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SUMMARY

Objectives. To audit and evaluate the introduction of a novel support service for younger people with dementia,
their families and the professionals caring for them.

Design. A retrospective review of all calls received by a telephone helpline over a 2-year period.
Setting. CANDID (Counselling and Diagnosis in Dementia) o�ers direct access, by telephone and e-mail, to

specially trained nurse/counsellors who record the caller's query, provide emotional support and practical advice. In
addition to general advice, clinical details are held for patients registered with the service so that the advice given can
be tailored to the patient's speci®c need and routed via the general practitioner for action. Advice is reviewed by a
consultant neurologist and a psychiatrist.

Subjects. Callers to the CANDID helpline, who made a total of 1121 calls.
Main outcome measures. Details of the caller and of the patient they were caring for. Reason for calling and advice

given to the caller.
Results. Of the 1121 calls received during the ®rst 2 years of operation, 547 were `registered' calls relating to

241 individual patients where more speci®c advice could be given through the GP. The remaining 574 `generic' calls
were from members of the public and healthcare professionals who had heard about the service and were seeking
information and advice. Reasons for calls were divided into three broad categories: general information; clinical
advice; and advice on social issues. Among the registered callers, 50% of calls were for clinical advice. Letters were
sent to GPs on 67 occasions; 48 (56%) provided information only for the GP, 16 (24%) advised a secondary referral
and eight (12%) advised on the use of speci®c medication.

Conclusions. The service has become rapidly accepted and used by families of patients and members of the public.
Healthcare professionals have made less use of the service than anticipated, but it is hoped that this will increase as
information about the service becomes disseminated. # 1998 John Wiley & Sons, Ltd.
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Dementia is a devastating condition at any age
and one which requires specialist investigation and
management. The prevalence of dementia rises

with age, but is not exclusively a condition of
the elderly. In the UK there are an estimated
17 000±19 000 patients where the disease started
before the age of 65 years. Alzheimer's disease
is the commonest single cause of dementia at all
ages, with a prevalence of 34.6 per 100 000 in
the 45±65-year age group (Newens et al., 1993;
Alzheimer's Disease Society, 1993). However,
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other dementias such as Creutzfeldt-Jakob Disease
(CJD), frontotemporal dementia (FTD) (encom-
passing Pick's disease and non-speci®c degenera-
tion), dementia with Lewy bodies (DLB) and other
rare causes of dementia may account for more than
50% of the diagnoses in patients under the age of
65 years (Harvey et al., 1996).

Although these numbers represent a signi®cant
healthcare problem, there are likely to be only
100±150 cases of young onset dementia, at any one
time, in a local health district. Such small numbers
present di�culties when planning comprehensive
local services (Williams, 1995). Given these small
local numbers, an individual general practitioner
may only see a few of such patients during their
career.

SERVICES FOR YOUNGER PEOPLE
WITH DEMENTIA

The process of investigation and diagnosis of
dementia may result in considerable burden on
the family and other caregivers (Walton and
Roques, 1994; Newens et al., 1994; Delany and
Rosenvinge, 1995; Sperlinger and Furst, 1994). For
younger su�erers and their families this burden
may be further compounded: more extensive or
invasive investigations are required; there are often
employment or ®nancial issues (Walton, 1995); and
young children may still be living at home (Quinn,
1996). The result is that care is often fragmented
and a good service frequently depends upon the
presence of an interested specialist working in the
local service (Quinn, 1996; Williams, 1995).

A number of specialized local services have been
developed. In Liverpool, services to this patient
group are provided by a nominated consultant
(Wilson and Grocott, 1993), a regional memory
clinic and with the back-up of a dedicated day
centre. The patient group they serve has high levels
of psychiatric morbidity, with more than 20% of
the population needing to move into residential
care during a 1-year follow-up study (Ferran et al.,
1996).

By contrast, in Manchester, services are provided
by both old age psychiatry and neurology. In a case
note review of these services, the old age psychi-
atrists tended to be referred older and more
behaviourally disturbed patients. However, investi-
gation was more thorough for those referred to the
neurologists (Allen and Baldwin, 1995).

In Southampton, old age psychiatrists and
community psychiatric nurses provide the majority
of the support to younger people with dementia,
and as in Liverpool, high levels of behavioural
disturbance were found (Delany and Rosenvinge,
1995). Many local services are hampered by the
small numbers of cases, and the di�culty of
allocating scarce resources in this situation. In the
above studies, 59 cases were identi®ed in Liverpool,
28 in Manchester and 27 in Southampton. This
fragmentation of services has been recognized
by the Alzheimer's Disease Society (Alzheimer's
Disease Society, 1995), who have now published
a consensus review and strategy document to
encourage local health authorities to establish
their own local need and provision of services to
this group (Alzheimer's Disease society, 1996).

THE DEVELOPMENT OF THE
CANDID SERVICE

Since 1991, there has been a specialist clinic for
dementia and cognitive disorders at The National
Hospital for Neurology and Neurosurgery. The
clinic has encouraged the referral of younger people
with dementia (those under the age of 65 years at
the onset of the disease), as well as older people
with atypical dementias. The clinic is multi-
disciplinary, with the involvement of neurologists,
psychiatrists, neuropsychologists and specialist
nurse/counsellors. From its inception, an import-
ant component of the clinic has been the provision
of support and advice to carers by the nurse/
counsellors (Walton and Roques, 1994). This
advice ranges from providing information about
diagnosis and medical investigations to ensuring
that patients and carers are receiving the appro-
priate state bene®ts (Walton, 1995) and are in
contact with local services. The clinic is a national
referral service and attracts patients from through-
out the UK, and by contrast to the small numbers
of cases seen in local services, more than 150 new
referrals are seen each year, with over 500 patients
in ongoing follow-up. However, once the diagnosis
has been established, and the illness is progressing,
the need for specialist neurological investigation
decreases, while the need for support and advice
increases; yet by this stage patients and carers ®nd
it increasingly di�cult to travel to an outpatient
clinic in London.

To resolve some of these problems, and to
provide a source of support that is available
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throughout the illness, the CANDID (Counselling
and Diagnosis in Dementia) service was launched
in February 1995. The service is primarily a
telephone helpline, though enquiries can also be
made in person, by post and by electronic mail
(e-mail). In addition to providing advice and
support by telephone, the nurse/counsellors see
carers of patients on the wards and a small number
of carers who attend in person, having had an
initial telephone consultation.

CANDID: AIMS AND OBJECTIVES

A central aim of CANDID is that it should be more
than a simple source of information, and that it
should have the ability to in¯uence and alter the
care and management of younger patients with
dementia. Moreover, it should have a holistic
approach, liaising with professionals and family
members, providing advice on the practical, social
and legal issues of these diseases as well as the
medical aspects. Finally, the service aims to be
truly `CANDID' with patients and carers, encour-
aging open discussion about diagnosis and the
sharing of information.

In summary, the primary aims of the service are:

1. To provide a point of contact and information
for patients and carers before, during and after
the process of investigation and diagnosis of a
dementia, both at The National Hospital and
elsewhere.

2. To provide clinical management advice
and guidance to the GP on patients who either
have been seen in the clinic or where the
GP has referred the patient and provided
clinical information which is recorded on the
CANDID database.

In addition, the secondary aims have been:

. To act as a source of expert knowledge and
advice to doctors and other professionals caring
for a younger person with dementia

. To provide an education and liaison service in
the ®eld of young onset dementia, organizing
regular educational courses for healthcare pro-
fessionals

. To develop a communication network to co-
ordinate the activity of other services providing
care for this group of patients

. To provide information and support to the
families of people with inherited dementias.

CANDID di�ers from other services by aiming
to provide medical advice and intervention at a
distance, which can be speci®c to the individual
and be targeted at either the patient, carer, GP or
other healthcare professional. Senior medical
supervision of such a service is vital, and informa-
tion systems were developed to ensure adequate
record-keeping and to assist medical review of
advice given.

There has been no coordinated promotion of the
service, but articles have appeared in the local and
national press, there have been presentations at
conferences and meetings and a world Wide Web
site and e-mail mailing list have been established.
This article presents an evaluation of the ®rst
2 years of the service.

METHOD

CANDID has no age barrier, but has been tailored
to the needs of patients where the disease has
started before the age of 65 years and promoted for
this group of people and their carers. General
information was collected on every caller, and
where the call related to a patient who was under
our clinical care or who had been registered with
the service by the GP, the CANDID database
record was linked to the patient's record within the
clinical database. To encourage complete recording
of all information, facilities were built into the
database (Microsoft Access 7.0) to provide weekly
activity reports, summaries of problems and advice
given for consultant review and automatic merging
of the information into a letter to the GP.

Calls were divided into two main groups for
analysis. First, a `registered' group, which consisted
of calls relating to patients under our clinical care
or where a GP or consultant had speci®cally
referred the patient to CANDID for support. For
those who were not existing patients of The
National Hospital, clinical details were requested
from the referrer and the patients were registered
with the hospital patient administration system.

The second, `generic' group were calls which did
not fall into the ®rst group, ie neither patients
under our care nor clinically referred patientsÐ
these were predominantly people who had heard
about the service from articles in the media. Both
registered and generic groups were provided with a
general information service which could include
general information on clinical matters, but only
`registered' patients received speci®c clinical advice
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via a letter to their GP. Clinical advice was de®ned
as being directly applicable to the individual
patient, and likely to alter their clinical manage-
ment and outcome.

Data collected for each call included the name,
sex and address of the caller; generic callers were
permitted to remain anonymous, but whenever
possible a postcode was requested to allow geo-
graphical analysis of the origin of the call. The
caller was asked what connection they had with a
person with dementia.

Each call was assigned to a broad content
category and free text ®elds were provided in the
database for a more detailed clinical description of
the nature of the call and the advice given. In cases
where a letter was sent to the GP, these free text
®elds were merged into a standard letter template.
Educational activities and representations at pro-
fessional meetings and conferences were also
recorded over the 2-year period.

The data captured by the database for the 2-year
period from the launch of the service were extracted
and analysed using Microsoft Excel and SPSS for
Windows. The free text contents of letters sent to
GPs were separately extracted, coded and analysed.
All data were anonymized prior to analysis and
identi®ed geographically by the ®rst four letters of
their postcode.

RESULTS

Table 1 provides a summary of the 1121 calls
received between February 1995 and February
1997, with information on the sex of the caller and
patient and the relationship of the caller to the
person with dementia. Fig. 1 shows the distribution
of calls over time, with division into generic and
registered callers. Table 2 gives the distribution of
the calls by UK standard region; there was no
statistical di�erence between the distributions of
generic and registered calls. Table 3 summarizes the
reasons for each call and the action taken by the
specialist nurse.

In 67 registered cases a letter was sent to the GP;
the text of these letters was reviewed and reasons
for the letter being sent were identi®ed. In 38 cases
the letter was considered to provide useful informa-
tion for the GP should the patient or carer sub-
sequently attend the surgery. In 16 letters there was
a recommendation that a referral should be made
to another professional, four recommending a
referral to a local physician or neurologist, ®ve for

community psychiatric nurse referral, four to an
allied healthcare professional (social worker, com-
munity nurse, occupational therapist) and three to
the local palliative care team. Eight letters made
speci®c recommendations regarding medication.

Table 2. Regional distribution of calls received by
CANDID

UK region Generic Registered Total

South East 296 371 667

South West 64 56 120

North West 45 25 70

Yorkshire and Humberside 25 37 62

West Midlands 56 4 60

East Midlands 20 16 36

Scotland 39 2 41

East Anglia 12 16 28

Wales 6 12 18

North 8 7 15

Northern Ireland 3 1 4

Table 1. Calls to the CANDID helpline

Generic Registered Total

No. of calls

Actual no. of calls 574 547 1121

No. of individual patients 241

Mean calls per patient

(range)

2.21 (1±14)

Sex of caller*

Female 406 379 785

Male 122 158 280

Not recorded 46 10 56

Sex of patient

Female NK 159

Male NK 263

Type of caller*

Primary family carer 144 329 473

Secondary family carer 86 119 205

Patient 17 32 49

General practitioner 13 28 41

Hospital doctor 17 3 20

Social worker/care

manager

78 19 97

Community nurse 45 9 54

Interested enquirer 125 125

Worried well 49 8 57

*For registered patients, more than one caller may call about an
individual patient, and each may have called more than once,
thus the sex and type of the caller relates to the total number of
individual registered calls.
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Five letters recommended a programme of
behavioural monitoring and provided standard
forms via the GP for the carer to complete. The
carers completed the forms for a 2-week period and
returned them to CANDID. On three of the ®ve
occasions simple behavioural interventions were
recommended as a result of the monitoring.

For registered patients, the diagnoses of the
a�ected individuals are summarized in Table 4. The
mean age at onset of the disease in the registered
patients was 54 years (SD 11 years, range 15±75
years). Using the date of birth of the patient, the
date of the call and the recorded age at onset of the
disease, the mean length of illness at the time of the
call for the patients was 6.6 years (SD 3.2 years,
range 1±17 years).

Examining the numbers of calls made by each
caller and the sex of the caller showed that male
callers called a mean of 1.3 times (range 1±8 calls,
N� 280 calls), while female callers called 1.7 times
(range 1±14, N� 785 calls), a non-signi®cant
di�erence. There were no signi®cant di�erences in
the reasons for the call by sex of the caller.

Over the 2-year period CANDID organized and
ran four teaching courses, two professional fora
and a conference on Pick's disease attended by a
total of 287 people. Regular teaching commitments
were established with three university nursing
courses and CANDID was coopted to four
national committees. Additionally, presentations
on CANDID were given at 17 national meetings

Fig. 1. Distribution of calls over time

Table 3. Reasons for calls and action taken

Generic Registered Total

Reason for call

General information 392 112 504

Clinical advice given 143 274 417

Subject of advice

Diagnosis 53 159

Treatment 25 79

Genetics 65 36

Social care advice 39 161 200

Action following call

Call discussed with

consultant

250 287

Letter sent to GP Ð 67

Letter/information sent

to caller

140 45

Personal counselling given 2 37

Caller registered for

training courses

154 21

Table 4. Diagnoses of registered patients

Diagnosis (registered patients)

Sporadic Alzheimer's Disease 75

Frontotemporal dementia 72

Familial Alzheimer's disease 33

Dementia with Lewy bodies 12

Vascular dementia 9

Creutzfeldt-Jakob disease 8

Other dementia and diagnoses 32
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and conferences and at one international meeting.
There was also publicity from appearances on
national and local radio programmes and regional
television.

DISCUSSION

CANDID is the ®rst UK telemedicine project in
the ®eld of dementia. Telemedicine has become
established in other areas such as radiology,
pathology, dermatology and cardiology (Halvorsen
and Kristiansen, 1996; Grigsby, 1995; Guze et al.,
1995). Telemedicine is a process that uses tech-
nology (telephones, the internet, multimedia) to
support medical care and has often been employed
as a cost-saving measure in areas with a widely
dispersed population over a large geographical
area (Ferguson et al., 1995). Although it is some-
times thought of as a high tech process involving
video conferencing, this simply re¯ects the areas
in which it has initially been applied, such
as radiology and cardiology; very much cheaper
projects can be successfully developed using
simpler technology such as the telephone alone.
CANDID is such a service, which serves a small
population of patients and their carers who are
distributed across the UK; its telemedicine model
also di�ers from others, enclosing the caregiver/
patient in a loop with the service (Fig. 2). Unlike
other telemedicine projects, where the expert is at a
distance and advises local sta�, CANDID seeks to
interact directly with the caregiver, using the GP

to close the loop and deliver any management
changes.

Within the NHS, private and charity sectors
there has ben a rapid growth in the number of
telephone helplines in the past 10 years. The initial
publicity for CANDID resulted in approximately
half the calls being `generic', primarily requests for
information. However, of the 547 calls concerning
`registered' patients, the majority (274) were for
speci®c information and for 67 calls letters were
sent to the patient's general practitioner, with 29 of
these recommending a change in the clinical
management. This represents the major di�erence
between CANDID as a telemedicine resource and a
simple helpline; speci®c advice based on knowledge
of the patient's disease can be given, and the service
aims to be active in improving patient manage-
ment.

On reviewing the diagnoses of the patients whose
carers made registered calls, almost one-third had a
diagnosis of frontotemporal dementia. This group
includes the frontal lobe degenerations and Pick's
disease. The presentation of this type of dementia is
very di�erent to AD and relatively little printed
information is available about the disease for
caregivers. CANDID facilitated the setting up of
a caregiver-led Pick's Disease Support Group that
currently has 298 members and meets regularly at
venues around the country. Forty-four per cent of
the patients had AD, with a third of these having
an autosomal dominant family history. CANDID
was able to relay details of genetic discoveries
as these occurred (Sherrington et al., 1995) and

Fig. 2. Models of telemedicine services

# 1998 John Wiley & Sons, Ltd. INT. J. GERIAT. PSYCHIATRY, VOL. 13: 381±388 (1998)

386 R. J. HARVEY, P. K. ROQUES, N. C. FOX AND M. N. ROSSOR



answer questions on the genetic aspects of the
disease on 101 calls. Other rare dementias, particu-
larly CJD, were the topic for many calls, including
a number from the carers of eight patients with
clinical CJD. The recognition of new variant CJD
(Will et al., 1996) and the media interest in the UK
`BSE crisis' resulted in a surge of calls in mid-1996
(Fig. 1).

It is notable that among the generic callers
requesting clinical advice information, 58% con-
cerned genetics. These calls were mostly from
people with a family member a�ected by dementia
who were worried about their own risk of develop-
ing the disease.

A broad range of carers and professionals have
used the service. It was an intention of the service
to provide a source of expert advice to pro-
fessionals; however, that only 5% of calls were
from doctors and only 13% from nurses and social
workers suggests that this aim has not been
achieved. Nevertheless, among the nurses and
social workers who called, 80% requested more
information about courses and 55% subsequently
attended one of the CANDID professional edu-
cation courses. This suggests a dedication among
this group of callers to seek the best care for the
people they are looking after.

CONCLUSIONS

CANDID represents a new concept in providing
care for a group of patients with rare diseases. Since
its inception it has had a rapid uptake with carers,
although doctors and other professionals have
made relatively less use of the service than was
originally anticipated. It is hoped that as know-
ledge of the service spreads, so it will increasingly
be used by GPs and other professionals. The ®rst
2 years have been a learning and development
process and caution has been exercised over
interventional aspects of the service. However, for
28% of the calls regarding registered patients,
contact was made with the GP with the intention of
facilitating and supporting local services for the
patient.

CANDID also o�ers an exceptionally scaleable
model of care for younger people with dementia.
We are currently developing proposals to expand
CANDID on both a national and European level.
Local CANDID o�ces would be able to take calls
from carers in several districts, with information
technology used to route complex queries back to

the central CANDID hub. Moreover, this model of
service may be applicable to rare diseases other
than young onset dementia.
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