE?
0 = NONE

1 = LOW HELP e.g. Prompts to maintain continence.

2 =  M ODERATE HELP e.g. Regiilariy assists with iaundry, hygiene and use ot aids.

3 = HIGH HELP e.g. Full assistance with continence (laundry, hygiene, aids).

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR INCONTINENCE?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR INCONTINENCE?
0 = NONE

1 = LOW HELP e.g. Prompts to maintain continence and provision of aids.

2 — MODERATE HELP e.g. Investigations/ treatment. Regular help with laundry, hygiene and aids.

3 = HIGH HELP e.g. Planned medical intervention (e.g. surgery). Constant care and assistance because
of incontinence (e.g. in care home). Substantial continence programme in place.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
INCONTINENCE? (0 = NO 1 = yes  9 = n o t  k n o w n )
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR INCONTINENCE?
(0 = no t  s a t is f ie d  1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

299



11. PHYSICAL HEALTH ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE ANY PHYSICAL ILLNESS?

How well do you feel physically?
Are you getting any treatment from your doctor for physical problems?

0 = NO NEED

1 = MET NEED

e.g. Physically well. Receiving no medical interventions.

e.g. Physical ailment such as high blood pressure under control, receiving appropriate 
treatment /  investigation. Reviews of physical conditions.

2 -  UNMET NEED e.g. Untreated serious physical ailment. Significant pain. Awaiting major surgery. 

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 12

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR PHYSICAL HEALTH PROBLEMS?
0 = NONE

1 = LOW HELP e.g. Arranging appointments to see doctor.

2 =  MODERATE HELP e.g. Accompanied regularly to doctor 1 cVmics.

3 -  HIGH HELP e.g. Daily help with condition arising out of physical health problems, e.g. living with a
relative while convalescing or ill.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR PHYSICAL HEALTH PROBLEMS?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR PHYSICAL HEALTH PROBLEMS?
0 = NONE

1 = LOW HELP e.g. Given dietary or health advice. Occasional visit to GP for medicines.

2 -  MODERATE HELP e.g. Prescribed significant medications. Regularly seen by health care professional (GP,
nurse, day hosp ita l staff, out p atien t clinic).

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Inpatient admissions, 24-hour nursing care. Very regular or intensive treatment.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
PHYSICAL HEALTH PROBLEMS? (0 = NO l  = YES 9 = n o t  k n o w n )

OVERALL. IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR PHYSICAL HEALTH 
PROBLEMS? (0 = NOT s a t is f ie d  1 = s a t is f ie d  9 = NOT KNOWN)

COMMENTS

;oo



12. DRUGS ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE PROBLEMS WITH MEDICATION OR 
DRUGS?

Do you have any problems (e.g. side effects) with medication. How many different tablets are you on? 
Has your medication been recently reviewed by your doctor? Do you take any drugs that are not 
prescribed?_________________

0 = NO NEED

1 = MET NEED

e.g. No problems with compliance, side effects, drug abuse or dependency.

e.g. Regular reviews, advice, District Nurse/ CRN administers medication, Dosette boxes/ aids

2 -  UNMET NEED e.g. Poor compliance, dependency or abuse of prescribed or non-prescribed drugs,
inappropriate medication given.

9 = NOT KNOWN_______________________________________________________
F RATED 0 OR 9 GO TO QUESTION 13

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH THEIR MEDICATION?
0 = NONE

1 = LOW HELP e.g. Occasional prompt. Advice about drug misuse.

2 = MODERATE HELP e.g. Collection, regtrtar reminding and checking of medication. Advice about agencies.

3 = HIGH HELP e.g. Administers and holds medication. Support during drug withdrawal programme.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH THEIR MEDICATION?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH THEIR MEDICATION?
0 = NONE

1 = LOW HELP e.g. Advice from GP. Prompts to take medication.

2 = MODERATE HELP e.g. Supervision by District Nurse/CRN/ Day Hospital/care facility administers drugs.

3 = HIGH HELP

9 = NOT KNOWN

e.g. Intensive program regarding drug administration, compliance, abuse, or dependency 
(e.g., supervised withdrawal programme for drug dependency.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
MEDICATION? (0 = NO 1 = y e s  9 = n o t  KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH THEIR MEDICATION?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

101



13. PSYCHOTIC SYMPTOMS ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE SYMPTOMS SUCH AS DELUSIONAL 
BELIEFS, HALLUCINATIONS. FORMAL THOUGHT DISORDER OR 
PASSIVITY?

Do you ever hear voices, see strange things or have problems with your thoughts? 
Are you on medication for this?

0 -  NO NEED e.g. No definite symptoms. Not at risk or in distress from symptoms and not on medication
for psychotic symptoms.

1 = MET NEED e.g. Symptomshetped by medncabon or otber beVp e.g., coptng ^ategies, safety ptan.

2 = UNMET NEED e.g. Currently has symptoms or is at risk.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 14

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR THESE PSYCHOTIC SYMPTOMS?
0 = NONE

1 = LOW HELP e.g. Some support.

2 = MODERATE HELP e.g. Carers involved in helping with coping strategies or medication compliance.

3 = HIGH HELP e.g. Constant supervision of medication and helping with coping strategies.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR THESE PSYCHOTIC SYMPTOMS?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR THESE PSYCHOTIC SYMPTOMS?
0 = NONE

1 = LOW HELP e.g. Mental state and medication reviewed three monthly or less often, support group.

2 = MODERATE HELP e.g. Mental state and medication reviewed more frequently than three monthly.
Frequent specrFvc therapy e.g. day hoepsta\, high CPU rnput.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Active treatment/ 24 hour hospital care, daily day care or crisis care at home.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
THESE SYMPTOMS? (0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR THESE SYMPTOMS?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

(0 2



DOES THE PERSON SUFFER FROM CURRENT PSYCHOLOGICAL 
DISTRESS?

14. PSYCHOLOGICAL DISTRESS ASSESSMENTS
user carer staff rater

Have you recent!y felt very sad or fed up? Have you felt very anxious, Mghtened or worried?
0 = NO NEED e.g. Occasional or mild distress. Copes independently

1 = MET NEED e.g. Needs and gets on-going support.

2 = UNMET NEED e.g. Distress affects life significantly, e.g. prevents person going out.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 15

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR THIS DISTRESS?
0 = NONE

1 = LOW HELP e.g. Some sympathy and support.

2 -  MODERATE HELP e.g. Has opportunity at feast once a week to talk about distress and get help with
coping strategies.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Constant support and supervision.

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR THIS DISTRESS?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR THIS DISTRESS?
0 = NONE

1 = LOW HELP e.g. Assessment of mental state or occasional support.

2 -  MODERATE HELP e.g. Specific psychological or social intervention for distress. Counselled by staff at least
once a week e.g. at Day Hospital.

3 = HIGH HELP e.g. 24 hour hospital care, or crisis care at home, daily assistance for distress.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
THIS DISTRESS? (0 = NO i = y e s  9 = n o t  KNOWN)
OVERALL, IS THE PERSON SATISFIED Ŵ ITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR THIS DISTRESS
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

303



15, INFORMATION (ON CONDITION & TREATMENT) ASSESSMENTS
user carer staff rater

HAS THE PERSON HAD CLEAR VERBAL OR WRITTEN 
INFORMATION ABOUT THEIR CONDITION AND TREATMENT?

Have you been given clear information about your condition, medication or other treatment? 
Do you want such information? How helpful has thp information been?

0 = NO NEED

1 = MET NEED

e.g. Has received and understood adequate information. Has not received but does 
not want information.

e.g. R ece ives  assistance to understand information, information given that is appropriate for 
the person’s level of communication /  understanding.

2 -  UNMET NEED e.g. Has received inadequate or no information. 

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 16

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS IN OBTAINING SUCH INFORMATION?
0 = NONE

1 = LOW HELP e.g. Some advice.

2 = MODERATE HELP e.g. Given leaflets/ fact-sheets or put in toucti witti self tielp groups

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Regular liaison with mental health staff or voluntary groups (e.g. Alzheimer’s 
Society) by friends or relatives.

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN OBTAINING SUCH INFORMATION?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES IN OBTAINING SUCH INFORMATION?
0 = NONE

1 = LOW HELP e.g. Brief verbal or written information on illness/ problem/ treatment.

2 -  MODERATE HELP e.g. Given details of self-help groups. Long verbal information sessions e.g.
during D a y  H ospita l attendance.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Has been given specific personal education with or without detailed written information.

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP IN 
OBTAINING INFORMATION? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING IN OBTAINING INFORMATION?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

304



16. SAFETY TO SELF (DELIBERATE SELF-HARM) ASSESSMENTS
user carer staff rater

IS THE PERSON A DANGER TO THEMSELVES?

Do you ever think of harming yourself or actually harm yourself?
0 = NO NEED e.g. No thoughts of self-harm or suicide.

1 = MET NEED eg Suicide risk monitored by staff, receiving counselling, adequate safety plan in place.

2 = UNMET NEED e.g. Has expressed suicidal intent, deliberately neglected self or exposed self to serious
danger in the last month.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 17

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS TO REDUCE RISK OF DELIBERATE 
SELF HARM?
0 = NONE

1 = LOW HELP e.g. Able to contact friends or relatives if feeling unsafe.

2 = MODERATE HELP e.g. Friends or relatives are usually in contact and are likely to know if feeling unsafe.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Friends or relatives in regular contact and are very likely to know and provide help 
if feeling unsafe.

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF DELIBERATE SELF-HARM?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES TO REDUCE THE RISK OF DELIBERATE SELF-HARM?
0 = NONE

1 = LOW HELP e.g. Someone to contact if feeling unsafe.

2 = MODERATE HELP e.g. Staff check at least once a week: regular supportive counselling.

3 = HIGH HELP e.g. Daily supervision: inpatient care because of risk.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP TO 
REDUCE RISK OF DELIBERATE SELF-HARM?
JO = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING TO REDUCE RISK OF DELIBERATE 
SELF-HARM? (0 = NOT s a t is f ie d  1 = s a t is f ie d  9 = NOT KNOWN)

COMMENTS

(05



17. SAFETY TO SELF (INADVERTANT SELF-HARM) ASSESSMENTS
user carer staff rater

IS THE PERSON AT INADVERTENT RISK TO THEMSELVES?

Do you ever do anything that accidentally puts yourself in danger (e.g. leaving gas taps on, leaving fire 
unattended or getting lost)?_____

0 = NO NEED

1 = MET NEED

e.g. No accidental self-harm.

e.g. Specific supervision or help to prevent harm; e.g. memory notes, prompts, secure 
environment, observation.

2  -  UNMET NEED e.g. Dangerous behaviour, e.g. getting lost, gas/fire hazard, no appropriate safety plan 

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 18

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS TO REDUCE RISK OF INADVERTENT 
SELF HARM
0 = NONE

1 = LOW HELP e.g. Periodic supervision: weekly or less.

2  = MODERATE HELP e.g. Supervision on 3-5 days a week.

3 = HIGH HELP e.g. Almost constant supervision/ 24 hour care because of risk.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF INADVERTENT SELF- 
HARM?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES TO REDUCE THE RISK OF INADVERTENT SELF- 
HARM?
0 = NONE

1 = LOW HELP e.g. Check on behaviour weekly or less, risk assessment completed.

2 = MODERATE HELP e.g. Daily Supervision, specific plan to prevent harm

3 = HIGH HELP e.g. Constant supervision e.g. residential care because of risk for inadvertent self-harm. 

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP TO 
REDUCE RISK OF INADVERTENT SELF-HARM?
(0 = NO 1 = YES 9 = NOT KNOWN
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING TO REDUCE RISK OF HARM?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

306



18. SAFETY TO SELF (ABUSE/ NEGLECT) ASSESSMENTS
user carer staff rater

IS THE PERSON AT RISK FROM OTHERS?

Has anyone done anything to frighten or harm you, or taken advantage of you?
0 = NO NEED e.g. No abuse/ neglect issues over past month.

1 = MET NEED e.g. Needs and gets ongoing support or protection. Safety plan in place.

2 = UNMET NEED e.g. Regular shouting, pushing or neglect, financial misappropriation, physical assault.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 19

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS TO REDUCE RISK OF ABUSE?
0 = NONE

1 = LOW HELP e.g. Occasional advice.

2 = M ODERATE HELP e.g. Regular support and protection.

3 = HIGH HELP e.g. Constant support, very regular protection; negotiation.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE THE RISK OF ABUSE?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES TO REDUCE THE RISK OF ABUSE?
0 = NONE

1 = LOW HELP e.g. Someone to contact when feeling threatened.

2 = MODERATE HELP e.g. Regular support: occasional respite.

3 = HIGH HELP e.g. Constant supervision: legal involvement via services: separation from abuser.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP TO 
REDUCE RISK OF ABUSE? (0 = NO 1 = YES 9 = n o t  k n o w n )
OVERALL. IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING TO REDUCE RISK OF ABUSE?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

(07



19. BEHAVIOUR ASSESSMENTS
user carer staff rater

IS THE PERSON’S BEHAVIOUR DANGEROUS, THREATENING,
INTERFERING OR ANNOYING TO OTHERS?

Do you come into conflict with others e.g. by interfering with their affairs, frequently annoying, 
threatening or disturbing them? What happens?

0 = NO NEED e.g. No history of disturbance to others.

1 = MET NEED e.g. Under supervision / treatment because of potential risk.

2 = UNMET NEED e.g. Recent violence, threats or seriously interfering behaviour. 

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 20

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS TO REDUCE ANNOYING OR 
DISTURBING BEHAVIOUR?
0 = NONE

1 = LOW HELP e.g. Help/ supervision weekly or less.

2 = MODERATE HELP e.g. Help/ supervision more often than weekly.

3 = HIGH HELP e.g. Almost constant help/supervision due to persistently disturbing behaviour.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES TO REDUCE ANNOYING OR DISTURBING 
BEHAVIOUR?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES TO REDUCE ANNOYING OR DISTURBING 
BEHAVIOUR?
0 = NONE

1 = LOW HELP e.g. Check on behaviour weekly or less.

2 = MODERATE HELP e.g. Daily supervision or night-sitting service, active care plan in place.

3 = HIGH HELP e.g. Constant supervision-, intensive behaviour management programme. 

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP TO 
REDUCE ANNOYING OR DISTURBING BEHAVIOUR?
(0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING TO REDUCE DISTURBING 
BEHAVIOUR? (0 = NOT s a t is f ie d  1 = s a t is f ie d  9 = NOT KNOWN)

COMMENTS

308



20. ALCOHOL ASSESSMENTS
user carer staff rater

DOES THE PERSON DRINK EXCESSIVELY OR HAVE A PROBLEM 
CONTROLLING THEIR DRINKING?

Do you drink alcohol? How much? Does drinking cause you any problems?
Do you ever feel guilty about it? Do you ever wish you could cut down your drinking?

0 = NO NEED e.g. Doesn’t drink or drinks sensibly.

1 = MET NEED e.g. At risk from alcohol abuse and receiving assistance.

2 = UNMET NEED e.g. Current drinking harmful or uncontrollable, not receiving appropriate assistance.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 21

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS FOR THEIR DRINKING?
0 = NONE

1 = LOW HELP e.g. Advised to cut dov/n.

2 = MODERATE HELP e.g. Advised about helping agencies, e.g. Alcoholics Anonymous.

3 = HIGH HELP e.g. Constant support and/or monitoring of alcohol intake.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES FOR THEIR DRINKING?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES FOR THEIR DRINKING?
0 = NONE

1 = LOW HELP e.g. Given information and told about risks.

2 = MODERATE HELP e.g. Given support and details of helping agencies, access to drink is supervised.

3 = HIGH HELP e.g. Attends alcohol clinic, supervised withdrawal programme.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP FOR 
THEIR DRINKING? (0 = NO 1 = y e s  9 = n o t  k n o w n )
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR THEIR DRINKING?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

109



21. COMPANY ASSESSMENTS
user carer staff rater

DOES THE PERSON NEED HELP WITH SOCIAL CONTACT?

>Are you happy with your social life? Do you wish you had more social contact with others?
0 = NO NEED

1 = MET NEED

e.g. Able to organise enough social contact, has enough contact with friends.

e.g. Lack of company Identified as a problem. Has specific intervention for company needs e.g. 
fonefy at night but attends drop-in or day centre or Lunch Club. Social work invoivement.

2 -  UNMET NEED e.g. Frequently feels lonely and isolated. Very few social contacts.

9 = NOT KNOWN____________________________________________
F RATED 0 OR 9 GO TO QUESTION 22

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH SOCIAL CONTACT?
0 = NONE

1 = LOW HELP e.g. Friends help with social contact or visit less than weekly to provide company.

2 = MODERATE HELP e.g. Friends help with social contact weekly or more often.

3 = HIGH HELP e.g. Friends help with social contact at least four times a week.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN ORGANISING SOCIAL CONTACT?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES IN ORGANISING SOCIAL CONTACT?
0 = NONE

1 -  LOW HELP e.g. Occasional visits from befriender or voluntary worker. Referral to centre.

2 -  MODERATE HELP e.g. Regular attendance at day centre; regular luncheon club, organised social activity.

3 = HIGH HELP e.g. Day centre or social home visits 3 or more times a week, social skills training, social
worker involvement.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
SOCIAL CONTACT? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH THEIR SOCIAL CONTACT?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

10



22. INTIMATE RELATIONSHIPS ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE A PARTNER, RELATIVE OR FRIEND 
WITH WHOM THEY HAVE A CLOSE EMOTIONAL7 PHYSICAL 
RELATIONSHIP?

Do you have a partner, relative or friend you feel close to? Do you get on well?
Can you talk about your worries or problems? Do you lack physical contact/intimacy?

0 = NO NEED e.g. Happy with current relationships or does not want any intimate relationship.

1 = MET NEED eg Has problems concerning intimate relationships, specific plan, counselling/ advice/ 
support v/hich IS helpful.

2 = UNMET NEED eg Desperately lonely. Lack of confidant.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION 23

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS WITH INTIMATE RELATIONSHIPS OR 
LONELINESS?
0 = NONE

1 = LOW HELP e.g. Occasional emotional support.

2 = MODERATE HELP e.g. Regular support.

3 = HIGH HELP e.g. Help contacting counselling services (e.g. bereavement/ marriage counselling) and
possibly accompanying the person there.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES WITH INTIMATE RELATIONSHIPS OR LONELINESS?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES WITH INTIMATE RELATIONSHIPS OR LONELINESS?
0 = NONE

1 = LOW HELP e.g. Some support/ advice

2 = MODERATE HELP e.g. Regular support/ advice /contact.

3 = HIGH HELP e.g. Intensive support. Specific therapy, e.g. marital or bereavement counselling.
9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP WITH 
RELATIONSHIPS? (O = NO 1 = y e s  9 = n o t  k n o w n )
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING WITH RELATIONSHIPS?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS

I I



23. MONEY / BUDGETING ASSESSMENTS
user carer staff rater

DOES THE PERSON HAVE PROBLEMS MANAGING OR 
BUDGETING THEIR MONEY?

Do you have any difficulty managing your money? Are you able to pay your bills?
0 = NO NEED e.g. Able to buy essential items and pay bills independently.

1 = MET NEED e.g. Benefits from help with managing affairs or budgeting

2 = UNMET NEED e.g. Often has no money for essential items or bills. Unable to manage finances.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO QUESTION 24

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS IN MANAGING THEIR MONEY?
0 = NONE

1 = LOW HELP e.g. Occasional help sorting out household bills.

2 = MODERATE HELP e.g. Frequent assistance, catcutating weeWy budget, cottecting pension.

3 = HIGH HELP e.g. Complete management of finances. Power of Attorney.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN MANAGING THEIR MONEY?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES IN MANAGING THEIR MONEY?
0 = NONE

1 = LOW HELP e.g. Occasional help with budgeting

2 = MODERATE HELP e.g. Supervised in paying rent, given weekly spending money

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Virtual or complete management of finances: Court of protection: 
Enduring Power of Attorney

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP IN 
MANAGING THEIR MONEY? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING IN MANAGING THEIR MONEY?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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24, BENEFITS ASSESSMENTS 
user carer staff rater

IS THE PERSON DEFINITELY RECEIVING ALL THE BENEFITS 
THAT THEY ARE ENTITLED TO?

Are you sure that you are getting all the money that you are entitled to?
0 = NO NEED e.g. Has no need of benefits or receiving full entitlement of benefits.

1 = MET NEED e.g. Receives appropriate help in claiming benefits, social worker involvement over past month.

2 = UNMET NEED e.g. Not sure/ not receiving full entitlement of benefits.

9 = NOT KNOWN
IF RATED 0 OR 9 GO TO CARER’S SECTION OVERLEAF

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
RELATIVES OR FRIENDS IN OBTAINING THEIR FULL BENEFIT 
ENTITLEMENT?
0 = NONE

1 = LOW HELP e.g. Occasionally asks whether person is getting any money.

2 = MODERATE HELP e.g. Make enquiries about entitlements and help fill in forms.

3 = HIGH HELP e.g. Has ensured full benefits are being received.

9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM LOCAL 
SERVICES IN OBTAINING THEIR FULL BENEFIT ENTITLEMENT?
HOW MUCH HELP DOES THE PERSON NEED FROM LOCAL 
SERVICES IN OBTAINING THEIR FULL BENEFIT ENTITLEMENT?
0 = NONE

1 = LOW HELP e.g. Occasional advice about entitlements.

2 = MODERATE HELP e.g. Help with applying for extra entitlements.

3 = HIGH HELP e.g. Comprehensive evaluation of current entitlement in past month.

9 = NOT KNOWN

DOES THE PERSON RECEIVE THE RIGHT TYPE OF HELP IN 
OBTAINING THEIR FULL BENEFIT ENTITLEMENT?
(0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL. IS THE PERSON SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING IN OBTAINING THEIR FULL BENEFIT 
ENTITLEMENT? (0 = NOT s a t is f ie d  1 = s a t is f ie d  9 = n o t  k n o w n )
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A. CARERS NEED FOR INFORMATION ASSESSMENTS
user carer staff rater

HAS THE CARER BEEN GIVEN CLEAR INFORMATION ABOUT 
THE PERSONS CONDITION AND ALL THE TREATMENT 
AVAILABLE?

Have you been given clear information aboutX’s condition and all the treatment and services available? 
How helpful has this information been?

0 = NO NEED e.g. Received and understood

1 = MET NEED e.g. Has not received or understood all information, receives help with information.

2 = UNMET NEED e.g. Has received little or no information, has not understood information given.

9 = NOT KNOWN
F RATED 0 OR 9 GO TO QUESTION B

HOW MUCH HELP DOES THE CARER RECEIVE FROM 
RELATIVES OR FRIENDS IN OBTAINING SUCH INFORMATION?
0 = NONE

1 = LOW HELP e.g. Has had some advice.

2 = MODERATE HELP e.g. Given leaflets/ fact sheets or put in touch with self-help groups.

3 = HIGH HELP
friends or relatives.
9 = NOT KNOWN

e.g. Regular liaison with doctors, other professionals, self help or support groups by

HOW MUCH HELP DOES THE CARER RECEIVE FROM LOCAL 
SERVICES IN OBTAINING SUCH INFORMATION?
HOW MUCH HELP DOES THE CARER NEED FROM LOCAL 
SERVICES IN OBTAINING SUCH INFORMATION?
0 = NONE

1 = LOW HELP e.g. Brief verbal or written information on condition/ problem/ treatment.

2 -  MODERATE HELP e.g. Given details of self help groups. Personal explanations of drugs, alternative
treatments/ services and iikeiy course of the condition.

3 = HIGH HELP 

9 = NOT KNOWN

e.g. Has been given detailed written information or has had specific personal education: 
e.g. from key worker.

DOES THE CARER RECEIVE THE RIGHT TYPE OF HELP IN 
OBTAINING SUCH INFORMATION? (0 = NO 1 = YES 9 = NOT KNOWN)
OVERALL, IS THE CARER SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING IN OBTAINING SUCH 
INFORMATION? (O = n o t  s a t is f ie d  1 = s a t is f ie d  9 = n o t  k n o w n )

COMMENTS
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B. CARERS PSYCHOLOGICAL DISTRESS ASSESSMENTS
user carer staff rater

IS THE CARER CURRENTLY PSYCHOLOGICALLY DISTRESSED?

Do you find it dil^cult or stressful caring for X? Do you feel you need a break or much more support for 
yourself?

0 = NO NEED e.g. Coping well.

1 = MET NEED e.g. Some stress: receiving help/ contact/ support that is beneficial.

2 = UNMET NEED e.g. Very stressed or depressed. Wants relief from caring.

9 = NOT KNOWN
IF RATED 0 OR 9 FINISH

HOW MUCH HELP DOES THE CARER RECEIVE FROM 
RELATIVES OR FRIENDS FOR THIS DISTRESS?
0 = NONE

1 = LOW HELP e.g. Occasional advice/support.

2 = MODERATE HELP e.g. WeeWy practical and/ or emotional support and/ or relief from caring.

3 = HIGH HELP e.g. Regular respite and assistance with tasks (e.g. 3-4 times per week).

9 = NOT KNOWN

HOW MUCH HELP DOES THE CARER RECEIVE FROM LOCAL 
SERVICES FOR THIS DISTRESS?
HOW MUCH HELP DOES THE CARER NEED FROM LOCAL 
SERVICES FOR THIS DISTRESS?
0 = NONE

1 -  LOW HELP e.g. Advice e.g. about other options such as residential care.

2 -  MODERATE HELP e.g. Weekly day care; occasional respite: CRN visits: carers support groups.

3 = HIGH HELP e.g. Regular respite admissions. Treatment and/ or counselling for stress/depression.

9 = NOT KNOWN

DOES THE CARER RECEIVE THE RIGHT TYPE OF HELP FOR 
THIS DISTRESS? (0 = NO 1 = y e s  9 = n o t  k n o w n )
OVERALL. IS THE CARER SATISFIED WITH THE AMOUNT OF 
HELP THEY ARE RECEIVING FOR THIS DISTRESS?
(0 = NOT SATISFIED 1 = SATISFIED 9 = NOT KNOWN)

COMMENTS
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CAM BERW ELL  
ASSESSMENT OF NEED  

FOR THE ELDER LY

( SHORT CANE )

Version I

CODE

Interviewee Date Interview
Time

User

Staff

Carer

Rater/Clinician
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Instructions for the Short CANE

The Short CANE is a comprehensive, person-centred needs assessment tool that has been designed for use with the elderly.
It is suitable for use in a variety o f clinical and research settings. The CANE has a person-centred approach which allows 
views o f the professional, user, and carer to be recorded and compared. The instrument uses the principle that identifying a 
need means identifying a problem plus an appropriate intervention which w ill help or alleviate the need. Therefore the 
CANE models clinical practice and relies on professional expertise for ratings to be completed accurately. Administrators 
need to have an adequate knowledge o f clinical interviewing and decision making. Administrators should also have good 
working knowledge o f the concepts o f need, met need, and unmet need. This knowledge can be gained with experience of 
full CANE assessments and reference to the manual.

There are 24 topics relating to the user and two (A &  B) relating to the carer. There are four columns to document ratings so 
that one or more o f the user (U), staff member (S), carer (C), or rater (clinician/researcher) (R) can each express their view. 
Note at the top o f the column which person has been interviewed.

The Short CANE aims to assess whether there is currently a need in the specific area. A  need is defined as a problem with a 
potential remedy or intervention. Use the prompts below each area in italics on the record form to establish the user’s 
current status with regards to the need area. I f  there has been a need then assess whether it was met appropriately. Score 
each interviewee independently, even though their perceptions o f need in each area may differ from one another. The 
administrator should ask additional questions probing into the area until he/she can establish whether the person has a 
significant need that requires assistance and whether they are getting enough o f the right type o f help. Once this information 
has been gathered a rating o f need can be made. Judgement o f rating ia this section should be based on normal clinical 
practice. The CANE is intended to be a framework for assessment grounded in good professional practise and expertise. 
Although Section 1 in each problem area is the main section o f interest to CANE administrators, it often can not be rated 
until adequate information has been collected about the area. Indeed, some administrators have found it easier to rate section 
1 once information has been collected from the other sections 2 to 5. When adequate information has been gathered the rater 
should clearly be able to make a clinical judgement as to whether the area is a met need, an unmet need, or is not a need for 
the person. Confusion with ratings can be avoided by not directly asking a closed question about whether there is a problem 
in a certain area (e.g., “ Do you have any problems with the food here?” ) because the person can answer “No” . This response 
may then be mistaken as a ‘No Need’ where in fact it is a ‘Met Need’ because the person is assisted by someone else.

♦ No Need: Score 0 there i f  ftiere is no need in the area then go on to the next page. In this situation the user is coping 
well independently and does not need any further assistance. For example, the user has reported that they are 
successfully administering their own medication and do not have any problematic side effects. Or the staff member 
reports that the user appeared to be comfortable in his/her home environment and that no alterations to the building are 
needed or planned.

♦ Met Need: Score 1 i f  the need is met or i f  there is a minor need requiring no significant intervention. A  need is met 
when there is a mild, moderate or serious problem which is receiving an intervention which is appropriate and 
potentially o f benefit. This category is also used for problems which would normally not be o f clinical significance and 
would not require a specific intervention. For example, the user is receiving an assessment for poor eyesight or a district 
nurse is overseeing the administration o f medications each day.

♦ Unmet Need: Score 2 i f  the need is currently unmet. An unmet need is a serious problem requiring intervention or 
assessment, which is currently receiving no assistance or the wrong type or level o f help. For example, i f  a staff 
member reported that the user was incontinent o f large amounts o f urine every night despite toileting twice during the 
night and the use o f pads. Or a carer reported that the user had become very hard o f hearing and had not received an 
assessment or suitable hearing aids.

♦ Unknown: Score 9 i f  the person does not know about the nature o f the problems or about the assistance the person 
receives and go on to the next page. Such a score may mean that further information is needed to make a rating

SCORING
It is to be noted that scoring is a secondary aspect o f the CANE as its primary purpose is to identify and assess individual 
unmet needs. The total CANE score is based on the rating o f section 1 o f each o f the 24 problem areas. The two areas (A 
and B) relating to carer’s needs are not added into this total score. Count total number o f met needs (rated as a 1 in Section 
1), out o f a maximum 24. Count total number o f unmet needs identified (rated as a 2 in Section 1) out o f a maximum score 
24. Count total number o f needs identified (rated as a 1 or 2 in Section 1), out o f a maximum 24. The ‘Raters’ (clinicians or 
researchers) ratings are made based on all the information gathered through the assessment. Raters ratings o f section 1 are 
used as the basis for total CANE scores.
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Demographic Details
(please fill in blanks or circles, whichever applies)

CODE NUMBER:

Date of Birth: ________________________  AGE:_______________(years)

SEX: male / female

ETHNICITY: Asian/ African/African-American/Black Caribbean / White/Other

MARITAL STATUS: single / married / divorced / separated / widowed

LIVING SITUATION: alone /  with partner / with other relatives / with others

LIVING ENVIRONMENT : fiat / house / sheltered / residential / nursing / other

PREVIOUS OCCUPATION (or partner’s):_______________________

EDUCATION:  (years)

CURRENT S T A T U S :in -p a t ie n t  / day-patient / community patient ( Psychiatric /  Geriatric )

MAIN DIAGNOSIS (DSM-IV) delirium
dementia
schizophrenia/paraphrenia
major depressive disorder / episode
bipolar disorder
manic episode
anxiety disorder
other

DOES THE PERSON HAVE A CARER? yes / no
IS THE PERSON A CARER? yes / no

NOTES:
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Short CANE
User Name: Date:

Ratings: 0 = no need 1 = met need 2 = unmet need 9 = un mown
Interviewee: U = User C = Carer S = Staff R = researcher U c s R
1. ACCOMM ODATION

Does the person have an appropriate place to live?
2. LO O KIN G  AFTER THE HOME

Does the person look after their home?
3. FOOD

Does the person get enough o f the right type of food to eat?
4. SELF CARE

How does the person look after their self-care?
5. CARING FOR SOMEONE ELSE

Does the person care for another? Can they manage this caring?
6. DAYTIM E ACTIV ITIES

How does the person occupy their day?
7. M EM ORY

Does the person have a problem with memory?
8. EYESIGHT / HEARING

How is the person’s eyesight and hearing?
9. M O B IL ITY

How does the person get around inside and outside their home?
10. INCONTINENCE

Does the person have incontinence?
11. PHYSICAL HEALTH

How is the person’s physical health?
12. DRUGS

Does the person have problems with medication or drugs?
13. PSYCHOTIC SYMPTOMS

Does the person ever hear or see things other don’t?
14. PSYCHOLOGICAL DISTRESS

Does the person have problems with mood or anxiety?
15. INFORM ATION (ON CONDITION &  TREATMENT) 

Has the person had clear information about their condition?
16. SAFETY TO SELF (DELIBERATE SELF-HARM) 

Is the person a danger to themselves?
17. SAFETY TO SELF (INADVERTANT SELF-HARM) 

Does the person have accidents?
18. SAFETY TO SELF (ABUSE/ NEGLECT) 

Is the person at risk from others?
19. BEHAVIOUR

Is the person’s behaviour problematic for others?
20. ALCOHOL

Does the person have a drinking problem?
21. COMPANY

Does the person have an adequate social life?
22. IN T IM A TE  RELATIONSHIPS

Does the person have an close emotional/physical relationship?
23. MONEY/ BUDGETING

How does the person manage their money?
24. BENEFITS

Is the person receiving the benefits he/she is entitled too?
A. CARERS NEED FOR INFORMATION

Has the carer been given all the information they needs about the person’s 
condition and treatment?
B. CARERS PSYCHOLOGICAL DISTRESS

Is the carer currently psychologically distressed?
M et Needs: Count the number o f Is in the column (1 to 24 only).
Unmet Needs: Count the number o f 2s in the column (1 to 24 only)
Total Needs: Add number o f Met needs and Urnnet needs (1 to 24 only)
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Dear

We are happy to report that everything is now ready to start using the Camberwell 
Assessment of Need for the Elderly (CANE) and enclosed you will find a full package 
related to the study. As well as using the CANE it is necessary to also use the four 
other enclosed scales/questiormaires (see below). We would hope that you will be able 
to assess at least 10 patients and ideally 15 (the more the better). In the pilot work we 
have found that it takes on average between 20-40 minutes to interview the patient, 
and 10-20 minutes per staff and carer. The first few assessments will probably take 
you longer than this though as it takes a few practice runs to get used to the 
instrument. It is important to realise that assessing 10-15 or more service uses, their 
carers and key staff members will require a substantial commitment and therefore, if 
you do not feel you are actually able to offer this at this stage, please let me know as 
soon as possible. Perhaps one of the more ideal times to do the assessments would be 
at ward rounds/reviews. It is not necessary to do each interview on the same day and 
obviously there will be a number of situations where there will be no carer or the 
patient will be impossible to interview (e.g. because of advanced dementia). However, 
wherever possible, please try to interview all three (patient, staff and carer).

It is also hoped that you will be able to interview patients with a wide variety of 
clinical conditions, from different cultural and geographic backgrounds and from 
different settings (e.g. day hospital, in-patients and out-patients) if  possible (see 
Demographic Details below).

I will briefly go through the items in the enclosed package:

-CANE and related Manual on its use and some Examples o f interviews. I presume you w ill be able to 
make copies o f the CANE but w ill be happy to forward more copies i f  required. The Manual is the one 
to go with the original CAN (research version) but it covers most o f the relevant issues. I w ill be 
forwarding a Manual specifically drafted for the CANE and related Examples/Vignettes adapted from 
our initial pilot work as soon as possible. Meanwhile i f  you are having any difficulty in understanding 
any o f the items or in making an assessment, please don’t hesitate to contact me.

- Demographic Details. Please make copies o f this sheet and enter a different code number for each 
patient interviewed. Please also make sure that you record this code on each o f the other scales used 
(see below). The Demographic Details should be filled in on each patient as far as possible. Please keep 
a separate recording relating each code to the relevant patient so that follow-up or double-checking w ill 
be possible i f  necessary. You may wish to send me a copy o f this or keep it yourself, it does not matter 
as long as a definite record is kept. We are using the DSM-IV for diagnoses.
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-Other Scales/Questionnaires. You w ill probably be familiar with some or all four o f these which are 
easily completed (two are self-report) in a short time and w ill be used to establish the 
concurrent/criterion validity o f CANE. Again, please make copies o f these before starting and 
remember to record the relevant code number when using. The SF-36 Health Survey is for self
completion by the patient (as a quality o f life instrument) though it w ill probably be best in most 
situations that the assessor goes through this with the patient and the General Health Questionnaire is 
for self-completion by the carer (to measure carer stress as a further assessment o f criterion validity) 
though again probably best that the assessor helps explain it to the carers. The Behaviour Rating Scale 
from the Clifton Assessment Procedures for Elderly (CAPE-BRS) w ill be the main instrument for 
rating level o f dependency and behavioural function. This should be completed with the carer or staff. 
Finally, the Barthel Activities of Daily Living Index should also be completed with staff or carer as a 
measure of functional status.

Please remember to record the code number on each completed scale.

If you are having any problems please feel free to contact me at any time. We would 
ideally like to have the interviews completed in an 8-week period (i.e. completed by 
the week ending Friday, June 6th.) which means interviewing one or two patients a 
week.

During the day you will usually be able to contact me at Haymeads Day Hospital in 
Herts and Essex Hospital, Bishop’s Stortford, Tel: 01279-827242 (direct line). If you 
are having any difficulty contacting me please feel free to use my home number 
(0171-2729852) where you will be able to leave a message at any time or send a fax to 
the number on this letter head.

Thanks again for your interest and enthusiasm in helping to develop what will 
hopefully be a very useful, valid and reliable Needs Assessment Instrument for the 
Elderly.

Yours Sincerely,

Tom Reynolds 
Clinical Research Fellow
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DEVELOPMENT OF A SCALE TO MEASURE NEEDS 
IN OLDER ADULTS WITH MENTAL ILLNESS

The aim of this project is to develop a document that can be used to measure the met 
and unmet needs of older adults who have a mental illness. The instrument or scale 
can then be used in three different ways. Firstly, by people wôrking with the elderly 
(nurses, doctors, social workers, occupational therapists etc.) to check if their patients 
have any areas that require special attention.

It can also be used by social services and health serv ice planners to identify any 
particular services that are lacking in a particular area, resulting in large numbers of 
people with the same sorts of unmet needs.

Thirdly, it can be used by researchers who are working in the field of mental health in 
the elderly.

Various instruments have already been developed to measure needs in adults with 
mental illness. Each one measures need in different ways or measures different aspects 
of the subject. However, in the last year the PRISM research team in the Institute of 
Psychiatry in London have published a scale called the Camberwell Assessment of 
Need (CAN) which has proved to be veiy useful and has already been published in a 
dozen different languages. It takes an average of 20-25 minutes to apply and has been 
shown to be valid and reliable.

However older adults can have a number of needs that differ from those in the general 
adult population (eg. memory problems, physical health and mobility problems). This is 
why we are developing a scale specifically for the elderly (in medical terms ‘the 
elderly’ generally refers to people of 65 years and older).

We are doing this by adapting the CAN which identifies 22 areas of need.

Our preliminaiy work has resulted in a draft version of the CAMBERWELL 
ASSESSMENT OF NEED FOR OLDER ADULTS, a scale which identifies 25 areas 
of need for the elderly. Nine of these are completely different to the items in the CAN 
and the rest are either the same or modified in some way. We have also added two 
areas of need in those who have responsibility as the main carers.

We are not trying to identify every' single area of need but rather the most important 
ones and particularly ones where statutory bodies or other agencies would be likely to 
be able to help.

We are aiming to have an instrument which can be applied in a relatively short time like 
the CAN but obviously we do not want to oversimplify things either.
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This is why we need to have discussions with and get the opinions of a large number of 
people - professionals and voluntary workers - as well as elderly people in different 
settings (day hospital attendees, inpatients and people in residential care).

It would be very helpful if you could take some time to consider the draft version we 
have developed so far and then use the attached questionnaire to rate your opinion on 
the importance of each topic in the scale. Could you please also circle the number 
(1-25) of the three topics you would consider the most important of the lot in the list. 
There may also be additional areas that you feel should be covered or indeed some of 
the areas covered may seem irrelevant. Please note these on page 2 of the 
questionnaire and add any other comments you wish.

Thank you very much for taking the time to help out in what should turn out to be a 
veiy useful and important clinical and research instrument.

Yours Sincerely,

Tom Reynolds MB., BCh., BAO., MMedSci., MRCPsych. 
Clinical Research Fellow 
Department o f Psychiatry o f the Elderly 
University College London Medical School



QUESTIONNAIRE

Draft version of CAMBERWELL ASSESSMENT OF NEED FOR 
THE ELDERLY (CANE)

Please complete (A), (B) and (C) below.

(A) How important are each of these topics as an area of need for older people? 
PLEASE CIRCLE WHICHEVER NUMBER APPLIES:

l=unimportant 2=of little 3=fairly 
importance important

4=very 5=extremely
important important

1. ACCOMMODATION 1 ,2 , 3 , 4 , 5
2. FOOD 1 ,2 3 , 4 , 5
3. LOOKING AFTER THE HOME 1 ,2 3 , 4 , 5
4. SELF CARE 1 ,2 3 , 4 , 5
5. DAYTIME ACTIVITIES 1 ,2 3 , 4 , 5
6. PHYSICAL HEALTH 1 ,2 3 , 4 , 5
7. MOBILITY 1 ,2 3 , 4 , 5
8. CONTINENCE 1 ,2 3 , 4 , 5
9. EYESIGHT/HEARING 1 ,2 3 , 4 , 5
10. MEMORY 1 ,2 3 , 4 , 5
11. PSYCHOTIC SYMPTOMS 1 ,2 3 , 4 , 5
12. PSYCHOLOGICAL DISTRESS 1 ,2 3 , 4 , 5
13. INFORMATION ON CONDITION AND TREATMENT 1 ,2 3 , 4 , 5
14. SAFETY - DELIBERATE SELF HARM 1 ,2 3 , 4 , 5
15. SAFETY - INADVERTENT SELF HARM 1 ,2 3 , 4 , 5
16. SAFETY - ABUSE/NEGLECT 1 ,2 3 , 4 , 5
17. BEHAVIOUR (leading to conflict with others) 1 ,2 3 , 4 , 5
18. ALCOHOL 1 ,2 3 , 4 , 5
19. DRUGS 1 ,2 3 , 4 , 5
20. COMPANY 1 ,2 3 , 4 , 5
21. INTIMATE RELATIONSHIPS 1 ,2 3 , 4 , 5
22. CARING FOR SOMEONE ELSE 1 ,2 3 , 4 , 5
23. MONEY 1 ,2 3 , 4 , 5
24. BENEFITS 1 ,2 3 , 4 , 5

ADDITIONAL TOPICS TO ASSESS CARERS’ RELATED NEEDS:

A. CARER’S NEED FOR INFORMATION
B. CARER’S PSYCHOLOGICAL DISTRESS

1 , 2 , 3 , 4 , 5  
1 , 2 , 3 , 4 , 5

Please circle the numbers corresponding to the three topics you consider to be the 
most important in 1-25 above.



(Questionnaire, continued)

(C) Thank \o u  for taking the time to consider the following points:

1. Are there any additional topics which you feel should be included in the scale?

2. . Are any of the topics unclear?

3 Do you foresee any specific difficulties in using the scale?

4. Do you have any additional comments?
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NEEDS ASSESSMENT IN  TH E  
E LD E R LY  M E N T A L L Y  IL L

A ONE-DAY CONSENSUS CONFERENCE

To be held on THURSDAY, DECEMBER 12,1996 
In the DEMONSTRATION ROOM, Ground Floor,

Institute of Psychiatry
Denmark Hill 

London SE5 8AF

9.15 Registration

9.30 -Introduction - Assessing Needs in the Elderly Mentally 111-
Martin Orrell, Senior Lecturer in Psychiatry of the Elderly, 
University College London Medical School.

9.40 -Development of a Standardised Scale to Assess the Needs of
Psychiatric Patients-

Graham Thornicroft, Professor of Community Psychiatry and 
Director of PRISM, Institute of Psychiatry, London.

10.05 Do Older People have Different Needs?
Bob Woods, Professor of Old Age Psychology,
University of Wales, Bangor.

10.30 -CAN for Older Adults, Draft Version-
Courtney Phillips, Mental Health Social Worker,
Camden and Islington Community Mental Health Team

11.00 COFFEE

11.20 Workshops (A&B&C)

12.20 LUNCH

1.30 Feedback from workshops A,B&C

2.00 Workshops (D&E&F)

3.00 TEA

3.20 Feedback from Workshops D,E&F

3.50 Further Disciission/Summieg up

4.20
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NEEDS ASSESSMENT IN THE 
ELDERLY MENTALLY ILL

INSTITUTE OF PSYCHIATRY 
DECEMBER 12, 1996

Thank you for coming and welcome to the conference. We hope you have an enjoyable and 
informative day.

As you can see on the conference agenda the morning session will consist of talks on various 
aspects of needs assessment. These will serve as a stimulation for and introduction to the 
subsequent workshop sessions.

The workshops will be organised in the form of modified focus groups. Each group (of 9 or 10 
people - see enclosed list) will be asked to consider a section of the draft version of the CAN 
for Older Adults. It is hoped that each group will cover 9 items over the course of the two 
workshop sessions. The objective is to revise each topic in the draft and consider if any of the 
topics or questions need further modification. Comments would be welcomed on any general 
aspects as well. Do you think the draft version would be workable in your own district or 
clinical setting? Are the topics and questions relevant and succinct enough? Group C/F will 
also be asked to consider the possibility of adding any extra items (eg. some of the items 
dropped from the original CAN such as Telephone, Education and Transport).

Each group will have a facilitator who will take notes using a flip-chart and report to the whole 
conference during the feedback sessions.

It is hoped that the conference will result in a modified draft version which we will be putting 
together over the next few weeks. We would then like to contact you again (by mail) to get 
your opinions on this before doing the pilot work.

If anyone is interested in getting involved in the piloting work you could let Tom Reynolds 
know during the day. We will have finalised the details regarding requirements for a pilot site 
in the early New Year.

Lunch will consist of a Hot Buffet (including a vegetarian dish) which will be served in the 
room adjoining the conference room.

Once again, thanks for coming and we hope you enjoy what should be an interesting, 
productive and informative day.
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^Camberwell Assessment of Need for the Elderly 

PANE)

Development, validity and reliability

TOM REYNOLDS, GRAHAM THORNICROFT, MELANIE ABAS, BOB WOODS, 
JUANITA HOE, MORVEN LEESE and MARTIN ORRELL

Background There exists no 
instrument specifically designed to 

measure comprehensively the needs of 

older people with mental disorders.

Aim To develop such an instrument 

I which would take account of patients', staff 

and carers’ views on needs.

Method Following an extensive 

development process, the assessment 
instrument was subjected to a test-re test 

and interrater reliability study, while 

aspects of validity were addressed both 

during development and with data 

provided by sites in the UK, Sweden and 

the USA.

Results The Camberwell Assessment 

of Need for the Elderly (CANE) 

comprises 24 items (plus tw o items for 

carer needs), and records staff, carer and 

patient views. It has good content, 

construct and consensual validity. It also 

demonstrates appropriate criterion 

validity. Reliability is generally very high: 

k>0.85 for all staff ratings of inter rater 

reliability. Correlations o f inter rater and 

test-retest reliability of total numbers of 

needs identified by staff were 0.99 and 

0.93, respectively.

Conclusions The psychometric 

properties of the CANE seem to be highly 

acceptable. It was easily used by a wide 

range of professionals without formal 

training.

Declaration of in te re s t This study 

was funded by a grant from the North 

Thames National Health Service 

Executive.

Older people with mental illness often have 
complex needs because of the frequent co
existence of disability, physical illness and 
social problems. Effective evaluation of 
long-term and multiple problems may be 
particularly difficult without standardised 
methods aimed at comprehensive and sys
tematic assessment of needs. Although cer
tain needs are postulated to he ‘universal’ 
in humans generally (Maslow, 1954), dif
ferent sections of the population will have 
additional, more specific types of need. 
For example, older people with dementia 
may have specific and unique needs related 
to their disabilities but their range of general 
needs is the same as everyone else’s (Murphy,
1992).

The Medical Research Council’s topic 
review of health of the UK’s elderly people 
(Medical Research Council, 1994) recom
mended that in future, “research in com
munity care should be focused on areas of 
particular relevance to the changes in care 
within the community notably, needs based 
approaches” . Comprehensive needs assess
ment helps to highlight specific areas where 
health and social services can concentrate 
their energies in providing individually 
tailored, high-quality care. Until now there 
has been a lack of adequate measures for 
defining needs in older people with mental 
health problems. This paper describes the 
development of a new instrument intended 
to fill that gap comprehensively.

M E T H O D _______________________

Development
The Camberwell Assessment of Need for 
the Elderly (CANE) is based on the struc
tural model of the Camberwell Assessment 
of Need (CAN) and had similar criteria 
set out for it before development was 
started (Phelan et al, 1995). These criteria 
were that it should have adequate psycho
metric properties, be valid and reliable, be 
completable within 30 minutes, be usable

by a wide range of professionals, be easily 
learned and used without extensive train
ing, be suitable for routine clinical practice 
and for research, and be applicable to a 
wide range of populations and settings. It  
should also measure both met and unmet 
needs, incorporate staff, patients’ and 
carers’ views of needs and have a section 
on the needs of carers. Lastly, it should 
measure levels of help received from 
informal carers as well as from statutory 
services.

The initial adaptation of the C A N  was 
carried out by one of the authors (M.A.) 
and colleagues, and resulted in a draft ver
sion called the Camberwell Assessment of 
Need for Older Adults (CANO A), which 
covered 27 different areas -  25 regarding 
the service user and two specific to the carer 
(the original CAN has 22 topics, all related 
to the service user). The overall format of 
the C A N  was preserved and a number of 
the topics covered were identical, although 
the format of questions was of necessity 
adapted to be more suitable for the target 
population. The process of adaptation took 
place in the context of focus groups consist
ing of service users (the target population) 
and professionals working in mental health 
services for the elderly. The CA NO A was 
piloted on an inner-city sample of 70 
elderly African-Caribbean people with 
various mental health problems. Following 
this, further adjustments were made to the 
draft.

Further development o f draft version -  

the Delphi process

A modified Delphi process was the consen
sus method used in refining the instrument 
(Pill, 1971; Rowe et al, 1991). After pilot
ing, a questionnaire was sent to service 
users, carers and professionals, involved in 
all aspects of care of the elderly (psychia
trists, psychologists, geriatricians, nurses, 
social workers, representatives of voluntary 
groups and occupational therapists), asking 
them to rate the various topics on a five- 
point scale of importance and asking for 
suggestions on any other areas that they 
might consider important. Following the 
feedback from these questionnaires and 
subsequent focus groups (again with service 
users, carers and various professionals), a 
second draft version was prepared. This 
draft was the subject of a consensus confer
ence aimed at further refinement of the
CANE.
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Consensus conference -  continuing the 
Delphi process

^ Thirty-eight delegates attended the consen
sus conference representing most of the 
relevant professional and voluntary groups 
involved in care of the elderly (including 
representatives from the charities Age Con
cern and the Alzheimer’s Disease Society, 
mental health service managers, psychi
atrists, psychologists, general practitioners 
(GPs), social workers, nurses and occupa
tional therapists). The delegates were allo
cated to different workshop groups (each 
group concentrating on specific topics in 
the draft version) and scrutinised the layout 
and wording in detail to make sure that all 
the most important areas were covered as 
far as possible. Each workshop group had 
a core of specialists in the topics that they

I  covered (psychiatrists covering the aspects 
of psychiatric morbidity, GPs covering phy
sical health issues, etc.) and each group fed 
back to the whole conference after each ses
sion. The results of these sessions were col
lated in order to prepare a penultimate 
draft version of the CANE, which was later 
circulated to the conference delegates for 
final opinions.

Pilot study

The penultimate draft was used to inter
view ten patients in an old age psychiatry 
day hospital, their key staff and carers. 
The final draft (CANE version 2) was 
prepared following these interviews; it in
volved only some minor changes in word
ing and item order in order to clarify 
some areas and to make it more user-

j friendly.
Table 1 compares the CAN and CANE. 

Overall, seven new items were created for 
the CANE (five relating to the service user 
and two relating to the carer). Two items 
from the CAN (‘education’ and ‘telephone’) 
were not used, while two (‘drugs’ and 
‘transport’) were expanded (‘drugs’ to 
encompass problems with medication as 
well as possible drug misuse, while ‘trans
port’ became ‘mobility’ in the CANE so as 
to cover getting about inside and outside 
the home). The item ‘sexual expression’ 
from the CAN was subsumed under 
‘intimate relationships’ in the CANE.

were sent to three centres in the UK (North 
Wales, Liverpool and Southport), one in 
Sweden (Jonkoping) and one in the USA 
(Lebanon, PA). The other scales, aimed at 
helping further in the validation process, 
were the 12-item General Health Question
naire (G HQ -12; Golberg, 1978) (used as a 
measure of carer stress); the Barthel Activ
ities of Daily Living Index (Wade &  Collin, 
1988) (used as a measure of functional 
ability); the Medical Outcomes Study 
(MGS) 36-item Short-Form Health Survey 
(SF-36; Ware ÔC Sherbourne, 1992; 
McHorney et al, 1993) (used as a quality- 
of-life instrument); and the behaviour 
rating scale from the Clifton Assessment 
Procedures for the Elderly (CAPE-BRS; 
Gilleard &  Pattie, 1979) (used as a measure

of dependency). All of these scales were 
used as comparative measures in order to 
help establish criterion and concurrent 
validity.

Reliability data

Data were collected on 55 cases for the 
interrater and test-retest reliability analysis. 
These data were collected by one of the 
authors (T.R.) and four co-workers (two 
nurses and two psychiatrists) in a variety 
of settings in a psychiatry of the elderly ser
vice covering urban and rural settings in 
Hertfordshire and Essex (out-patients de
partments, day hospitals, acute psychiatric 
wards, continuing care and dementia as
sessment wards). Initially, 41 service users.

Table I A comparison of contents of the CAN and CANE, items In bold are exclusive to either the CAN or 

the CANE. Items in italics have been expanded in the CANE compared with their counterparts in the CAN

CAN CANE

1. Accommodation

2. Food

3. Household skills

4. Self-care

5. Occupation

6. Physical health

7. Psychotic symptoms

8. Information about condition and treatment

9. Psychological distress

10. Safety to self

11. So fety to others

12. Alcohol

13. Drugs

14. Company of others

15. Intimate relationships

16. Sexual expression
17. Child care 

\S.Transport

19. Money

20. Welfare benefits

21. Basic education
22. Telephone

Copies of the final draft and of some other 
rating scales (see below) and pro formas 
used for gathering demographic details

1. Accommodation

2. Food

3. Household skills

4. Self-care

5. Daytime activities

6. Physical health

7. Psychotic symptoms

8. Information

9. Psychological distress

10. Safety (deliberate self-harm)

11. Safety (accidental self-harm)
12. Safety (abuse/neglect)
13. Behaviour

14. Alcohol

15. Drugs

16. Company

17. Intimate relationships

18. Caring for someone else

19. Mobilityltransport

20. Money

21. Benefits

22. Memory
23. Eyesight/hearing
24. Continence

Two items for carers
(a) C arer’s need for information
(b) Carer’s psychological distress

C A N . Camberwell Assessment of Need; CA NE, Camberwell Assessment o f Need for the Elderly
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3 Staff members and 22 carers were inter- 
iew ed in the presence of one of the four 

^o-raters; one week later (on average), 40 
irvice users, 53 staff and 18 carers were 
( interviewed by T.R, Prior power analysis 
ad indicated that with power set at 0.9 
ind significance level set at 0.05 we would 
leed a sample size of about 46 to demon- 
ittate that a reliability (k) of 0.4 or above 
US different from zero.

Table 2 shows details of the study sam- 
ile. Service users, staff and carers were in- 
îrvlewed separately, with the interviewer 
ind observer both rating responses. The in- 
Mviewer and observer switched roles with 
jiternate cases in order to minimise inter- 
newer bias. Fourteen (25%) of the service 
users could not be interviewed -  12 had 
moderate to severe dementia, one had 

|ilironic schizophrenia with clinical symp- 
»ms that precluded interview (severe 
icgative syndrome) and one had depression.

Staff came from a variety of professional 
iiackgrounds -  occupational therapy, social 
work, psychiatry and (mainly) psychiatric 
lursing. Two-thirds («=37) of service users 
kd an informal carer, of whom 60%  
n=22) were interviewed. Carers in all cases 
were spouses, partners or family members.

y id lty  data
The validity data included those from the 
reliability sample plus records collected in 
the other five centres (14 from Southport, 
12 from Liverpool, 10 from North Wales, 
(i from Sweden and 4 from the USA), mak
ing a total of 101 cases. Much of the valid
ity was assessed concurrently with the 
development process.

Data for the validity and reliability studies 
were analysed using the Statistical Package 
for the Social Sciences, version 6.0 for W in
dows (SPSS, 1993). Cohen’s k  coefficient 
I Cohen, 1960) and percentage complete 
agreement were calculated in order to as
sess the degree of agreement between bin
ary variables, and intraclass correlations, 
based on analysis of components of var
iance, were used to compute interrater 
and test-retest reliability of summary 
scores. Confidence intervals (95%) were 
calculated for mean values and for the main 
reliability coefficients.

! Each item in the research version of the 
CANE has four sections (a structure similar 
to the research version of the CAN). Sec
tion  1 asks whether a need exists, sections

2 and 3 rate the level of help received from 
family/friends and statutory services, re
spectively, and section 4 rates whether the 
right amount and type of help are given. 
I f  no need exists, sections 2—4 are not com
pleted. The measurements of agreement in 
this study are based on section 1.

RESULTS________________________

The mean total numbers of needs identified 
by staff, patients and carers, calculated 
from all 101 cases, were respectively, 8.65 
(95% C l 7.85-9.45), 6.55 (95% Cl 5 .75-

7.35) and 8.77 (95% Cl 7.53-10.00). 
While carers and staff rated approximately 
the same number of needs, patients rated 
25%  fewer needs than carers. It is import
ant to note that similar numbers of needs 
identified do not mean that the same needs 
were identified.

The number of needs rated by staff for 
each item of the CANE in the total sample 
is shown in Table 3, which shows that staff 
felt that approximately a fifth of patients 
had serious unmet needs relating to house
hold skills, food, daytime activities and psy
chological distress; almost a third had 
serious unmet needs concerning memory

Table 2 Demographic details of subjects in the reliability study

Variable

Mean age (years) 75.4 (s.d.=8.l5, range 59-97)'

Gender (n(%))

Female 29(53%)

Male 26(47%)

Marital status (n(%))

Single 4(7%)

Married 21 (38%)

Divorce/separated 5(9%)

Widowed 25(46%)

Living situation (n(%))

Alone 25 (45%)

W ith partner 21 (38%)

With others 9(17%)

Geographical area (n(%))

Urban 52(95%)

Rural 3(5%)

Service contact (n(%))

0-5 years’ duration 35 (64%)

6-20 years’ duration 7(14%)

>  20 years’ duration 13(22%)

Mean number of previous admissions 2.5 (s.d.=4.76, range 0-25)

Mean length of service contact (years) 11.5 (s.d.=14.5, range 1-50)

Status at interview (n(%))

Day patient 31 (56%)

In-patient 24(44%)

Diagnosis (n(%))

Dementia 19(34%)

Depression 18(33%)

Bipolar affective disorder 7(13%)

Schizophrenia ' 4(7%)

Anxiety disorder 3(5%)

Other 4(7%)

Has a carer? (n(%)) 37 (67%)

Is a carer? (n(%)) 2(4%)

I O ne subject w ith  pre-senile dementia.
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[reflecting the numbers with dementia); 
çilmost a quarter had serious unmet needs 

mth money; and over a fifth of carers were 
ilso rated as suffering from significant psy- 
thological distress. Staff were able to rate 
leeds for most items, but approximately a 
fifth did not know whether there were any 
needs with money and intimate relation
ships, and over two-fifths did not know 
whether their clients were receiving the ap
propriate state benefits. H a lf of the sample 
was receiving some help with daytime 
activities, physical health and psychological 
distress, and two-fifths with food. Over 
two-fifths of carers were receiving help 
with psychological distress. The serious 
unmet needs least often identified in the 
patient sample were in the areas of benefits 
(1%, but skewed by the number of un- 

Ibowns), deliberate self-harm (2% ), infor
mation (3%), abuse/neglect (4% ) and 
behaviour (5%). None of the sample was 
regarded as having a serious unmet need 
with alcohol, but 3%  were receiving some 
help for alcohol misuse. Only one of the 
sample of carers («= 65) was rated as having 
a serious unmet need for information.

All reliability interviews were timed; 
mean times for patient, staff and carer 
interviews were 23.5 minutes (range 9-60), 
12.5 minutes (range 3-28) and 23.5 minutes 
(range 5-45), respectively.

Validity
Face validity

The extensive development process entailed 
rigorous scrutiny by a large number of 
experts, clinicians, carers and service users 

'  in the UK and other countries. The overall 
consensus was that the CANE covers the 
main areas of need for the target popu
lation. The choice of words and word 
length are suitable for most readers. The 
Flesch reading ease score (71.8) and aver
age word length (4.4 characters) indicate 
that most readers could comprehend the 
vocabulary. We therefore conclude that 
the CANE has good face validity.

Content validity

The 26 items of the CANE were drawn 
from a survey of currently available assess
ment tools and the expert discussions held 

, during the validation process. Using the 
* questionnaire mentioned above, a survey 

of patients («=35), carers («=30), profes
sionals and representatives of voluntary 
organisations («=55) was carried out. The

average scoring showed that all items were 
rated as at least moderately important (a 
rating of three on a five-point scale), pre
cluding item bias. No additional areas of 
need were suggested by more than two 
respondents. Content (or sampling) validity 
is therefore shown to be good.

Consensual validity

The overall consensus from the surveys, 
focus groups and conference was that there 
was a definite requirement for a needs- 
assessment instrument for elderly people 
with mental illness and that the CANE  
would certainly help to fulfil that require
ment comprehensively. Although some of 
the original C A N items such as ‘telephone’.

Table 3 Levels of need as rated by staff

‘basic education’ and ‘sexual expression’ 
were felt to be potentially important areas 
to assess in the elderly age group, the con
sensus was that their inclusion was not 
essential in the CANE (on the grounds that 
we were trying to cover the most important 
areas of need rather than all possible areas), 
but space could be included in the final 
documents for research and clinical use so 
that raters could add these or other topics 
in order to ‘customise’ their own data- 
gathering.

Construct validity

Both convergent and divergent construct 
validity were assessed by creating a corre
lation matrix for the first section of all 26

Item No need Met/partially met need Unmet need Not known

n (%) n (%) n (%) n (%)

Accommodation 73 77 9 10 12 13 0 0

Household skills 28 30 38 41 19 21 9 8
Food 32 34 39 42 17 18 6 6

Self-care 39 42 36 38 IS 16 4 4

Caring for other 90 97 0 0 0 0 3 3

Daytime activities 26 28 49 52 18 19 1 1

Memory 37 40 23 24 29 31 5 5

Eyesight/hearing 68 72 20 22 6 6 0 0

Mobility 54 57 29 31 10 II 1 1

Continence 68 72 14 15 II 12 1 1

Physical health 38 41 45 48 5 5 6 6

Drugs 46 51 24 27 13 15 6 7

Psychotic symptoms 68 68 16 16 5 5 1 1

Psychological distress 26 26 44 49 19 21 1 1

Information 73 81 9 10 3 3 5 5

Safety (deliberate 76 81 15 16 2 2 1 1

self-harm)

Safety (accidental 69 73 12 13 8 9 5 5

self-harm)

Safety 84 91 2 2 4 4 3 3

(abuse/neglect)

Behaviour 75 81 14 15 5 5 0 0

Alcohol 86 92 3 3 0 0 5 5

Company 39 41 34 36 II 12 10 II

Intimate relationships 62 66 8 9 6 6 18 19

Money 35 38 17 18 22 23 20 21

Benefits 46 50 5 5 1 1 41 44

Carer’s need for 64 84 5 7 1 1 6 8

information

Carer’s psychological 25 33 32 42 17 22 2 3

distress
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Ite m s  as rated by patients, staff and carers 
m̂d examining whether there were positive 
»r negative correlations between items 
Acre one would intuitively expect to find 
iuch correlations (‘convergent’) or whether 
there was a lack of any correlation where it 
IS obvious that no relationship should exist 
(‘divergent’). Evidence of convergent con
struct validity is particularly shown in cor
relation measures between memory and 
those functions that one would expect to 
he impaired with cognitive impairment 
(Table 4) -  in the staff domain the correla
tion between memory and self-care is 0.43 
(P< 0.001), that for memory and accidental 
self-harm is 0.39 (P <  0.001), that for mem
ory and money is 0.41 (P <  0.001), and that 
for self-care and household skills is 0.7 
(F< 0.001). Similarly, there are good corre- 

4 lotions for these items in the carer domain. 
However, there are poor correlations be
tween these items in the patient domain, 
presumably because of poor recognition of 
functional disability among the cognitively 
impaired group in the sample. Divergent 
validity is shown by the lack of any signifi
cant correlations between items such as 
carer’s and patient’s need for information 
and all other items. Overall, the correlation 
coefficients indicate reasonable construct 
validity.

Criterion validity

As there was no contemporary scale speci
fic to needs of elderly people with mental 
illness, there is some difficulty in establish
ing concurrent validity. However, as men
tioned above, we used four other scales to 
act as comparisons: the CAPE-BRS to rate 
dependency and behavioural function; SF- 
36 as a quality-of-life measurement, the 
Barthel Index as a measure of physical 
functional status; and the G H Q -12 for 
measuring carer stress. Analysis yielded 
the correlation coefficients shown in Table
5. There is strong correlation between spe
cific CANE items and corresponding items 
of the CAPE-BRS. Similarly, the CANE to
tal score (the sum of met and unmet needs) 
correlates strongly with the total CAPE- 
BRS score (r—0.66) and has a strong nega
tive correlation with the Barthel score 
(r= —0.53). There is also a strong correla
tion between the carer-item ‘carer’s psycho
logical distress’ and the G H Q -12 score 
(r=0.6). When comparing with the SF-36, 
negative correlations would be expected. 
Interestingly, there are weak negative corre
lations generally between staff-rated CANE

Table 4 Correlation coefficients illustrating aspects of construct validity

Item pairs r

Carer Staff Patient

Memory/self-care 0.54 0.43 0.05

Memory/money 0.50 0.41 0.07

Memory/accidental self-harm 0.44 0.40 0.22

Memory/carer’s psychological distress 0.22 0.40 0.15
Memory/household skills • 0.43 0.24 0.05

Self-care/household skills 0.60 0.70 0.50*

♦Values of P in patient domain are high except fo r this one (P<O.OOI). 0 .0 2 5 > P  >0.0001  for staff and carer domains.

scores and the (patient-rated) SF-36 scores, 
except between the CANE item ‘distress’ 
and the SF-36 general health perception 
sub-scale ( r = —0.46). On the other hand, 
there are significant negative correlations 
between patient-rated CANE items and 
sub-scales and corresponding SF-36 scores 
(Table 5). These results suggest reasonable 
criterion validity.

Reliability

Interrater and test-retest reliability were 
assessed by calculating percentage complete 
agreement and k  coefficients for the first 
section of the CANE (level of need present) 
for each item in patient, staff and carer rat
ings. According to Fleiss (1981), a k value 
of less than 0.40 indicates poor agreement, 
values of 0.40-0.59 show fair agreement.

values of 0.60-0.74 show good agreement 
and values of 0.75-1.00 show excellent 
agreement. The values of k for interrater re
liability in patient, staff and carer domains 
are therefore generally excellent with all 
but one reaching 0.75 or above (Table 6). 
In the interrater staff interviews the mean 
value of K is 0.97 (range 0.87-1.00). Over
all, ratings of k  for test-retest reliability 
(Table 7) are lower than for interrater relia
bility, but in general they appear adequate, 
with a mean of 0.77 (range 0.35-1.00) in 
the staff domain. Agreement on retesting 
for 58%  of items in this domain was excel
lent (k< 0 .75 ), while for 31% of items it 
was good (0.60-0.74). In the patient do
main, on retesting, agreement for 27%  of 
items was excellent, 35% good, 8% fair 
and 15% poor; agreement for the remain
ing 15% was impossible to calculate

Table 5 Criterion validity — correlations between CANE items and established scales

CANE item Item from other scale Correlation (r)

Self-care CAPE 1 (bathing/dressing) 0.72

Self-care CAPE 6 (appearance) 0.66

Memory CAPE 5 (confused) 0.81

Mobility CAPE 2 (walking) 0.75

Continence CAPE 3 (incontinence) 0.85

Eyesight/hearing CAPE items (eyesight/hearing) 0.53-0.63

Total (met+unmet needs) CAPE total 0.66

Total Total Barthel score -0 .5 3

Total SF-36 total score -0 .2 4 *

Total unmet needs' SF-36 total score -0 .3 8

Distress' SF-36 mental health sub-score -0 .6

Distress SF^6 general health perception sub-score -0 .4 6

Carer’s psychological distress^ GHQ-12 0.6

*P=0.34. P ^  0 .001 except where indicated.
All ratings are by staff except w here indicated.
1. Patient rating.
2. Carer rating.
CA NE, Camberwell Assessment o f Need for the Elderly; CAPE, Clifton Assessment Procedures for the Elderly; 
Barthel, Barthel Activities of Daily Living Index; SF—36, Medical Outcomes Study 36-item  Short-Form Health Survey; 
G H Q -12 ,12-item  General Health Questionnaire.
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cause of very low base rates in the binary 
jaracteristics. In the carer domain, k  

\wed excellent agreement on retesting 
58% of items, good agreement in 12%  

d fair agreement in 12%; it could not 
Î calculated for the remaining five items, 
itraclass correlations between summary 
:ores, based on analysis of components 
tvariance, showed a correlation coefficient 
iO.99 (95%  C l 0 .9 9 -1 .0 0 ) for interrater 
liability for patient, staff and carer ratings, 
alculations for test-retest reliability 
lelded correlations of 0,87 (95% Cl 
78-0.92), 0.93 (95% C l 0.90-0.96) and 
1,97 (95% Cl 0.93-0.98) for patient, staff 
sd carer ratings, respectively.

DISCUSSION
i
lie complex issue of mental health needs 
nd their assessment has been the subject 
if a broad spectrum of opinion and varied 
isearch approaches in the UK, particularly 
nee the introduction of legislation (Na- 
ional Health Service and Community Care 
let 1990) aimed at generating more coordi- 
lated and comprehensive service provision 
y social services and the National Health 
trvice. Mental ill-health is commonly 
ssociated with social adversity -  both as 
I contributory factor and as a conse- 
inence -  and this underpins the inclusion 
if items covering social care in assessment 
nstruments designed to measure needs in 
bse with mental illness.

The M R C  Needs for Care Assessment 
Brewin et al, 1987) was designed to mea- 
iure the needs of people with long-term 

^mental illness, where need was deemed to 
k present if a patient’s level of functioning 
fell below, or threatened to fall below, 
some minimum specified level and if  a 
potentially effective remedy existed, 
ilthough a number of studies suggest that 
tlie scale has good reliability if used by 
[rained investigators (Brewin &  Wing, 
1993), some problems were highlighted 
?hen it^as  used in hostels for the homeless 
|Hogg &  Marshall, 1992) and when used 
(or long-term in-patients (Pryce et al,
1993). Hogg &  Marshall (1992) concluded 
that their data were difficult to interpret be
cause of a failure to take account of pa
tients’ and carers’ views “ in sufficient 
detail” ; they therefore went on to develop 

iHi suitably modified version (Marshall et 
il, 1995).

The CAN (Phelan et al, 1995) was 
developed to measure the needs of people

Table 6 Interrater reliability: percentage agreement and k scores

Item Patients (n= 41) Staff (n-=53) Carers (n-=23)

% complete 

agreement

K % complete 

agreement

K % complete 

agreement

K

Accommodation 100 1 100 1 100 1

Household skills 97.6 0.95 97.7 0.97 100 1
Food 97.5 0.95 95.7 0.93 100 1
Self-care 100 1 98 0.97 95.7 0.93
Caring for someone 

else

100 1 100 1 100 1

Daytime activities 95.1 0.91 100 1 95.5 0.93

Memory 92.7 0.87 93.9 0.91 100 1

Eyesight/hearing 100 1 100 1 100 1

Mobility 97.6 0.96 98.1 0.97 90.9 0.85

Continence 100 1 100 1 95.2 0.85

Physical health 97.9 0.95 97.9 0.95 100 1

Drugs 100 1 91.7 0.87 95.5 0.91

Psychotic symptoms 100 1 100 1 100 1

Psychological distress 97.6 0.96 98.1 0.97 100 1

Information 91.7 0.79 100 1 100 1

Safety (deliberate 97.5 0.91 100 1 100 1

self-harm)

Safety (accidental 100 1 100 1 100 1

self-harm)

Safety (abuse/neglect) 100 1 98 0.87 100 1

Behaviour 100 1 100 1 100 1

Alcohol 100 1 100 1 - -
Company 95 0.90 100 1 85 0.75

Intimate relationships 100 1 97.3 0.92 - -
Money 95 0.91 91.7 0.87 76.2 0.60

Benefits 100 1 - - - -

Carer’s need for 100 1 100 1

information 

Carer’s psychological 

distress —

95.7 0.84 ICO 90.9 0.86

in the general adult population with severe 
mental illness, and has been shown to have 
good reliability and validity. Studies com
paring the assessments made by staff and 
patients showed that the two groups tended 
to rate similar numbers of needs (but differ
ent ones), agreeing moderately on met 
needs but less often on unmet needs (Slade 
et al, 1996, 1998).

Elderly patients may also have percep
tions of their needs that differ from those 
of clinicians (McEwan, 1992), but stand
ardised needs assessment in elderly people 
with mental illness has been largely 
neglected until now (Hamid et al, 1995, 
1998). There has been some literature look
ing at population needs (Victor, 1991;

Cooper, 1993), but specific attempts to 
address assessment of need have concen
trated on people with dementia (Aronson 
et al, 1992; Wattis et al, 1992; Gordon et 
al, 1997; McW alter et al, 1998), just as 
the C A N  is aimed at those with severe 
mental illness.

Gordon et a l (1997) designed the Tay- 
side Profile for Dementia Planning, an 
instrument aimed at gathering data for 
population needs assessment and service 
planning for people with dementia. They 
found that it had satisfactory validity and 
reliability but noted that informal carers 
and professionals perceived needs differ
ently. As it was not clear which group had 
the more valid opinion, a mix of informal
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Table 7 Test-retest reliability: percentage agreement and k scores

Item Patients (n=40) Staff (n=52) Carers (n= 17)

% complete 

agreement

K % complete 

agreement

K % complete 

agreement

K

Accommodation 92.5 0.54 96.2 0.91 88.9 0.71

Household skills 87.5 0.75 93 0.89 94.1 0.86

Food 87.2 0.73 91.5 0.86 100 1

Self-care 85 0.68 89.8 0.84 88.9 0.79

Caring for someone - - 100 1 100 1

else

Daytime activities 67.5 0.38 79.2 0.64 78.2 0.53

Memory 87.5 0.76 83.7 0.75 77.8 0.65

Eyesight/hearing 87.5 0.68 94.3 0.86 94.1 0.88

Mobility 82.5 0.68 84.6 0.70 667 0.44

Continence 89.7 0.62 96.2 0.91 94.1 0.81

Physical health 92.3 0.84 88.9 0.75 94.4 0.87

Drugs 76.3 0.58 87.2 0.8 100 1

Psychotic symptoms - - 94.1 0.80 100 1

Psychological distress 85 0.76 69.2 0.51 77.8 0.60

Information 74.3 0.29 95.3 0.72 100 1

Safety (deliberate 92.3 0.64 84.3 0.35 94.4 0.77

self-harm)

Safety (accidental 95 0.03 90 0.65 - -

self-harm)

Safety (abuse/neglect) 100 1 98 0.85 100 1

Behaviour - - 90.6 0.68 - -

Alcohol 100 1 100 1 - -

Company 78.9 0.61 78 0.62 81.3 0.59

Intimate relationships 97.4 0.89 97.3 0.9 - -

Money 78.9 0.63 93.3 0.90 88.2 0.80

Benefits 87.6 0.07 - - - -

Carer’s need for - - - - 100 I

information

Carer’s psychological 80 0.41 73.7 0.57 88.9 0.82

distress

carers and professionals as informants is 
postulated to offer the best approach when 
using the profile.

The Care Needs Assessment Pack for 
Dementia (McWalter et al, 1998) was de
signed to allow multi-disciplinary teams to 
rate the met and unmet needs of people 
with dementia and their carers in the com
munity and related settings (e.g. day hospi
tals). It does not differentiate between 
information sources (such as interviews 
with the person with dementia, the carer 
or others involved, and information from 
case notes) but allows discrepancies or dif
ferences of opinion to be recorded at the 
rater’s discretion for each of the seven 
sub-scales of need (health and mobility.

self-care and toileting, social interaction, 
thinking and memory, behaviour and men
tal state, house-care, community Uving). 
The section specific to the carer allows as
sessment of need over six domains -  health, 
daily difficulties, support, breaks from car
ing, feelings and information. Preliminary 
research suggests that the instrument has a 
degree of validity and reasonable reliability.

By contrast, the CANE is designed for 
the whole elderly population with mental 
illness (not just those with dementia or 
severe mental Illness). As it allows patients, 
their carers and staff to rate their own opi
nions on need, it automatically records dif
ferences in perceptions of need at the key 
interface. This sort of data not only will

help at the ‘micro’ level in the formulation 
of highly specific individual care planning 
but can also be used on the ‘macro’ level 
to plan health service provision based on 
the identified needs.

Psychometric properties

According to the criteria outlined at the 
beginning of the study, the CANE performs 
well. The initial development and piloting 
involved working with a sample of inner- 
city Black Caribbean elderly people, 
whereas subsequent development and the 
main reliability study involved a sample 
population from rural and urban areas in 
Essex. This broad sample was further en
hanced in the main vaUdity work by colla
boration with other centres in England, 
Wales, Sweden and the USA. It was there
fore a varied group in terms of both sample 
and opinion. We also used a variety of con
sensus methods in the initial development 
and, as there is no agreement about which 
consensus methods are most appropriate 
(Jones &  Hunter, 1996), it is hoped that 
the multiple methods lead to greater valid
ity of the instrument. Raters came from 
backgrounds in nursing, social work, psy
chology and psychiatry, demonstrating the 
CANE’s usability by a wide range of pro
fessionals. All raters were able to use the 
instrument after consulting the brief 
instruction document, occasionally supple
mented by short discussions via telephone 
and the internet. Staff who were inter
viewed commented consistently on the use
fulness of the CANE in honing their own 
assessment skills. The inclusion of a section 
specifically looking at the needs of carers 
was a universally popular idea during de
velopment. Providing carers with the op
portunity to give their opinions on the 
patients’ needs was also universally appre
ciated, particularly by carers of people with 
dementia, for whom the process often 
proved cathartic. The good correlation be
tween the CANE item ‘carer’s psychologi
cal distress’ and the G H Q -12  should 
further enhance the instrument’s useful
ness.

The staff ratings in the CANE were 
easily completed in under 30 minutes 
(mean 12.5 minutes), meeting the time cri
terion. However, as it is a slightly longer 
instrument than the CAN and also has an 
additional section for carers, the process 
of completing staff, patient and carer rat
ings in full would clearly take considerably 
longer. The version of the CANE proposed
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jr clinical practice is a much shorter in
hument. A follow-up paper to this one 

"details available from the first author upon 
quest) will detail the relationship between 
taff, patient and carer views of needs.

Test-retest k coefficients for the item 
psychological distress’ were modest in all 
domains, despite relatively good percentage 
igreements. This may be due to a skew in 
ite distributions of the ratings, low num- 
lers of actual needs or changing needs over 
ime between the two ratings. In particular, 
lie test-retest value of k  was low for the 
tern ‘deliberate self-harm’, an area where 
me would clinically expect to see change 
ji a short time frame. Further work needs 
to be done to assess whether this means 
kt the CANE has a degree of sensitivity 
kt makes measurements of change in 

|ieeds possible over a short interval of time.

Other items

rhere were various arguments for and 
igainst the inclusion of certain items from 
k  CAN that were not, in the end, included 
n the CANE. O f these items, ‘telephone’ is 
fforth further consideration, as deterio- 
lation in ability to use the telephone is one 
i f  four domains of instrumental activities 
i f  daily living significantly associated with 
lognitive impairment, and is therefore a po- 
entially useful screening item (Eccles et al, 
1998). The other three domains (managing 
medication, using transportation and 
managing a budget) are covered in the 
CANE. A  possible option would be to 
include ‘telephone’ as an additional 
prompt in the item ‘household skills’ when 
the CANE is being used to assess the needs 
o f those with suspected cognitive impair
ment. This may lead to a greater corre
lation between ‘memory’ and ‘household 
skills’ as a construct validity measurement 
(Table 4).

Limitations

Interrater reliability as measured by intra
class correlations between summary scores 
is almost perfect. This means that raters 
were rating almost exactly the same num
bers of needs -  usually, although not always, 
the same ones. In fact, the k  scores for indi
vidual interrater items are also generally 
very high. This finding is likely to reflect a 
natural bias in the method of data collec- 

jiion for this part of the study. Raters were 
not blind, and the layout structure of the in
strument means that the interviewer does 
not ask any subsequent questions if he or

she decides to rate at zero (‘no need exists’) 
each item in Section 1. This provides a cue 
to the co-rater, which potentially biases the 
ratings. A  study using only the first section 
would help to prevent this occurrence, 
although there would still be some lack of 
independence as only one rater asks the 
questions.

Although the carer data for test-retest 
reliability are limited by the small sample 
size («=18), the intraclass correlation, as 
measured by components of variance analy
sis, takes account of the whole carer sample 
(n=65) in the estimation of between-patient 
variance. Although not making up for the 
limited size o f this part of the sample, this 
does add some credibility to the test-retest 
results for the carers. It should also be 
noted that although the confidence inter
vals reflect the influence of small sample 
size on precision, they do not reflect the 
upward bias in interrater reliability estim
ates caused by lack of independence. How 
ever, further testing in this area would be 
warranted before making any definitive 
statements.

Reliability, validity and use 
of the C A N E

The results of this study indicate that the 
CANE is popular and easy to use, and over
all has good validity. Intraclass correlations 
also demonstrate very good reliability. 
Although these correlations apparently de
monstrate almost perfect interrater reliabil
ity, the interpretation of this part of the 
study has to be guarded in light of the lim
itations discussed. However, test-retest 
reliability as measured by intraclass correla
tions of summary scores is generally excel
lent, and this part of the reliability study 
did not have the same potential limitations.

Interest in the CANE has resulted in its 
translation into five other European lan
guages (Swedish, Spanish, German, French 
and Portuguese), and it is currently being 
used in several centres in the UK and Eur
ope for research studies or clinical work. 
With experience, completion of the CANE  
took much less time. The time taken to 
complete the assessment would be further 
improved in clinical settings where the pa
tient is well known or where the CANE is 
used as part of the standard assessment pro
cedure. As mentioned above, it is envisaged 
that the clinical version will be a much 
shorter instrument, incorporating only the 
first section for each item. The final ver
sions for general use will be published in a

single pack that includes an instruction 
manual containing case vignettes and 
scoring examples.

Further work needs to be done to sup
plement this study and assess the qualities 
of the instrument in more detail, but it 
can be said at this stage that the CANE is 
able to assess the needs of elderly people 
with mental illness effectively and compre
hensively over a wide range of diagnoses 
and settings. Our hope is that it w ill contri
bute positively to delivering better-quality 
mental health services to the elderly.
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C LIN IC A L IM PLICA TIO NS

■ The Camberwell Assessment of Need for the Elderly (CÀNÈ) comprehensively 
measures met and iinmet needs across the full spectrurri of nrtental illness la the

eldeHypopulMipn. : j
■ Assessments càn easily be carried Oiit by any rfiember of a multi-disciplinary team' 
without formal training. -  v : . , ; .

B The CANE provides individual clinical needs assessment and the possibility of 
identifying gaps or shortcomings in service provision; ,

LIM ITA TIO NS

H The page layout for each Item in the research version of the CANE results in an 
inherent bias during Interrater reliability assessments.

a The sample size was small for the carer group in the reliability study.

O By comparison with the validity sample, the reliability sanriple was not ethnically 
diverse:
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The Needs of Older People with Mental Health Problems; a Regional Survey

Reynolds, T., Fitzpatrick, C., Mahmud, J., Loane, R., Greatly, T

Objectives

To get a broadly representative cross-sectional picture o f  the needs o f  older people with mental health problems in the 
Mid-Western Health Board area and to assess the extent to which these needs are being met.

Methodology

An abbreviated version o f  the Camberwell A ssessm ent o f  Needs o f  the Elderly (CANE, Reynolds et al, 2000) was used 
to interview a selected number o f  patients over 65 years o f  age, and their carers and staff members if  available and 
appropriate. The CANE is a highly valid and reliable needs assessm ent instrument which measures levels o f need in 24 
domains for the service user and 2 for the carer. A broadly representative sample o f  111 subjects with a mean age o f  75.5 
years was selected from a variety o f  settings.

Results

The mean total number o f needs identified by patients and sta ff were 13.2 and 23.3 respectively. The carer sample was 
not large enough to make meaningful com parisons o f  means. O f the 24 areas o f  need, all three groups o f  respondents 
identified Psychological distress as the most com m on unmet need. Two fifths o f  the staff felt that their patients had a 
serious problem in this area, while almost half o f  all patients identified themselves as having serious problems regarding 
psychological distress and over two thirds o f  the carers who were interviewed felt that this was the commonest area o f  
unmet need for those under their care. A ll three sets o f  respondents also identified Physical Health, Daytime Activities, 
Ability to look after the home, and M emory Problem s in the top ten m ost com mon areas o f  unmet need. Service users 
and their carers identified the need for Information on Condition and Treatment in the top ten areas (while staff did not). 
S taff and carers identified Company and Accidental Self-harm as areas o f unmet need much more frequently than did 
patients.

Discussion

Just over half (52%) had a diagnosis o f depression w ith dem entia the second most com mon disorder encountered ( 15%). 
Despite this psychiatric morbidity level almost a third never had any contact with mental health services.

It is very important to bear in mind that these figures are actually likely to be a significant underestimate o f the needs o f  
this population as the sample has come from a group o f  people already attending some part o f  the existing health 
services. Repeated research findings show that there are significant levels o f  ‘hidden’ psychiatric morbidity in this age 
group and therefore the level o f unmet need in the com m unity is likely to be even greater than that reflected in these 
figures.

M ost o f  the areas o f need in CANE can be postulated to correlate with a specific part o f  health and social care service 
provision. So, for example, we can use the item Psychological D istress as a proxy for the specialist mental health care 
services while Daytime Activities and Com pany may represent needs that could be met with full provision o f  specific 
day care services. Memory is identified by all three as one o f  the top ten areas o f  unmet need, possibly reflecting the 
current state o f  the dementia services in the region. N eeding help with Household skills is likely to reflect a need for 
better home help and also possibly com munity occupational therapy services. Patients and their carers identified 
Mobility as one o f the top ten areas o f unmet need, again possibly reflecting a need for better access to or provision of 

community physiotherapy services or, for example, specialist orthopaedic service provision or access.
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Conclusions

There are relatively high levels o f  unm et need in the elderly m entally ill section o f  the population in the M id-W estern 
region according to those older people w ho are suffering from  m ental health problem s as well as the key s ta ff and 
informal carers involved in their care. M ore detailed studies are required to ascertain the m echanism s involved and 

formulate solutions to meet those needs.
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The inc reas ing  size o f  the  o ld e r p o p u la tio n  o f  the w o rld , and 
p a rticu la rly  tha t o f the ‘oldest o ld ’ (those over 85 years), has led to a 
grow ing re co g n itio n  o f  the po ten tia l demands tha t this w ill make on 
health  and social care resources w orldw ide. A lth o u g h  m uch debate 
and analysis concentrates on the possible impacts o f  such demands, 
there is also a g row ing  awareness o f the w ider issues involved in  such 
ra d ica lly  chang ing  p o p u la tio n  dem ograph ics. Thus, the U n ite d  
Nations (U N ) delegated 1999 as the In te rn a tio n a l Year o f O lde r 
Persons, and in  the UK, acting  on the in itia tive  o f the charity  Age 
Concern, the ‘Debate o f the Age’ was launched in  1998.

A  look  at w o rld  p opu la tion  figures and pro jections shows a general 
trend towards a grow ing and ageing popu la tion  over the past 35 years 
(U N , 1998). The grow th  in  p o p u la tio n  is expected to con tinue , 
w ith  a p ro jected  fu r th e r  increase o f  45% between 1990 and 2020. 
Europe is the on ly  co n tin e n t p ro jected  to  have a fa ll in  overall popu
la tio n  between 1990 and 2020. How ever, the increas ing  e lde rly  
p o p u la tio n  in  Europe is p ro jec ted  to con tinue , w ith  the cu rre n t 
estimate o f 15.8% o f E u rope ’s p o p u la tio n  aged 65 years and over 
expected to rise to 20.4% by the year 2020.

In  the UK, the overa ll p opu la tion  increased by 12% between 1961 
and 1997 to reach a to ta l o f 59 m illio n  (O ffice  fo r  N ationa l Statistics 
(O NS), 1999). However, over the same pe riod  there has been a 34% 
increase in  the popu la tion  aged 65 years and over. This age group now 
accounts fo r  15.7% o f the overall popu la tion  and is expected to rise to 
account fo r  20% o f the to ta l popu la tion  by 2020.

Epidemiology o f psychiatric morbidity in older people

The prevalence o f dem entia is about 5% in  people aged over 65 years 
and increases by approxim ate ly 5% every five years thereafte r (Jorm
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et al, 1987; Cooper, 1991; Skoog et al, 1993). E lderly  people occupy 
between 40% and 50% o f  a ll hosp ita l beds (M ather, 1997). Studies of 
e lderly  people in  general hospita ls have shown dem entia prevalence 
rates o f  30-60%  (Ramsay et al, 1991; P itt, 1993). H ig h e r prevalences 
o f  70-90%  have been fo u n d  in  nu rs ing  homes in  the USA (Katzman, 
1986; Evans et al, 1989; A ronson et al, 1990). A  survey by Wattis et al
(1992) in  the U K  fo u n d  dem entia  rates rang ing  fro m  59% in  private 
res iden tia l homes to 97% in  loca l a u th o rity  ‘e lderly  m enta lly  in f irm ’ 
homes. There are cu rre n tly  abou t 200 000 new cases o f dementia 
id e n tif ie d  every year in  the UK, w ith  a p o in t prevalence o f  around 
500 000. W ith  the pro jected  increase in  the e lderly  popu la tion , this 
figu re  w ill rise by ano the r 100 000 over the next 20 years.

Studies on prevalence rates o f  depression have yie lded remarkable 
variab ility  in  com m unity  studies o f o lde r people. Beekman etal (1999) 
reviewed 34 studies and found  rates from  0.4% to 34%. A lthough major 
depression seems to be re la tive ly rare (average prevalence o f  1.8%), 
m in o r depression is more com m on (average prevalence o f 9.8%) and 
average prevalence fo r  “a ll depressive syndromes deemed c lin ica lly  
re levant” is 13.5% (Beekman et al, 1999). H ig h e r depression rates of 
a round  20% have been fo u n d  in  genera l hosp ita l settings (Cooper, 
1987; B urn  etal, 1993).

N e u ro tic  d isorders in  a ll age groups have h ig h e r prevalence rates 
in  females, b u t th is  d iffe rence  is less m arked in  the e lderly. W hile 
the m a jo rity  o f  cases in  the e lde rly  beg in  e a rlie r in  life , a s ign ificant 
m in o rity  f irs t present a fte r the age o f  65 years (Bergm ann, 1972; 
Lindesay-, 1991).

Needs o f older people

Against the background o f  a ris in g  e lde rly  popu la tion , organisations 
rang ing  fro m  hea lth  and social services to governm ents and in te r
nationa l bodies are eager to be able to survey and measure the demands 
such changes are lik e ly  to have on lim ite d  resources. Cassel (1994) 
h ig h lig h te d  the p a rticu la r im portance  o f assessing the hea lth  care 
needs o f  o ld e r peop le  in  the con tex t o f  hea lth  care ra tion ing . The 
M edica l Research C o u n c il’s to p ic  review on  the hea lth  o f  the e lderly 
people in  the U K  (M ed ica l Research C ounc il (M RC), 1994) recom 
m ended tha t “ research in  com m unity  care should be focused on  areas 
o f p a rticu la r relevance to the changes in  care w ith in  the com m unity, 
notably needs based approaches” .

The id e n tific a tio n  and assessment o f  m enta l hea lth  needs has been 
the subject o f varied op in ions and research approaches in  the UK, 
pa rticu la rly  since, the in tro d u c tio n  o f leg is la tion  (N a tiona l H ea lth

Service (NHS) and C om m un ity  Care Act; House o f  Commons, 1990) 
aimed at generating  a m ore coord ina ted  and comprehensive service 
provis ion by Social Services and the NHS. T he  C om m unity  Care A c t
(1993), w h ich  made i t  a fo rm a l requ irem en t to assess the social and 
hea lth  care needs o f  those w ith  m enta l illness, h igh ligh ts  a move 
towards b e tte r p la n n in g  and c o o rd in a tio n  o f  care. Th is  is in  the 
context o f a cu ltu re  o f  ever-increasing awareness o f lim ite d  resources, 
the consequent re q u ire m e n t to  p rio rit ise  e ffic ie n tly  and the im p o rt
ance o f  dem onstra ting  the effectiveness o f hea lth  and social care 
interventions.

The fre q u e n t coexistence o f  d isab ility , physical illness and social 
problem s means tha t o ld e r people w ith  m enta l illness o ften  have 
com plex needs. As prob lem s are o ften  b o th  long-te rm  and m u ltip le , 
p roper evaluation w ill be more d iff ic u lt w ith o u t standardised methods 
aimed at comprehensive and systematic assessment. Maslow (1954) 
postu lated tha t ce rta in  needs are ‘un iversa l’ in  humans generally. 
However, d iffe re n t subsections o f the popu la tion  w ill have add itiona l 
m ore specific types o f  need. Thus, o lde r people w ith  dem entia  may 
have specific and un ique needs re lated to th e ir  cognitive im pairm ent, 
bu t th e ir  range o f  genera l needs are the  same as everyone else 
(M urphy, 1992).

Needs o f special groups o f older people

W hile  o lde r adults w ith  m ental health  prob lem s in  general constitu te  
a special g roup , there  are subgroups w ith in  th is  p o p u la tio n  tha t 
w arrant m ore specific a tten tion  by v irtue  o f fu r th e r  vu lne rab ility , 
d isab ility  o r p re jud ice . One o f the m ain  recom m endations o f the 
re p o rt o f a jo in t  w o rk ing  party o f the Royal College o f  Psychiatrists 
and Royal College o f  Physicians (C ounc il R eport CR69, 1998) was 
th a t “ specific a tte n tio n  should be pa id  to p a rticu la rly  vu lnerab le  
groups o f o lde r people , in c lu d in g  the homeless, those w ith  lea rn ing  
d isab ilities , e th n ic  and c u ltu ra l m in o ritie s , and o ld e r peop le  in  
in s titu tions  o r elsewhere who are exposed to the risk o f  abuse.” 

Studies in  the USA have shown an increased percentage life tim e  
prevalence o f dem entia  among homeless populations o f around 3.4% 
(Koegel et al, 1988; Breakey et al, 1989), compared w ith 1.3% fou n d  in  
the overall p o p u la tio n  in  the N ationa l Ins titu te  o f  M enta l H ea lth  
(N IM H ) Epidem io log ica l Catchment Area study in  five Am erican cities 
(Regier et al, 1988). In  another Am erican study exam in ing the factors 
that lead to homelessness among elderly people, in  add ition  to factors 
such as lack o f  app rop ria te  housing and low incom e, K e igher 8c 
G reenblatt (1992) fo u n d  that dementia con tribu ted  significantly. In  a
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U K  study o f  homeless people over the age o f  60 years, Crane (1994) 
fo u n d  tha t 85% o f the m en and 100% o f the women were suffering 
fro m  a ch ron ic  psychiatric d isorder, w h ile  54% o f the whole sample 
had m em ory prob lem s. H a m id  (1997) used the Needs Schedule 
(Wykes et al, 1982, 1985; B rew in et al, 1987) to com pare the service 
needs o f a sample o f  Lo n d o n  homeless e lderly  m en w ith  those o f a 
younger cohort and found  no significant differences except fo r  a higher 
rate o f need fo r  he lp  w ith  self-care and fo r  res iden tia l care in  the 
e lderly  group. Crane (1998) stud ied homeless o lde r people in  four 
U K  cities. She fo u n d  d irec t o r in d ire c t evidence o f m enta l illness in 
two-th irds o f  them  and a s ign ifican tly  h ighe r prevalence o f  mental 
hea lth  prob lem s in  homeless wom en. In  add ition , m enta l i l l  health 
was a fac to r in  the path  to  homelessness in  many cases, some o f the 
subjects becom ing homeless because th e ir  needs had been neglected 
o r undetected. The general tre n d  towards overrepresen ta tion  of 
people w ith  m enta l health  prob lem s am ong a g roup already severely 
disadvantaged and tra d itio n a lly  d if f ic u lt  to access and engage poses 
tough questions as to  how th e ir  needs can be assessed and managed 
effectively.

O lde r people w ith  le a rn in g  d isab ilities fo rm  a very heterogenous 
group w ith  an increased risk  o f  o the r hea lth-re la ted problem s, such 
as sensory im pairm ents, physical d isab ilities and epilepsy (H o lland  
&  Moss, 1997). As such, the re q u ire m e n t fo r  w e ll-coord inated and 
in tegra ted  specialist hea lth  and social services is becom ing increas
ing ly cecognised. O lder people w ith  lea rn ing  disabilities are generally 
m ore able than th e ir  younger counterparts, ow ing to the effects o f 
d iffe re n tia l m o rta lity  rates (H o lla n d  &  Moss, 1997), and studies have 
h ig h lig h te d  pa rticu la r need in  areas such as social and recreationa l 
activity and com m unity liv in g  skills ra the r than activities o f daily liv ing 
skills (Gow &  Chow, 1989; See et al, 1990).

The rate o f closure o f  the large psychiatric hospitals means that 
s ign ifican t num bers o f e lde rly  long-te rm  in-patients w ill n o t live out 
th e ir  lives in  hospita l, as p red ic ted  by A rie  &  Jo lley (1982), and the ir 
needs fo r care demand special a ttention . One ind ica to r o f why special 
a tte n tio n  is requ ired  is the  repo rted  increased m o rta lity  rate after 
re location  o f e lderly  long-term  hospita l in-patients (Jackson &  Whyte, 
1998). Some studies have h ig h lig h te d  tha t the care needs o f  some 
long-stay hosp ita l residents are greater than ex is ting  com m un ity  
services can m eet (Pryce et al, 1991). O th e r studies have shown 
d iffe re n t outcomes in  trans fe rring  long-stay patients fro m  hospita l 
to com m unity  settings (L in n  et al, 1985; T im ko  et al, 1993; T riem an 
et al, 1996). Rodriguez-Ferrera &  Vassilas (1998) there fo re  conclude 
that i t  is the qua lity  o f the env ironm ent, n o t where i t  is, tha t matters 
in  outcomes fo r  o lde r people.

R v^le -rtC a^C  / t e

The issue o f abuse has been h ig h lig h te d  by the Royal College o f 
Psychiatrists &  Royal College o f  Physicians (1998), pa rticu la rly  w ith  
regard to in s titu tio n a l care, and Fisk (1997) points ou t that the overall 
prevalence o f  abuse o f  around 4% derived fro m  popu la tion  surveys is 
a s ign ifican t underestim a tion  o f  the ex ten t o f  the prob lem , as these 
surveys exclude the most vulnerable groups, such as those in  long 
term care settings. H om er &  G illeard  (1990) found  that 45% o f carers 
adm itted to physical o r verbal abuse o r neglect in  one survey.

Cochrane &  Bal (1989) reported  a num ber o f  im p o rta n t find ings  
in  a survey o f  im m igran ts  to Eng land receiv ing m enta l health  care. 
They fo u n d  an excess o f  diagnosed sch izophren ia in  people bo rn  
in  the Caribbean and a m arkedly increased rate o f  firs t admissions fo r  
schizophrenia com pared w ith  English-born subjects. However, fo r  a ll 
diagnoses com bined, the admission rate o f  Caribbean-born people 
was m uch  sm a lle r than  fo r  na tive -bo rn  peop le , p a rtic u la r ly  fo r  
personality disorders, a lcoho l misuse and neu ro tic  disorders. There 
is a sm all num be r o f  reports on m enta l hea lth  service use o f o lde r 
people fro m  e thn ic  m ino rities  tha t suggest tha t as a g roup they are 
u n d e rre p re se n te d  (B a h l, 1993; B la ke m o re  &  B oneham , 1994; 
Pharoah, 1994). Abas (1997) concludes th a t in  o rd e r to de live r 
p roper care we shou ld  be “ focusing on needs-based assessment and 
ensuring tha t m ainstream  services can be fle x ib le  enough to  take in  
the needs o f  an e thn ica lly  diverse p o p u la tio n ” .

Needs assessment
U n til recently, there  have been no instrum ents specifica lly designed 
to measure m e t and u n m e t need fo r  the range o f  in te rve n tio n s  
available fro m  m enta l hea lth  and social care services fo r  o lde r people 
(H a m id  et al, 1995). Needs assessment in s trum en ts  developed in  
the U K  were gene ra lly  designed to  measure the  needs o f adu lts  
w ith  serious m en ta l h e a lth  p rob lem s u n d e r the age o f  65 years. 
Examples in c lu d e  the MRC Needs fo r  Care Assessment (MRC NCA; 
B rew in  et al, 1987), a m o d if ie d  ve rs ion  — the  C a rd in a l Needs 
Schedule (CNS; M arsha ll et al, 1995), the  C am berwell Assessment 
o f Needs (C AN ; Phelan et al, 1995) and the Bangor Assessment o f 
Need P ro file  (BANP; C a rte r et al, 1996).

The MRC N C A (Brew in et al, 1987) was designed to measure needs 
in  the long-te rm  m enta lly  i l l .  A  need was deemed to be present i f  a 
p a tie n t’s level o f fu n c tio n in g  fe ll below, o r threatened to fa ll below, 
some m in im u m  specified level and a po ten tia lly  effective rem edy 
existed. W hile  a num ber o f studies suggest that i t  has good re lia b ility  
i f  used by tra ined investigators (Brewin & Wing, 1993), some problems
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were h ig h lig h te d  when i t  was used in  hostels fo r  the homeless (Hogg 
&  M arshall, 1992) and fo r  long-te rm  in-patien ts (Pryce et al, 1993). 
H ogg &  M arshall (1992) concluded tha t th e ir  data was d if f ic u lt  to 
in te rp re t ow ing to the fa ilu re  to take account o f  pa tien ts ’ and carers’ 
views “ in  su ffic ien t de ta il” and therefore went on to develop a m odified 
version, the CNS (M arsha ll et al, 1995).

The BANP (C arte r et al, 1996) covers 32 item s o f  need and allows 
patients and th e ir  keyworkers to  give th e ir  o p in io n . I t  was specifically 
in tended  to  assess the needs o f those w ith  long -te rm  m enta l illness 
and the authors conclude tha t i t  is “p r in c ip a lly  p ro ffe red  as a research 
in s tru m e n t” .

The CAN (Phelan et al, 1995) was developed to  measure the needs
o f people w ith  severe m enta l illness in  the genera l a d u lt popu la tion .
I t  measures w hether a need exists in  22 domains and w hether i t  is met
o r not. I f  he lp  is be ing  given, i t  also allows re co rd in g  o f  the level o f
he lp  be ing g iven by d iffe re n t agencies, fro m  friends  and relatives to
statutory services. I t  has good re liab ility  and validity. Studies comparing
the assessments made by s ta ff and patients showed tha t bo th  groups
tended to rate s im ila r num bers b u t d iffe re n t types o f  needs, agreeing
m oderate ly on m et needs bu t less o ften  on unm et needs (Slade et al, 
1996).

Assessing the needs o f older people  
with m ental health problems

Assessing the needs o f  o ld e r people w ith  m en ta l hea lth  problem s has 
attracted various approaches. Epidem iologically based approaches have 
been used to lo o k  at p opu la tion  needs in  o lde r people (V ictor, 1991). 
However, in d iv id u a l approaches have large ly concentra ted  on those 
w ith  dem entia, a g roup  w ith  obvious m u ltip le  and e n d u rin g  needs, 
whose care, in  he a lth  and social term s, has p robab ly  been more 
systematically s tud ied  than  th a t o f  o th e r groups o f  o ld e r people w ith 
psychiatric disorders (A ronson et al, 1992; W attis et al, 1992; McW alter 
et al, 1998). O lde r people may also have d iffe re n t perceptions o f  the ir 
needs from  those o f  c lin ic ians (McEwan, 1992).

W attis et al (1992) proposed a m ode l fo r  estim ating  the needs fo r 
co n tin u in g  care o f  peop le  w ith  dem entia, by assessing th e ir  level o f 
dependency using the C lifto n  Assessment Procedures fo r  the E lderly 
(CAPE; G illea rd  & Pattie, 1979) o r the  C rig h to n  Royal Behaviour 
Scale (Robinson, I9 6 I ) .  T h is  approach was usefu l in  de te rm in ing  
the appropriateness o f  various c o n tin u in g  care settings. However, 
the level o f dependency d id  n o t necessarily equate w ith  level o f need

generally, in  e ith e r a qua lita tive  o r quantita tive sense, and d id  no t 
define  what the  needs were. F o r exam ple, a person w ith  a m ild  
dem entia, ra ted as low  dependency and apparen tly  app rop ria te ly  
housed in  a residentia l hom e, may s till have a large num ber o f  unm et 
needs because o f poo r qua lity  o f care o r poo r understand ing o f  those 
needs. On the o th e r hand, a person w ith  p ro fo u n d  dem entia , w ith  
very h igh  dependency, may have few i f  any unm et needs as they 
receive obvious he lp  o r in te rve n tio n  in  a ll aspects o f  da ily liv ing .

A ga in , w ith  the excep tion  o f  the Cam berwell Assessment o f  Need 
fo r  the  E ld e r ly  (C A N E ; R eyno lds  et al, 2000 ), sp e c if ic  needs 
assessment ins trum en ts  have tended  to be fo r  the o ld e r p o p u la tio n  
w ith  dem entia . Thus, G o rd o n  et al (1997) designed an in s tru m e n t 
aimed at ga thering  data fo r  pop u la tio n  needs assessment and service 
p la n n in g  fo r  peop le  w ith  dem entia . They fo u n d  th a t the Tayside 
P ro file  fo r  D em entia  P lann ing  had satisfactory v a lid ity  and re lia b il
ity, b u t noted  tha t in fo rm a l carers and professionals perceived needs 
d iffe re n tly . As i t  was n o t c lea r w h ich  g ro u p  had the m ore  va lid  
o p in io n , a m ix  o f  in fo rm a l carers and professionals as in fo rm an ts  is 
postu la ted  to  o ffe r  the  best approach  when us ing  the p ro file .

The Care Needs Assessment Pack fo r  D em en tia  (Care N A P -D ; 
M cW alte r et al, 1998) was designed fo r  use by a m u lti-d is c ip lin a ry  
team to  ra te  m e t and u n m e t needs o f  peop le  w ith  dem en tia  and 
th e ir  carers in  the  co m m u n ity  and re la te d  settings such as day 
hospita ls. A lth o u g h  i t  does n o t d iffe re n tia te  betw een in fo rm a tio n  
sources (e.g. in terview s w ith  the person w ith  dem entia , the carer o r 
o thers invo lved  and in fo rm a tio n  fro m  case no tes ), i t  does a llow  
discrepancies or d iffe rences o f  o p in io n  to  be reco rded  at the ra te r ’s 
d iscre tion . Recordings are made on seven sub-scales o f  need (hea lth  
and m o b ility , self-care and  to ile t in g , socia l in te ra c tio n , th in k in g  
and memory, behaviour and m ental state, house care and com m unity 
liv in g ) . The  section spec ific  to the  carer allows assessment o f  need 
over six dom ains; h e a lth , da ily  d iff ic u lt ie s , su p p o rt, breaks fro m  
caring, fee lings and in fo rm a tio n . P re lim ina ry  research suggests that 
i t  has va lid ity  in  a num ber o f  dom ains and dem onstrates reasonable
re lia b ility  (M cW a lte r et al, 1998).

The CANE (Reynolds et al, 2000) is a re la tive ly  new ins trum en t 
designed fo r measuring the broad range o f needs o f o lde r people w ith 
m ental hea lth  problem s, in c lu d in g  dem entia, depression and o the r 
disorders. I t  is in tende d  fo r  use in  a ll settings fro m  the com m unity, 
out-patients and acute psychiatric wards to day hospitals, dem entia 
assessment wards and co n tin u in g  care in  hospital, nurs ing homes and
residentia l homes.

The CANE was based on the s truc tu ra l m odel o f the CAN (Phelan 
et al, 1995) and s im ila r c r ite r ia  were set ou t before em bark ing on its
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development. These were tha t i t  should: have adequate psychom etric 
properties; be va lid  and re liab le ; be com ple tab le  w ith in  30 m inutes; 
be usable by a w ide range o f professionals; be easily learned and used 
w ith o u t extensive tra in in g ; be suitable fo r  ro u tin e  c lin ica l practice 
and fo r research; and be applicable to a wide range o f popula tions and 
settings. I t  should also measure both m et and unm et needs, incorporate 
staff, pa tien ts ’ and carers’ views o f  needs and have a section on the 
needs o f carers. Lastly, i t  shou ld  measure level o f  he lp  received fro m  
in fo rm a l carers as well as fro m  statutory services.

Comprehensive consensus methods resulted in  aversion con ta in ing  
24 areas o f need fo r  patients and two fo r  th e ir  carers (Box 22.1). In  
each area, there was space fo r  the pa tien t, his o r he r carer and a key 
staff m em ber to record  th e ir  views o f need. An exam ple page is shown 
in  Fig. 22.1. T he  re lia b il ity  and va lid ity  studies showed th a t the 
CANE had good con ten t, construct and consensual va lid ity . I t  also 
dem onstra ted a p p ro p ria te  c r ite r io n  va lid ity  w ith , fo r  exam ple, a

Box 22.1
Areas o f need covered in  CAN E (Reynolds et al, 2 0 0 0 )

1 Accom m odation
2 Household skills
3 Food
4 Self-care
5 Caring for someone else
6 Daytim e activities
7 Mem ory
8 Eyesight/hearing
9 M ob ility /transport
10 Continence
11 Physical health
12 Drugs
13 Psychotic symptoms
14 Psychological distress
15 Inform ation
16 Safety (deliberate self-harm)
17 Safety (inadvertent self-harm)
18 Safety (abuse/neglect)
19 Behaviour
20 Alcohol
21 Company
22 In tim ate relationships
23 Money
24 B enefits

Tivo items fo r  carers:
1 C arer’s need fo r inform ation
2 C arer’s psychological distress

14 PSYCHO LO G ICAL DISTRESS ASSESSMENTS 
USER STAFF CARER

DOES THE PERSON SUFFER FROM CURRENT 
PSYCHOLOGICAL DISTRESS?
Have you recently felt very sad or fed up? Have you felt 
very anxious, frightened or worried?

□ □ □
0 = NO PROBLEM e.g Occasional or mild distress.
1 = NO/MODERATE PROBLEM

DUE TO HELP GIVEN e.g. Needs and gets ongoing support.
2 = SERIOUS PROBLEM e.g. Distress affects life significantly, e.g. prevents person

going out.
9 = NOT KNOWN

IF RATED 0 OR 9 GO TO QUESTION 15 

HOW MUCH HELP DOES THE PERSON RECEIVEHO W  M U C H  H E L P  D O E S  T H E  P E R S O N  R E C E IV E  I------------1 I------------ j j------------1
FROM FRIENDS OR RELATIVES FOR THIS DISTRESS?

0 = NONE
1 = LOW HELP e.g. Some sympathy and support.
2 = MODERATE HELP e.g. Has opportunity at least weekly to talk about distress

and get help with coping strategies.
3 = HIGH HELP e.g. Constant support and supervision.
9 = NOT KNOWN

HOW MUCH HELP DOES THE PERSON RECEIVE FROM 
LOCAL SERVICES FOR THIS DISTRESS?

HOW MUCH HELP DOES THE PERSON NEED FROM 
LOCAL SERVICES FOR THIS DISTRESS?

□ □ □□
0 = NONE
1 = LOW HELP
2 = MODERATE HELP

3 = HIGH HELP 
9 = NOT KNOWN

e.g. Assessment of mental state or occasional support, 
e.g. Specific psychological or social intervention for 
anxiety. Counselled by staff at least once a week, e.g. at 
day hospital.
e.g. 24 hour hospital care, or crisis care at home.

DOES THE PERSON RECEIVE THE RIGHT TYPE 
OF HELP FOR THIS DISTRESS?
(0 = NO 1 = YES 9 = NOT KNOWN)

OVERALL, IS THE PERSON SATISFIED W ITH THE 
AMOUNT OF HELP THEY ARE RECEIVING FOR THIS 
DISTRESS?
(0 = NOT SATISFIED I = SATISFIED)

□ □ □ □ □ □
COMMENTS

Fig. 22 .1  Example page o f the CANE. Section I  records i f  need exists. Sections 2  and  
3 record level of kelp given by inform al carers and statutory bodies respectively. Section 
4 records i f  right type o f help is being given and level of satisfaction with the amount

o f help.
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c o r r e la t io n  o f  0 .6 6  w ith  th e  B e h a v io u r  R a tin g  S ca le  fro m  th e  CAPE  
(G illea rd  & P a ttie , 1 9 7 9 ) . T h e  r e lia b ility  was g e n e r a lly  very h ig h  w ith  
in te r r a te r  r e l ia b i l i ty  K v a lu e s  o f  > 0 .8 5  fo r  a ll  s t a f f  r a t in g s  (a n  
in d ic a t io n  o f  e x c e l l e n t  a g r e e m e n t  a c c o r d in g  to  F le is s  ( 1 9 8 1 ) ) .  
C orrela tion s o f  in terra ter  a n d  te s t -r e te s t  re liab ility  o f  to ta l n u m b ers o f  
n e e d s  id e n t if ie d  b y  s ta ff  w e r e  0 .9 9  a n d  0 .9 3  r e sp e c tiv e ly .

G ro w in g  in te r e s t  in  th e  C A N E  h as r e su lte d  in  its tr a n s la t io n  in to  
fo u r  o th e r  E u r o p e a n  la n g u a g e s  (G erm a n , N o r w e g ia n , S p a n ish  an d  
S w e d is h ) . It is in  u se  in  a n u m b e r  o f  s tu d ie s  in  v a r io u s  s e tt in g s  in  th e  
UK. C u rren t U K  s tu d ie s  are  u s in g  th e  C A N E to  e v a lu a te  th e  n e e d s  o f  
o ld e r  p e o p le  in  p r im ary  ca re  a n d  to  assess n e e d s  a n d  so c ia l su p p o r t  
in  sh e lte r e d  a c c o m m o d a t io n . A n o th e r  stu d y  is c o m p a r in g  th e  n e e d s  
o f  th o se  in  r e s id e n tia l ca r e  w ith  th o se  in  N H S  c o n t in u in g  care . T h e  
C A NE a p p ea rs to  b e  a r e lia b le  a n d  fe a s ib le  in s tr u m e n t  to  in v e stig a te  
n e e d s  in  a w id e  ra n g e  o f  se tt in g s .

Conclusions
A  ‘u se r -fr ie n d ly ’, s ta n d a r d ise d , c o m p r e h e n s iv e , r e lia b le  a n d  va lid  
s c h e d u le  fo r  a sse s s in g  th e  n e e d s  o f  o ld e r  a d u lts  w ith  m e n ta l h e a lth  
p r o b le m s  h e lp s  n o t  o n ly  in  c lin ic a l p r a c t ic e  b u t  a lso  in  re se a r c h  an d  
h e a lth  a n d  so c ia l se r v ic e  p la n n in g . C lin ic ia n s  w h o  h e lp e d  w ith  th e  
in itia l trials o f  th e  C A N E c o n s is te n t ly  c o m m e n te d  o n  its u se fu ln e ss  in  
h o n in g  a sse ssm e n t sk ills. A n  in s tr u m e n t lik e  th e  C A N E  n o t  o n ly  h e lp s  
reco rd  th e  le v e l o f  n e e d  o f  th e  p a tie n t  b u t a lso  a llow s r e c o r d in g  o f  two 
im p ortan t areas o f  n e e d  fo r  th e ir  carers (in fo rm a tio n  an d  p sych o log ica l 
d istress). A  g r o w in g  b o d y  o f  w ork  p o in ts  to  th e  im p o r ta n c e  o f  ta k in g  
a c c o u n t  o f  c a r e r s ’ n e e d s  (G w yth er  & S tru lo w itz , 1998; T er i, 1 9 9 9 ) .  
T h e  r e c e n t  R oyal C o m m iss io n  r e p o r t  (1 9 9 9 )  o n  th e  f u n d in g  o f  lo n g 
term  care h ig h lig h ts  th e  n e e d s  o f  carers a n d  r e c o m m e n d s  th a t “b e tte r  
serv ices  s h o u ld  b e  o f fe r e d  to  th o se  w h o  c u r r e n tly  h a v e  a c a r e r ” an d  
“th e  G o v e r n m e n t sh o u ld  c o n s id e r  a n a tio n a l ca rer  su p p o r t  p a c k a g e ”. 
S y stem a tic , c o m p r e h e n s iv e , easily  c o m p a ra b le  d ata-sets are p r o d u c e d  
by stu d ies  that u se  th e  sa m e co r e  in stru m en ts. A  survey o f  so c ia l service  
d ep a rtm en ts in  E n g la n d  a n d  W ales by M artin  e t a l { \ 9 9 9 )  sh o w ed  th ere  
w ere su b stan tia l n a tio n a l v a r ia tio n s in  th e  ways th a t n e e d s  assessm en ts  
w ere ca rr ied  o u t  fo r  o ld e r  p e o p le  w ith  m e n ta l h e a lth  p r o b le m s. S u ch  
d iffe r e n c e s  m ay le a d  to  s ig n if ic a n t  in e q u a lit ie s  in  th e  a sse ssm e n t o f  
th o se  n e e d s  a n d  s u b s e q u e n t  in e q u a lit ie s  in  th e  p r o v is io n  o f  care  fo r  
th is v u ln e r a b le  g ro u p .

As R ich ard s p o in t e d  o u t  in  h is  e d ito r ia l (1 9 9 8 ):

“A t p re s e n t assessm ent o f  ‘n e e d ’ a n d  the  response to  i t  is a rb itra r ily
d e te r m in e d  b y  in d iv id u a l  lo c a l a u th o r it ie s  -  h e n c e  th e  w id e

g e o g ra p h ic a l v a r ia t io n s . T h e  case fo r  s e ttin g  n a t io n a lly  a g re e d  
m e th o d s  o f  assessm ent a n d  c r ite r ia  fo r  e l ig ib il i ty  fo r  services is 
s tro n g .”

M artin  et a l  (1 9 9 9 )  c a m e  to  s im ila r  c o n c lu s io n s  in  th e ir  n a tio n a l  
survey. T h e  u se o f  stan d ard ised , w ell-va lidated  and  re lia b le  in stru m en ts  
to carry o u t a ssessm en ts o f  th e  n eed s  o f  o ld er  p e o p le  w ith  m en ta l h ea lth  
p r o b le m s  sh o u ld  n o t  o n ly  h e lp  at th e  ‘m ic r o ’ le v e l in  th e  fo r m u la t io n  
o f  sp e c ific  in d iv id u a l care  p la n n in g  b u t sh o u ld  a lso , i f  th e  in s tr u m e n t  
is su itab le , b e  very u se fu l at th e  ‘m a c r o ’ level to  h e lp  p la n  h e a lth  service  
p r o v is io n  b a se d  o n  th e  id e n t i f ie d  n e e d s .
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SUMMARY
Background Individual assessment of needs has been recognised as the most appropriate way to allocate health and social 
care resources. These assessments, however, are often made by the staff or by a carer who acts as an advocate for the user 
themselves. Little is known about how these proxy measures compare to how individual patients perceive their own needs. 
Aim The aim of this study was to measure and compare ratings of need for older people with mental health problems by 
the older person themselves, their carer, and an appropriate staff member.
Method One-hundred and one older people were identified from various mental health services and 87 users, 57 carers, 
and 95 staff were interviewed using the Camberwell Assessment of Need for the Elderly (CANE) to identify met and unmet 
needs.
Results Users identified significantly fewer of their needs (5.5) than either staff (8.1) or carers (8.3) did, but this difference 
was accounted for by people with dementia reporting less needs. Users identified fewer psychological or social needs (e.g. 
daytime activities, company, or carer distress) than staff or carers did. The average Kappa indicating level o f agreement 
between staff and user was 0.52, between user and carer was 0.53, and between carer and user was 0.58. This showed only 
a fair level of reliability between different ratings of need.
Conclusions User perspectives should be given a high priority when assessing individual needs. Fears that assessment of 
need would be unduly time-consuming or would simply reflect individual demands should be allayed. A user-based assess
ment will assist healthcare providers to prioritise needs according to what the user themselves consider to be most important, 
beneficial, and acceptable to them. Reliance solely on assessment by staff or carers may not lead to the most equitable or 
appropriate use of services. Copyright ©  2003 John Wiley &  Sons, Ltd.
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INTRODUCTION

Health and social care resources have generally been 
allocated on the basis o f assessments that relied heav
ily  on concepts such as disability and symptomatol
ogy (Slade, 1994). Resources were provided that
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matched what it was assumed the individual’s disabil
ity  required (Slade et at., 1999; Van os et a l, 1999). 
Plans for care based on this previous regime o f symp
tom and disability assessment were not always clearly 
related to an individual’s actual care needs (UK 700 
Group, 1999; Walters et a l, 2001). For example, an 
individual w ith a moderate level o f dementia may 
have had few unmet needs because they were being 
met by the person’s supportive care environment. 
On the other hand, a person receiving higher levels 
o f assistance in a care home may have had many 
unmet needs due to a low level o f personalised care. 
Moreover, disability measures (e.g. Barthel Index;
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Mahoney and Barthel, 1965) do not take into account 
the impact o f an individual’s cultural and social back
ground on their care needs. Such a one-dimensional 
type of assessment could lead to an over allocation 
of resources when an individual was coping effec
tively by themself or had other sources o f support, 
such as fam ily or friends to help (Crane-Ross et al., 
2000) or could leave an individual under-resourced 
when they needed extra help. Under-resourcing could 
arise due to a lack o f readily identifiable symptoms or 
disabilities, or when the individual did not seek or 
refused assistance for their unmet needs (Walters 
et a l, 2001).

Needs assessment has been a relatively new term in 
the health and social care literature, only appearing in 
psychological literature databases over the past dec
ade. Interest in the concept had arisen because the 
focus in healthcare provision had turned to look at 
beneficial outcomes on an individual basis and had 
started to question how lim ited health and social care 
resources could be allocated to obtain better outcomes 
for individuals (UK 700 Group, 1999; Crane-Ross et a i , 
2000). Needs assessment was person-focused and 
aimed to collect data to identify and meet individual 
areas of need. Need itse lf has been commonly defined 
as ‘the ability to benefit in some way from health care’ 
(Stevens and Gabbay, 1991). New healthcare com
missioners and providers recognised that it was neces
sary to provide a wide range o f health and social care 
services that identified and met the needs o f indivi
duals in order to achieve better outcomes (Gannon 
et a i, 2000; Leese et a l, 1998; Slade et a l, 1999).

User’s contributions have been fundamental to an 
accurate assessment o f their needs in this context 
(Editorial, 1995). Indeed the NHS and Community 
Care Act acknowledged that users should be involved, 
and service providers were required to have consulted 
and incorporated user’s views when planning their 
care (House o f Commons, 1990). The Audit Commis
sion (2000, 2002) found that users, carers, and health 
and social care professionals across England and 
Wales perceived that they had differences in the qual
ity and quantity o f resources available between differ
ent areas w ith which to meet the needs o f older 
people. One o f the main recommendations from these 
audits was that services should aim to communicate 
and agree about individualised care between users, 
professionals, and carers and also across the different 
agencies involved in the person’s care. In this way, it 
was hoped that individualised quality o f care would 
be optimised and those most in need would be tar
geted to receive more resources than those in lesser 
need (Department o f Health, 2001).

Older people with mental health problems have 
often had difficulties communicating their views due 
to the nature o f their illness. These problems have 
made assessments w ith users less straightforward, 
more time consuming, and it has often been presumed 
less reliable. Many health professionals may have 
assumed that they were in the best position to evaluate 
their patient’s needs on an individual basis and they 
may also have fe lt that gauging users’ personal opi
nions regarding their needs would have caused undue 
strain on the patient and themselves (e.g. due to time 
or workload constraints; Arvidsson, 2001). Another 
assumption has been that, i f  assessed, users would 
not base their evaluations on personal need (what 
was o f benefit for them) but rather on demand (what 
they asked for) placing greater strain on an already 
burdened system (Stevens and Gabby, 1991; Walters 
et a l, 2001).

When different perspectives o f individual needs in 
mental health have been assessed, results have shown 
that they can be markedly different (Gannon et a l,
2000). Slade et a l (1998) found that from a sample 
o f 320 patients with a diagnosis o f psychotic disorder, 
patients, on average, identified both more met and 
unmet needs than staff (patients identified 0.6 more 
needs than staff out o f a total o f 22 needs) using the 
Camberwell Assessment o f Need (CAN; Phelan et a l,
1995) (Slade et a l, 1996). A  similar mismatch was 
found in a study o f 372 staff and users of adult mental 
health services in Sweden (Arvidsson, 2001). How
ever, in contrast to Slade et a l (1996, 1998), the 
Swedish staff rated the users as having more needs 
(both met and unmet) than the users did. These and 
other studies found that staff and users had fa irly high 
agreement when rating the presence of a need, but 
were inconsistent as to whether the need was met or 
unmet (Carter et a l, 1996; Andresen, et a l, 2000). 
Walters et a l (2000) investigated differences in rat
ings on the CANE for a group o f 52 staff and patient 
pairs from primary care services in London and found 
that 18 out o f 24 items on the CANE had only poor to 
fair agreement as indicated by tests o f reliability 
(Kappa). The variables ‘physical illness’ , ‘food’, 
and ‘m obility’ had good reliability, but no items had 
very good agreement between patients and staff.

Walters et a l (2000) hypothesised that differences 
in ratings o f need may have been due to differences in 
staff knowledge and training, affecting the way staff 
assessed and prioritised individual needs (Slade et a l,
1996). Other explanations included the possibility 
that staff rated individuals based on their knowledge 
o f the person’s disability (compared to their knowl
edge of others w ith the disability), or were influenced
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by the level o f met needs identified (Slade et a i,
1999). In contrast, patients were hypothesised to have 
rated their needs based on the level o f social impair
ment they experienced or some other personally rele
vant criterion (Crane-Ross et a l, 2000). There may 
also have been a certain amount o f confusion sur
rounding the definition o f need between users and 
staff. The scoring criteria o f the instruments may even 
have been inadequate to measure need (Andresen 
et a i, 2000; Walters et a l, 2000). Slade et a l (1998) 
found that for needs with recognised service providers 
(e.g. accommodation and supported housing) agree
ment was higher than for needs for which appropriate 
services were less well recognised (e.g. company, sex
ual expression). The use o f the CAN as a structured 
needs assessment tool could have been responsible 
for illuminating certain needs to staff for the first time 
(Arvidsson, 2001). In a sim ilar vein, Gannon et a l 
(2000) also found a significant lack o f agreement 
between what staff and users thought that they 
needed, particularly in more subjective areas o f need, 
such as need for information and impact o f physical 
illness.

These studies have indicated that certain needs or 
outcomes could be measured objectively (e.g. access 
to amenities, employment, decreased mortality risk, 
lack o f disability) and these were generally agreed 
upon by users and staff. The more subjective aspects 
o f health outcome have been difficu lt to measure 
directly and have showed less agreement in ratings 
between informants (e.g. perceived happiness, w ell
being, dignity, satisfaction, quality o f relationships; 
Leese et al, 1998; Walters et a l, 2000; Arvidsson,
2001). This finding was o f interest because subjective 
outcomes have been shown to be pivotal to overall 
individual outcome (Editorial, 1995; UK Group 700,
2000). Such outcomes are particularly relevant for 
populations where total recovery may not be a realis
tic goal (e.g. chronic mental illness, fra il older people, 
dementia, or palliative care: Slade et a l, 1999).

In older people with mental illness, subjective per
ceptions of wellbeing have remained crucial because 
they might be the most pertinent outcome for these 
individuals whose mental health problems may well 
be progressive, such as dementia (Editorial, 1995). 
Unfortunately, problems such as dementia (e.g. 
short-term memory loss and language impairments) 
have made it d ifficu lt for these older individuals to 
express their needs clearly and others have often 
assumed the role of outlining their needs for them. 
For older people these other informants have com
monly been the person’s nominated ‘carer’ , such as 
a spouse or other fam ily member who, it was

assumed, would have had the person’s best interests 
at heart. The spirit o f the 1990 NHS Community 
and Care Act therefore, may have been particularly 
d ifficu lt to realise in this situation where carers and 
fam ily have been frequently viewed as the consumers 
o f healthcare resources (Brooker, 2000).

A better understanding o f differences in ratings o f 
needs between staff, patient and carer could lead to 
better collaboration (Slade et a l, 1998), better ind ivi
dualised care outcomes, and increased quality o f life  
(Arvidsson, 2001; Crane-Ross eta l, 2000). Packages 
o f care based on assessment o f each individual’s 
unique needs, allows people to have their needs met 
despite possible variations in health and social ser
vices backgrounds (Reynolds and Orrell, 2001). It is 
this type o f assessment that has been required by 
Standard Two o f the National Service Framework—  
for Older People (Department o f Health, 2001). Treat
ing need based on a person-centred assessment should 
lead to better health and social care outcomes. This 
study aimed to measure and compare ratings o f the 
needs o f older people as measured on the CANE, 
according to the views o f the user themselves, their 
carer, and an appropriate member o f staff.

METHOD

Participants
One-hundred and one older people participated, these 
were mainly from mental health services covering 
urban and rural settings in Hertfordshire and Essex, 
but also included two centres in northern England, 
one in Wales, one in Sweden, and one in the USA. 
Participants were recruited from day hospitals, acute 
psychiatric wards, continuing care wards, and demen
tia assessment wards. Participants therefore reflected 
a typical range o f old age mental health services, a 
range o f settings from the UK and abroad, and a range 
o f patient characteristics.

M aterials

Camberwell Assessment of Need for the Elderly 
(CANE; Reynolds et a l, 2000). A comprehensive 
and easy to use tool for assessing the needs o f older 
people, covering 24 areas o f social, medical, psycho
logical, and environmental needs. The CANE had 
very good validity and reliability (correlations: inter
rater 0.99, test-retest 0.96; Reynolds et a l, 2000). In 
addition, the CANE includes two items on the needs 
o f carers, information and psychological distress. 
Needs were rated as no need, met need, or unmet need
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for each area. In addition, it  had separate ratings for 
staff, user’s, and carer’s views o f need to be recorded. 
The CANE was given as a structured interview to the 
patient, their informal carer, and an appropriate staff 
member— usually their key worker. The informal 
carer was defined as a person who was providing 
substantial care for the individual on a daily basis (see 
Orrell and Hancock, in press). Each interview took up 
to 25 minutes.

General Health Questionnaire-12 (GHQ-12; Gold
berg and Hillier, 1979). A  12-item self-administered 
mental health measure designed to identify non- 
psychotic disorders in consulting settings. This was 
completed by the informal carer and took about 5 
minutes.

Procedure

Older people with mental health problems were iden
tified by the researcher through contact w ith the local 
mental health services. These individuals were con
tacted and given information about the study and were 
asked whether they wished to participate. I f  they did 
wish to be involved in the study a staff member who 
knew the participant well was identified, as was an 
informal carer i f  available. The patient (user), staff 
member, and carer were interviewed separately by 
the researcher (usually TR). Another observer who 
was involved in the reliability study as part o f the ori
ginal study (Reynolds et a l, 2000) was also present 
during some o f the local assessment interviews.

RESULTS

O f the users 49 were women (48.5%) and 52 were 
men (51.5%). Their mean age was 73.8 years 
(SD — 12.9); there was no difference between the ages 
of the men and women studied. Diagnostic and Statis
tical Manual o f mental disorders diagnosis (DSM-IV; 
American Psychiatric Association, 1994) was 
obtained for 99 of 101 (98%) users; 34 (33.7%) had 
dementia, 10 (9.9%) schizophrenia, 43 (42.6%) 
depression/bipolar disorder, four (4%) anxiety disor
der, and 8 (7.9%) had other DSM-IV diagnoses. As 
can be seen in Table 1 a substantial proportion o f 
users with a diagnosis o f dementia had identifiable 
carers. The 70 carers who completed the GHQ had 
a mean score o f 2.9 (5'D =  3.4). O f these carers, 23 
(32%) scored 4 or more out o f 12 and therefore could 
be identified as reporting significant distress equiva
lent to caseness, worthy of further follow-up (Gold
berg and H illie r, 1979).

Table 1. DSM-IV diagnosis by availability of carer for the user

Diagnosis Carer identified 
(%)

No carer identified 
(%)

Dementia 32 (42.1) 2 (8.7)
Schizophrenia 5 (6.6) 5 (21.7)
Depression 23 (30.3) 9(39.1)
Bipolar disorder 7 (9.2) 4 (17.4)
Anxiety 3 (3.9) 1 (4.3)
Other 6 (7.9) 2 (8.7)

Of the 101 users, 87 could be interviewed using the 
CANE. Fourteen users could not be interviewed; 12 
due to severe dementia, one due to chronic schizo
phrenia and one due to severe depression. Ninety-four 
o f 101 (93% ) staff members participated, from a vari
ety of professional backgrounds (occupational thera
pists, social workers, psychiatrists, psychiatric 
nurses). Seventy-six per cent o f users had identifiable 
carers (spouse, partner, or other fam ily member, 
n =  77), and o f these 71 (92% ) were interviewed.

The mean number o f needs identified by users was 
6.3 (SD =  3.6) out o f a maximum 24. This comprised 
a mean o f 4.9 (5D =  3.0) met needs and 1.4 
(SD=  1.8) unmet needs. The mean number o f needs 
identified by staff was 8.1 (SD =  3.7), comprising 
5.5 (SD =  2.7) met needs and 2.6 (SD =  2.9) unmet 
needs. The mean number o f needs identified by carers 
was 8.3 (SD =  4.3), comprising 5.8 (SD =  3.4) met 
needs and 2.5 (SD =  2.6) unmet needs. Paired sample 
r-tests were conducted comparing the frequency o f 
met and unmet needs rated by users, staff, and carers. 
These results showed that users rated significantly 
fewer met and unmet needs compared to staff 
(t (79) =  3.3,p <0.01; r (79) =  2.18,/? <0.05, respec
tively) and carers (t (56) =  2.24, p  >  0.05; t (56) =  3.3, 
p >0.01, respectively). It was postulated that this 
result might have been due to the underreporting of 
needs by users with dementia. Therefore further ana
lyses were conducted separating users by diagnosis. 
Users with dementia rated fewer needs (met and unmet) 
than both staff (t (20) =  4.76, p  <  0.001; t (20) =  3.63, 
p<0.01 , respectively) and carers (r( 17) =  4.49, 
p >  0.001; f(17) =  3.9, p >  0.01, respectively). When 
the same /-tests were undertaken excluding users with 
dementia there were no differences in the numbers of 
met and unmet needs between user, staff, or carer 
groups. This result showed that users with a diagnosis 
o f dementia reported fewer needs, but other users 
reported similar numbers o f needs to that reported by 
staff and their carers.

Ratings of the individual items of the CANE by 
staff, user, and carer are shown in Tables 2, 3 and 4.
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Table 2. User and staff ratings of need in individual CANE areas

User V5 staff 
pairs (n =  80)

User met 
need (%)

Staff met 
need (%)

User unmet 
need (%)

Staff unmet 
need (%)

%
Agreement

Kappa-
coefficient

Accommodation 8(10) 7(9) 3(4) 3(4) 91 0.63**
Household activities 41 (51) 34 (43) 5(6) 10(13) 75 0.57**
Food 35 (44) 35 (44) 6(8) 7(9) 76 0.58**
Self-care 27 (34) 32 (40) 2(3) 6 (8 ) 69 0.41**
Caring for another 1 (1) 2(3) 2(3 ) 1(1) 99 0.83**
Daytime activities 31 (39) 45 (56) 7(9) 13 (16) 65 0.44**
Memory 22 (28) 20 (25) 12(15) 19 (24) 78 0.63**
Eyesight/Hearing 21 (26) 19 (24) 2(3) 3(4) 88 0.70**
Mobility 24 (30) 25 (31) 7(9) 6 (8 ) 79 0.60**
Continence 11 (14) 11 (14) 3(4) 6(8 ) 83 0.47**
Physical health 41 (51) 46 (58) 5(6) 5(6) 81 0.66**
Drugs 21 (26) 20 (25) 7(9) 6(8) 69 0.38**
Psychotic symptoms 7(9) 12(15) 3(4) 4(5) 88 0.60
Psychological distress 29 (34) 40 (50) 16 (20) 16 (20) 71 0.55**
Information 8(10) 9(11) 7(9) 3(4) 77 0.23*
Deliberate self-harm 6(8) 13 (16) 4(5) 2(3) 85 0.46**
Accidental self-harm 3(4) 15 (19) 1(1) 1 (1) 83 0.25*
Abuse/Neglect 2(3) 0(0) 2(3) 4(5) 95 #
Behaviour 4(5) 12 (15) 0(0) 2 (3 ) 85 #
Alcohol 1 (1) 3(4) 0(0) 0(0) 98 0.49**
Company 14(18) 31 (38) 8(10) 11 (14) 65 0.39**
Intimate relationships 2(3) 0(0) 8(10) 4(5) 88 #
Money 27 (34) 16 (20) 5(6) 12(15) 65 0.34**
Benefits 3(4) 4(5) 2(3) 2(3) 96 0.71**
Carer info (n =  5I) 2(3) 6(8 ) 0(0) 1 (1) 90 #
Carer distress (n =  57) 12 (15) 23 (29) 5(6) 13 (16) 56 0.31**

Note: **p<  0.001; *p<0.05.
# = Kappa coefficient could not be calculated due to insufficiently spread data.

Kappa co-efficient and overall level o f agreement 
were calculated for each area comparing staff with 
users, carers w ith users, and staff w ith carers. 
Although the Kappa statistic has been frequently used 
as a measure o f rater agreement, it was recognised 
that when the base rate o f an observation is low, e.g. 
less than 20% (Collighan et a i, 1993) Kappa can be 
misleadingly low. Kappa values between 0.00-0.39 
indicate poor agreement, 0.40-0.59 fa ir agreement, 
0.60-0.74 good agreement, and 0.75-1.00 excellent 
agreement (Fleiss, 1981; Bowling, 2002).

Comparing user and staff ratings

Average Kappa agreement for staff versus user ratings 
was at 0.52 indicating agreement was only ‘fa ir’ . The 
average percentage agreement, however was 85.2% 
indicating that staff and user usually agreed where 
there was no need, a met need, or an unmet need for 
most sections in the CANE. As shown in Table 2 the 
lowest agreement in ratings were for areas o f money, 
company, drugs, and daytime activities. Staff rated 
higher needs (met and unmet) for daytime activities.

much higher met needs relating to accidental self- 
harm and company, and higher unmet needs for 
money. Though for both drugs and information there 
were sim ilar rates o f met and unmet needs, the Kappa 
values were low indicating discrepancies between the 
individual ratings. The two areas relating to carer 
needs achieved a high level o f agreement for carer 
information, but staff rated more met and unmet needs 
for carer distress.

Comparing user and carer ratings

Average Kappa co efficient for user and carer ratings 
o f need was 0.53, again indicating only a fa ir level o f 
re liability between user and carer ratings o f need 
(Table 3). Average percentage agreement was 82%. 
Areas o f disagreement were most evident for the 
items company, drugs, and daytime activities. Carers 
identified more met needs in relation to company and 
accidental self-harm and more unmet needs for day
time activities and money. O f interest, percentage 
agreement about carer distress was also low, as shown 
in Table 3. Users usually did not rate carers as having
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Table 3. User and carer ratings of need in individual CANE areas

User vs Carer 
(1 =  57)

User met 
need (%)

Carer met 
need (%)

User unmet 
need (%)

Carer unmet 
need (%)

%
Agreement

Kappa-
coefficient

Accommodation 5(9) 6(10) 2(4) 2(4) 95 0.77**
Household activities 27 (47) 28 (49) 2(4) 7(12) 75 0.57**
Food 28 (49) 28(49) 4(7) 4(7) 75 0.56**
Self-care 19 (33) 26 (46) 1(2) 6(10) 74 0.53**
Caring for another 1(2) 2(4) 2(4) 2(4) 98 0.85**
Daytime activities 18 (32) 24 (42) 7(12) 16 (28) 60 0.39**
Memory 19 (33) 14 (25) 7(12) 16 (28) 72 0.55
Eyesight/Hearing 14 (25) 17 (30) 2(4) 2(4) 91 0.80
Mobility 17 (30) 23 (40) 7(12) 7(12) 79 0.64**
Continence 6(10) 8(14) 2(4) 5(9) 87 0.61**
Physical health 31 (54) 32(56) 2(4) 1 (2) 84 0.69**
Drugs 22 (39) 22 (39) 3(5) 4(7) 72 0.50**
Psychotic symptoms 4(7) 7(12) 1 (2) 5(9) 87 0.54**
Psychological distress 22 (39) 24 (42) 10(18) 15 (26) 61 0.41**
Information 6(10) 8(14) 3(2) 1 (2) 80 0.29
Deliberate self-harm 5(9) 6(10) 1 (2) 1 (2) 91 0.57**
Accidental self-harm 3(5) 7(12) 1(2) 4(7) 84 0.35**
Abuse/Neglect 2(4) 3(5) 2(4) 2(4) 95 0.65
Behaviour 2(4) 4(7) 0(0) 2(4) 95 #
Alcohol 1 (2) 1 (2) 0(0) 0(0) 96 -0.02
Company 12 (21) 20 (35) 6(10) 3(5) 64 0.31*
Intimate relationships 2(4) 5(9) 3(5) 4(7) 84 0.30*
Money 20 (35) 21 (37) 3(5) 9(16) 73 0.54**
Benefits 3(5) 3(5) 2(4) 3(5) 95 0.71**
Carer info (n =  46) 2(4) 11 (19) 0(0) 0(0) 80 0.25*
Carer distress (n — 50) 10(18) 18 (32) 5(9) 10 (18) 62 0.37**

Note: **/?< 0.001; */j<0.05.
# =  Kappa coefficient could not be calculated due to insufficiently spread data.

a need in the area o f carer distress, and even i f  they did 
fewer users saw the need as unmet in contrast to the 
views of the carers themselves.

Comparing staff and carer ratings

Table 4 presents ratings o f staff compared to ratings 
made by carers. The average Kappa co-efficient was 
slightly higher at 0.58 but overall agreement was only 
19%. Staff identified more met needs in the area o f 
deliberate self-harm and more unmet needs for com
pany. There were low levels o f agreement regarding 
need for information. The sections on carer needs also 
revealed that staff thought that carers had more needs 
concerning distress but most needs were met. In con
trast, fewer carers reported distress needs but gener
ally these were unmet.

Carers GHQ score was significantly correlated with 
the number of user’s needs they identified (0.53, 
p < 0.05), both met (0.42, p <  0.05) and unmet 
(0.43, p <  0.05). GHQ was not significantly related 
to needs (identified, met and unmet) as rated by staff 
or users. This indicates that the greater number o f

needs identified by the carers could be related to their 
own mental health problems.

DISCUSSION

This is the first major study comparing older people’s 
views o f their own needs w ith the views o f both the 
staff involved in their care and their informal carers. 
As such it makes an important contribution to the 
understanding o f how such perspectives differ. In gen
eral, the correlation between the individual areas o f 
need was reasonably good. Kappa coefficients were 
relatively lower. This may be due to a disparity 
between individual ratings made by user, carer, and 
staff despite the total correlation o f needs. Other pos
sibilities for this low Kappa even where agreement 
was high, included a low number of actual needs 
being identified or a possible skew in the distribution 
o f ratings. Overall, users w ith dementia rated fewer 
needs (both met and unmet) compared to their carers 
or relevant staff members, whereas users w ith func
tional disorders rated sim ilar numbers o f needs to 
staff and carers.
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Table 4. Staff and carer ratings of need in individual CANE areas

Staff vj Carer 
(« = 57)

Staff met 
need (%)

Carer met 
need (%)

Staff unmet 
need (%)

Carer unmet 
need (%)

%
Agreement

Kappa-
coefficient

Accommodation 4(7) 6(11) 4(7) 5(9) 86 0.52**
Household activities 28 (49) 29 (51) 9(16) 8(14) 79 0.65**
Food 28 (49) 26 (46) 5(9) 7(12) 75 0.58**
Self-care 24 (42) 26 (46) 6(11) 8(14) 75 0.59**
Caring for another 2(4) 1 (2) 1 (2) 2(4) 98 0.83**
Daytime activities 28 (49) 23 (40) 14 (25) 15 (26) 75 0.61
Memory 17 (30) 14 (25) 19 (33) 19 (33) 81 0.73**
Eyesight/Hearing 16 (28) 16 (28) 3(5) 4(7) 98 0.96**
Mobility 19 (33) 21 (37) 7(12) 8(14) 89 0.82**
Continence 10 (18) 7(12) 5(9) 6(11) 88 0.69**
Physical health 33 (58) 32 (56) 3(5) 1 (2) 81 0.63**
Drugs 16 (28) 23 (40) 4(7) 6(11) 76 0.58**
Psychotic symptoms 8(14) 7(12) 4(7) 6(11) 89 0.71**
Psychological distress 25 (44) 23 (40) 12 (21) 15 (26) 72 0.57**
Information 7(12) 8(14) 3(5) I (2) 81 0.38**
Deliberate self-harm 10 (18) 5(9) 1 (2) 1 (2) 80 0.26*
Accidental self-harm 12 (21) 8(14) 1 (2) 3(5) 86 0.60**
Abuse/Neglect 0(0) 2(4) 4(7) 2(4) 93 #
Behaviour 10(18) 5(9) 2(4) 2(4) 88 0.58**
Alcohol 1 (2) 1 (2) 0(0) 0(0) 96 -0.02
Company 20 (35) 23 (40) 7(12) 2(4) 65 0.37**
Intimate relationships 0(0) 5(9) 5(9) 2(4) 98 #
Money 14 (25) 19 10(18) 13 (23) 52 0.52**
Benefits 4(7) 3(5) 2(4) 3(5) 93 0.64**
Carer info 7(12) 12 (21) 1 (2) 0(0) 80 #
Carer distress 27 (47) 20 (35) 11 (19) 13 (23) 61 0.40**

Note-. * * p <  0.001 ; *p <  0.05.
# =  Kappa coefficient could not be calculated due to insufficiently spread data.

Results in  this study differed from those reported 
from other English-speaking research populations 
using the CANE. The main difference was that these 
studies found that users rated more needs (both met 
and unmet) compared to staff (Slade et a i, 1996, 
1998). There maybe several reasons for this discre
pancy; the knowledge base o f informants or differ
ences in the participant populations, such as age or 
casemix. In comparison w ith the group studied by 
Slade et a l (1996,1998) who were under 65, it is pos
sible that the older users in this study did not wish to 
draw attention to their needs because o f fears o f being 
a burden, low expectations, or resignation (Walters 
et a i, 2(X)1).

The Audit Commission (2002) and others (Crane- 
Ross et a l, 2(X)0) found that many older carers and 
users were confused as to what professional roles 
were and who had responsibility for providing which 
service. Other research found that health care users 
had only lim ited expectations o f what services they 
could receive (Walters et a l, 2000). This led to staff 
rating higher unmet needs for ‘objective’ services 
because they had more awareness than carers and 
users did about the services that were available. This

possible lack o f information for service users was also 
outlined in the national audit o f mental health services 
for older people in England, which found that only 
one in four areas had comprehensive information 
available for the older person themselves (Audit 
Commission, 2002).

The difference in findings could also have been due 
to the difference in the mental health problems preva
lent amongst the two populations. Slade et al's stu
dies included predominantly people with functional 
psychoses, whereas our study had mostly people with 
depression or dementia. The under-reporting of needs 
(both met and unmet) by people with dementia may 
be due to a number a reasons, such as memory pro
blems, lack o f insight, denial, or resignation. This 
finding is therefore worthy of further investigation.

This study contained a large number o f users, their 
carers, and staff members, however sometimes no 
carer was available or no staff member knew the indi
vidual well enough. Severe dementia also meant that 
some users could not participate in the CANE inter
view. Further work w ill be needed to replicate the 
finding of this study before any firm  conclusions 
can be reached.

Copyright ©  2003 John Wiley &  Sons, Ltd. Int J Geriatr Psychiatry 2003; 18: 803-811.
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With the increased emphasis on input from consu
mers about their health needs, there has been a greater 
focus on user’s views compared to those o f profes
sionals. Individual motivations and assumptions 
behind information gathered have also been under
scrutinised. Clearly perceptions o f need may differ 
between informants because they involve a value jud
gement. Additional research should be conducted on 
how these subjective perceptions relate to the defini
tion of ‘need’ , which has usually been normatively 
based (Carter et a l, 1996). It has now been widely 
accepted that users and carers should be centrally 
involved in the assessment and the review o f their 
needs with the agencies that provide care for them 
(Audit Commission, 2002; Department o f Health,
2001). In addition, where users and carers have not 
identified their own ‘needs’ (for what ever reason) 
then they would be less like ly to accept interventions 
which were intended to meet such needs.

This study has shown that the views o f patients, 
staff members, carers, or other proxy individuals were 
not interchangeable, even i f  the person was acting on 
behalf of the person and in their supposed best inter
ests. Instead the information gathered reflected a 
number o f possible influences on the person at any 
one point in  time. Every effort should be made to 
understand these influences so that individuals can 
have a program o f care agreed by all those involved 
(Audit Commission, 2002). Individualised plans that 
have incorporated strengths and potential resources 
already present for the individual should also result 
in better outcomes (Crane-Ross et a l, 2000). In parti
cular, assessment o f mental health needs must incor
porate users’ perceptions i f  individualised outcomes 
are to be optimised. Using the CANE explicitly incor
porated the user, carer, and staff views at every point. 
In this way it was possible to start to understand the 
similarities and differences between the varied per
spectives on the individual needs o f the older person.
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CLIFTON ASSESSMENT PROCEDURES FOR THE ELDERLY (CAPE)
Behaviour Rating Scale

P a t i e n t ' s  Name:

Hosp No:    D.Ô.B.
Current address/placement: _____________________

A
P
A
T

Please ring the appropriate number for each item
1. When bathing or dressing, he/she requires:

- no assistance q
- some assistance 2.
- maximum assistance 2

2. With regard to walking, he/she:
P - shows no signs of weakness 0
H - walks slowly without aid,
Y or uses a stick 1

S - is unable to walk, or if able
I to walk, needs frame, crutches
C or someone by his/her side 2
A 3. He/she is incontinent of urine and/or faeces (day or night):
L - never 0

- sometimes (once or twice per 
week) 1
frequently (3 times per week 

D or more) 2
E 4. He/she is in bed during the day (bed does not include couch,
P settee etc):
E - never 0
N - sometimes 1
D - almost always 2
A 5. He/she is confused (unable to find way around, loses
N possessions, etc):
C - almost never confused 0
Y - sometimes confused 1

- almost always confused 2
6. When left to his/her own devices, his/her appearance (clothes

and/or hair) is:
- almost never disorderly 0
- sometimes disorderly 1
- almost always disorderly 2

7. If allowed outside, he/she would:~ never need supervision 0
- sometimes need supervision 1
- always need supervision 2

8. He/she helps out in the home/ward:
- often helps out ^
- sometimes helps out ^
- never helps out ^

9o He/she keeps him/herself occupied in a constructive or useful
activity (works, reads plays games, has hobbies, etc).

“ almost always occupied
- sometimes occupied 2
- almost never occupied
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10. He/she socialises with others:
- does establish a good 

relationship with others o
- has some difficulty establishing 

good relationships 1
- has a great deal of difficulty 

establishing good relationships 2
11. 'He/she is willing to do things suggested or asked of him/her

- often goes along q
- sometimes goes along 1

- almost never goes along 2
12- He/she understands what you communicate to him/her (you may 

use speaking, writing or gesturing):
- understands almost everything

you communicate . 0
- understands some of what you 

communicate 1

- understands almost nothing of 
what you communicate 2

13. He/she communicates in any manner (b y .speaking, writing or 
gesturing):

- well enough to make him/herself 
easily understood at all times

- can be understood.sometimes or . 
with some difficulty
- can rarely or never be 
understood for whatever reason

14. He/she is objectionable to others during the day (loud or 
constant talking, pilfering, soiling furniture, interfering 
with affairs of others):

- rarely or never 0
- sometimes
- frequently

15. He/she is objectionable to others during the night (loud or 
constant talking, pilfering, soiling furniture, interfering 
in affairs of others, wandering about, etc):

- rarely or never
- sometimes
- frequently

16. He/she accuses others of doing him/her bodily harm or steai] 
his/her personal possessions - if you are sure the accusatic 
are true, rate zero, otherwise rate one or two :

- never
- sometimes
- frequently

17. He/she hoards apparently meaningless items (wads of paper, 
string, scraps of food, etc):

- never
- sometimes
- frequently

18. His/her sleep patter at night is:
- almost never awake (
- sometimes awake
- often awake
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C l i e n t s  Name:

Hospital number:
Eyesight :
tick which applies)

Hearing:
tick which applies

0
I

o

[

3

can see (or can see with glasses)
- partially blind
- totally blind
- no hearing difficulties, without

hearing aid
- no hearing aid, though requires 

hearing aid
- has hearing difficulties which 

interfere with communication
- is very deaf

Score

Rated by
Date

Staff/Relative
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GUlDKf.IKES ON USING THE HAin’HEI. INDEX

BLADDEH

GROOMING

TOILET

FEEDING

TRANSFERS

MOBILITY

DRESSING

2 =

1 =  

0 =

0

2

1

0

C ontin en t. I f  enema or s u p p o s i t o r ie s  are  required  
a b le  to  do i t  h im s e l f .

O ccasion a l a c c id e n t  -  once a week. Needs help  w ith  eneraa 
In c o n tin e n t .

2 = C on tin en t.  Able to  u se  c a th e te r  i f  n ecessa ry .

1 = O ccasion a l a c c id e n t ,  l e s s  than once w eekly . Needs
help  w ith  c a t h e t e r .

0 = In c o n tin e n t .

1 = Independent. Able to  do a l l  p erso n a l ta sk s  such as
sh av in g , t e e t h ,  w ashing hands and f a c e ,  brushing h a ir .

0 = Dependent. R equires some h e lp .

2 = I n d ^ d e n t .  Able to  handle c l o t h e s ,  wipe s e l f ,  f lu s h
t o i l e t  /  empty commode, co m p le te ly  unaided.

1 = Needs h e lp .  Unable to empty commode, manage c l o t h i n g .

0 = Dependent. Unable to manage w ithout major a s s i s t a n c e .

2 = Independent. Able to  u se  any n ecessary  equipment. Feeds
in a reason ab le  t im e. Able to  use condiments, spread  
bu tter  e t c . .

1 = Needs help  e . g .  c u t t i n g ,  spreading b u t te r ,  but feed s  s e l f .

0 = Requires : c ed in g .

3 a Independent. No help: Includ es  lo c k in g  w heelchair i f
n ecessary .

2 -  Minimal h e lp .  In c lu d es  v e r b a l  su p e r v is io n  and minor
p h y s ic a l  h e lp ,  such as g iv e n  by not very strong  sp ou se .

1 = Major h e lp .  Able to  s i t  unaided but needs much h e lp .

0 = Dependent. Needs h o i s t  or com plete l i f t  by twp p e o p le .
Unable to  s i t .

3 = Indendent. May use  any a id  except r o l l i n g  walker: speed
not important. (Used to  be 50m, but about house i s  
e q u iv a le n t ) .

2 = Needs h e lp .  Verbal or p h y s ic a l  s u p e r v is io n ,  in c lu d in g  h e lp
up onto zimmer frame or o th er  h e lp  stand in g .

*
1 = Independent in  w h e e lch a ir .  Must be a b le  to  n e g o t ia t e

corners a lo n e .

= Im obile. In c lu d in g  b e in g  wheeled by another.

= Independent. Manages a l l  fa s te n in g s (L a d ie s  need not  
include b r a /c o r s e t .

s  Requires minimal helpq e . g .  support t o  stand from one 
a s s i s ta n c e  w ith  f a s t e n in g s .

-  Dependent. R equires co n s id era b le
359
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BATHIKG

2 =  I n d e p e tu l e n t .  MusL c a r r y  w a l k i n g  a i d  i f '  used.

1 = Needs h e l p .  P h y s i c a l  or v e r b a l  s u p e r v i s i o n ,  c a r r y i n g
a i d  e t c . .

0  = Unable .  Needs l i f t  ( e l e v a t o r ) ,  or cannot  n e g o t i a t e  s t a i r :

1 = F u l l y  in d e p e n d e n t .  A b le  t o  g e t  in and out  o f  the  bath  /
shower,  wash a l l  o v e r .

0 = Dependent.  R e q u i r e s  h e l p  or s u p e r v i s i o n .
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Barthel Activities of Daily Living Index

Rame : Ward : Hospital Ro,

A c t iv i t y Max

Bowels 2

Bladder 2

Grooming 1

T o i l e t  Use 2

Feeding 2

T ransfers 3

M o b il ity 3
•

D ressing 2

S t a ir s 2

Bathing 1

TOTAL 20
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APPENDIX VII : GENER.AL HEALTH QUESTIONNAIRE

Please read this carefully:

Wc should like to know if  you have bad any medical complaints, and how your health has been in general, over 
the past few  weeks. Please answer A T  T.  the questions simply by underlining the answer which you think most 
nearly applies to you. Remember that we want to know about present and recent complaints, not those you had 
in the past. It is important that you try to answer A LL the questions.

Thank you very much for your co-operation.

HAVE YOU RECENTLY:

1 - been able to concentrate Better Same Less Much less
on whatever you’ re doing? than usual as usual than usual than usual

2 _ lost much sleep over Not No more Rather more Much more
worry? at all than usual than usual than usual

3 felt that you are playing More so Same Less useful Much less
a useful part in things? than usual as usual than usual useful

4 felt capable of m aking More so Same Less so Much less
decisions about things? than usual as usual than usual capable

5 felt constantly under Not No more Rather more Much more
strain? at all than usual than usual than usual

6 felt you couldn’t overcome Not No more Rather more Much more
your difficulties? at all than usual than usual than usual

7 been able to enjoy your More so Same Less so Much less
normal day-to-day activities? than usual as usual than usual than usual

8 been able to face up to More so Same Less able Much less
your problems? than usual as usual than usual able

9 • been feeling unhappy and Not No more Rather more Much more
depressed? at all than usual than usual than usual

10 been losing confidence Not No more Rather more Much more
in yourself? at all than usual than usual than usual

11 been thinking o f yourself Not No more Rather more Much more
as a worthless person? at all than usual than usual than usual

12 been feeling reasonably More so About same Less so Much less
happy, all things considered? than usual as usual than usual than usual

Items are coded 0-0-1° I , A cutting off point of^ 3  positive answers



INSTRUCTIONS: This survey asks for your views about your health. This information will help keep track 
of how you feel and how well you are able to do your usual activities.

Answer every question by marking the answer as indicated. If you are unsure about how to answer a 
question, please give the best answer you can.

1. In general, would you say your health Is:

(circle one)

Excellent ...........................................................................................................................1

Very good ........................................................................................................................ 2

G o o d ...............................................   3

Fair .  ........................................................................................................................ 4

Poor ...........................................................................................................................5

2. Compared to one year ago, how would you rate your health in general now?

(circle one) 

 1Much better now than one year ago ....................................................................

Somewhat better now than one year a g o ................................................................... 2

About the same as one year ago   .............................................................................3

Somewhat worse now than one year ago ................................................   4

Much worse now than one year a g o .......................................................................... 5

Copyright ® 1992 Medical Outcomes Trust
All rights reserved.
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3. The following questions are about activities you might do during a typical day. Does your health 
now limit you in these activities? If so, how much?

(circle one number on each line)

ACTIVITIES
Yes, 

Limited 
A Lot

Yes, 
Limited 
A Little

No, Not 
Limited 
At All

a. Vigorous activities, such as running, lifting heavy 
objects, participating in strenuous sports

1 2 3

b- Moderate activities, such as moving a table,
pushing a vacuum cleaner, bowling, or playing golf

1 2 3

c. Lifting or carrying groceries 1 2 3

d. Climbing several flights of stairs 1 2 3

e. Climbing one flight of stairs 1 2 3

f- Bending, kneeling, or stooping 1 2 3

g. Walking more than a mile 1 2 3

h. Walking half a mile 1 2 3

i. Walking one hundred yards 1 2 3

j. Bathing or dressing yourself 1 2 3

4. During the past 4 weeks, have you had any of the following problems with your work or other regular 
daily activities as a result of your physical health?

(circle one number on each line)

YES NO

a. Cut down on the amount of time you spent on work or 
other activities

1 2

b. Accomplished less than you would like 1 2

c Were limited in the kind of work or other activities 1 2

d Had difficulty performing the work or other activities (for 
example, it took extra effort)

1 2

Copyright ® 1992 Medical Outcomes Trust 
All rights reserved.
(U.K. Version of Standard SF-36 Health Survey)
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5. During the past 4 weeks, have you had any of the following problems with your work or other regular 
daily activities as a result of any emotional problems (such as feeling depressed or anxious)?

(circle one number on each line

YES NO

a. Cut down on the amount of time you spent on work or other activities 1 2

b. Accomplished less than you would like 1 2

c. Didn’t do work or other activities as carefully as usual 1 2

6. During the past 4 weeks, to what extent has your physical health or emotional problems interfered with
your normal social activities with family, friends, neighbours, or groups?

(circle one)

Not at all ...................................................................................................................... 1

S lightly .......................................................................................................................... 2

Moderately................................................................................................................... 3

Quite a bit ................................................................................................................... 4

Extremely..................................................................................................................... 5

7. How much bodily pain have you had during the past 4 weeks?

(circle one)

N o n e ........................................................................................................................  1

Very m i ld .........................   2

M ild .............................................................................................................................. 3

M oderate....................................................................................................................

Severe ..........................................................................................................................^

Very severe .................................................................................................................®

Copyright ® 1992 Medical Outcomes Trust
All rights reserved.
(U.K. Version of Standard SF-36 Health Survey)
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8. During the past 4 weeks, how much did pain interfere with your normal work (including both work 
outside the home and housework)?

(circle one)

Not at all ....................................................................................................................1

A little b i t ................................................................................................................... 2

Moderately................................................................................................................. 3

Quite a bit ................................................................................................................. 4

Extremely.........................  5

9. These questions are about how you feel and how things have been with you during the past 4 weeks. 
For each question, please give the one answer that comes closest to the way you have been feeling. 
How much of the time during the past 4 weeks -

(circle one number on each line)

All 
of the 
Time

Most 
of the 
Time

A Good 
B it of 
the 

Time

Some 
of the 
Time

A Little 
of the 
Time

None 
of the 
Time

a. Did you feel full of life? 1 2 3 4 5 6

b. Have you been a very nen/ous 
person? 1 2 3 4 5 6

c. Have you felt so down in the 
dumps that nothing could cheer 
you up?

1 2 3 4 5 6

d. Have you felt calm and 
peaceful?

1 2 3 4 5 6

e. Did you have a lot of energy? 1 2 3 4 5 6

f. Have you felt downhearted and 
low? 1 2 3 4 5 6

g. Did you feel worn out? 1 2 3 4 5 6

h. Have you been a happy 
person?

1 2 3 4 5 6

i. Did you feel tired? 1 2 3 4 5 6

Copyright ® 1992 Medical Outcomes Trust
All rights resea/ed.
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10. During the past 4 weeks, how much of the time has vour physical health or emotional prohlems 
interfered with your social activities (like visiting with friends, relatives, etc.)?

(circle one)

All of the time .........................................................................................................1

Most of the time .................................................................................................... 2

Some of the time .................................................................................................... 3

A little of the time .............................  4

None of the tim e...................................................................................................... 5

11. How TRUE or FALSE is each of the following statements for you?

(circle one number on each line

Definitely
True

Mostly
True

Don’t
Know

Mostly
False

Definitely
False

a. 1 seem to get ill more 
easily than other people

1 2 3 4 5

b. 1 am as healthy as 
anybody 1 know

1 2 3 4 5

c. 1 expect my health to get 
worse

1 2 3 4 5

d. My health is excellent 1 2 3 4 5

Copyright ® 1992 Medical Outcomes Trust
All rights reserved.
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