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CHAPTER 1

Small Scale Service Evaluation Project

Patterns Of Referral To The Rehabilitation Unit,

Airbles Road, Motherwell

Written for in-service presentation



Introduction

The focus of rehabilitation services in the U.K. during the last 30 years has moved from long stay
patients of mental hospitals, to people receiving psychiatric care in the community. The reasons for this

shift in emphasis have been both professional and political.

The UK. government has committed itself to community services through a series of white papers :
‘Better Services for the Mentally I1I' (1975), 'Caring for People' (1989); and its policy document "The
Care Programme Approach' (1990). However, the governments underlying philosophy 1s driven by
fiscal policy, rather than treatment gain. Fortunately these policies have complemented professional
thinking, with the benefits of community based care being demonstrated in model services across the

world (e.g. Stein and Test, 1980).

For many years psychiatric rehabilitation functioned solely by helping long stay psychiatric patients,
with relatively stable illnesses, re-acquire the necessary skills to enable them to resettle in the
community. However, now that the majority of these long term patients have left hospital, a new picture
of rehabilitation clients is emerging. These people have complex mental health problems, often with
unstable illnesses and challenging behaviour. These clients require the long term support of flexible
services, and treatment interventions to suit their long term needs. A wider concept of rehabilitation is

thus necessary.

Bridges et al. (1994b) summarises rehabilitation as ' a process which aims to minimise the negative
effects of the dynamic relationships between biological, psychological, functional and environmental
factors, and maximise the persons latent abilities and strengths' (p4). Shepherd (1995, 1991) has
emphasised the dynamic interaction between functioning and environmental supports, and suggests that

improving functioning may be a part of the rehabilitation process, but is not synonymous with it.



These definitions are thus a far cry from the 'resettlement' models of the 60s and 70's, where providing a
person with skills was the only goal. Today's rehabilitation services are geared toward supporting

people function at their optimum level despite their disabilities.

Definitions of rehabilitation are important as they not only shape service provision, but provide
templates for quality assurance and performance indicators (cf. Jenkins, 1990). The present free market
for health services ensures that funding and commissioning of services is based upon the evaluation of

local catchment populations, profiles of unmet need, and the accurate evaluation of existing services.

This paper is a result of an on-going attempt to effectively analyse the outcome of referrals to the
rehabilitation unit, Airbles Road, Motherwell. This is in part a consequence of the need to monitor
developments since the rationalisation of Hartwood Hospital, and in part a consequence of the

accountable purchaser / provider environment in the health service.

The Airbles Road rehabilitation unit has been functioning in its present capacity since April 1990.
Before this time the official rehabilitation unit was based in Ward 28 Hartwoodhill Hospital, in
conjunction with Hartwood House, which has been used for rehabilitation since October 1989. The
Airbles Road unit continues the role of Ward 28 (now a Psychiatric Intensive Care Unit) with greater
access to community services, and hence provides a more realistic picture of how patients function in a

community setting.

The Airbles Road unit is a 17 bed inpatient unit under the medical supervision of the Rehabilitation
Consultant. There is also the capacity for 6 day patient places with a programme of care run by an
Occupational Therapist (OT) and a staff nurse. There is multi-disciplinary input into the unit including

Psychiatry, Clinical Psychology, Occupational Therapy, Social Work and Nursing. All referrals,



assessments, admissions, treatments and reviews are conducted through this multi-disciplinary team

(MDT).

At present the unit in Motherwell has a Lanarkshire wide remit taking referrals from the three districts
(Hamilton / East Kilbride; Motherwell / Clydesdale ; Monklands / Cumbemauld). This includes both
community and hospital referrals. However, with the recent opening of the Coathill House rehabilitation

project, referrals from the Monklands district should be significantly reduced in the future.

Referral to the unit is a three stage process :

1) Referrals are received on brief standardised forms (RI). These forms contain basic information
regarding personal details; diagnosis; history; reason for referral etc. These referral forms are then

presented at MDT meetings.

2) An initial interview is completed by two members of the team to assess suitability for trial at the unit.
This assessment is completed on RII standardised forms and covers the patients knowledge of the
referral; presentation; motivation for rehabilitation etc., and includes the recommendation of the

AaSSCSSOrs.

3) The results of the assessment process are reported to the next MDT meeting, and a decision is made
on acceptance or rejection of the referral. If the patient is accepted for trial they will be either admitted

to the unit, or placed on the waiting list for the next available placement.



Objectives

The main aims of the study were threefold :

1) To provide quantitative and qualitative data on the referrals received by the rehabilitation unit;

2) To provide statistics on admissions and discharges to the unit;

3) To establish the effectiveness of the current data collection procedures for the first two aims.

This data could then be used to inform the Lanarkshire Healthcare NHS Trust of the present

performance of the unit together with possible future needs; provide a platform to argue for the

financing for extended service delivery; provide information to refers' as to appropriate referrals; and

shape a continuing and extended audit of service delivery by the rehabilitation unit.



Methods

A data collection form was drawn up to collate all the necessary data. It had four main points of focus :

Personal Details : D.O.B.; sex; unit number; living circumstances etc.

Referral Information : when; by whom, diagnosis; reason for referral; medication etc.

Assessment / Admission Data: date of assessment; outcome; date of admission; diagnosis on admission

etc.

Discharge Data : date of discharge; reason for discharge ; destination etc.

These forms were then completed for each patient referred for the period 1/1/94 - 31/12/94. This was
achieved by analysis of the RI and RII forms previously collated by staff at the unit. However, it
quickly became apparent that many of these forms were missing and even those that were available did
not always contain the relevant information. In these cases, minutes of the MDT meetings were accessed
in an attempt to complete missing data, and if necessary case notes were obtained. In a minimum of
cases critical information (acceptance / rejection of referral) was completed by informal discussion with
unit staff. Admission and discharge data was extrapolated from books kept by the consultants at Airbles

Road.



Results

The results of the data collection were analysed and are described below. Much of the information is

presented in table form for ease of access. The results appear under the following headings :

1) Referral Characteristics
2) Diagnosis at Referral
3) Origin of Referrals
4) Outcome of Referrals
5) Admissions and Discharges
6) Additional Information
1) Reasons for referral
i1) Specific problems of patients referred.

111) Alcohol abuse secondary to diagnosis

1. Referral Characteristics

During 1994 there were 38 referrals to the Airbles Road rehabilitation unit. There were 30 referrals for
the inpatient services (21 males; 9 females); and 8 direct referrals to the day patient rehabilitation

service (5 male; 3 female).

The age range of the referrals was 19 - 73 years. The mean age of the referrals to the inpatient unit was
41 years (37 years for males; 47 years for females). The mean age of referrals to the day service was 45

years (40 years for males; 52 for females).



2. Diagnosis at Referral

Table 1 contains the frequency of diagnosis of patients at referral. It must be emphasised that these

diagnoses were made by the referrer not by the rehabilitation consultant.

As can be seen in Table 1, schizophrenia is by far the most common diagnosis with 16 patients (42%)
receiving this diagnosis. If both the schizophrenia and paranoid schizophrenia categories are combined,
they account for 50% of the referrals. 18% of referrals were for alcohol abuse, and a further 8% were

patients with Wemicke - Korsakoff Syndrome.

Table 1. Diagnosis At Referral.

Diagnosis Male Female Total %
Schizophrenia 14 2 16 42.1
Paranoid 3 0 3 7.9
Schizophrenia

Schizo-Affective 1 1 2 53
Disorder

Senile Paranoid 1 1 2 53
Psychosis

Bipolar Affective 1 0 1 2.6
Disorder

Manic Depressive 0 1 1 2.6
Psychosis

Alcohol 4 3 7 18.4
Abuse

Wemnicke- 1 2 3 7.9
Korsakoff

Psychosis (drug | 0 1 2.6
abuse)

No Diagnosis 0 2 2 53
Total 26 12 38 100




3. Origin of Referral

Table 2 contains the frequency of referral from acute units, long stay units and community referrals for
1994. The acute wards provided the highest number of referrals to Airbles Road, accounting for 55% of
all referrals. The community sources provided only 18% of referrals, as did the Hartwood long stay
wards and intensive care unit combined. A small percentage of referrals (8%) came from the geriatric

wards at Law hospital.

Table 2. Origin of Referrals

Male Female Total %
Monklands Acute 3 3 6
Wards
Hairmyres Acute 5 5 10 55.2
Wards
Hartwood Acute 5 0 5
Wards
Hartwood Long 5 1 6
Stay/Rehab
Psychiatric I.C.U. 1 0 1 18.4
Law Hospital 1 2 3 7.9
Addiction Team 1 0 1
CPN 2 1 3
CMHT 1 0 1 18.4
Community 1 0 1
Consultant
Brain Injury Unit 1 0 1




4. Outcome of Referral

Table 3. Referral Acceptance Rates

Male Female Total %o
Accepted Inpatient 7 2 9 23.7
Trial
Accepted Day Trial 5 1 6 15.8
Not Accepted For 7 7 14 36.8
Trial
Accepted But 2 1 3 7.9
Declined
Assmt Declined / 5 | 6 15.8
Withdrawn

As can be seen in Table 3, 15 referrals (39.5%) were accepted for trial at Airbles Road. A further 7.9%
were offered a place but declined. In 3 cases patients referred for the inpatient unit were dgclined places
but were offered day care as an alternative. Initial interview assessments were not possible in 2 cases
(as they had discharged themselves from acute wards); a further 4 referrals were withdrawn (15.8% in

total).

A total of 14 referrals (36.8%) were not accepted for trial at Airbles Road. Table 4 contains the

frequency of reasons for non-acceptance into the unit.

Table 4. Reasons for non-acceptance of referral.

Male Female Total
Patients Clinically Unsuitable 3 2 5
Patients Unwilling 2 1 3
Patients Referred To Other Service 2 0 2
Unknown 0 4 4

The clinically unsuitable patients were either not stable enough (i.e. their illness was not stable), were
deemed to have unpredictable behaviour, or it was felt they would do better in a long term ward. One
referral was turned down as it concerned a Secretary of State patient and there were already two such

referrals in the unit already. It was felt unwise to accept the patient with present staffing levels.

10



5. Admissions and Discharges (from inpatient unit).

During 1994 there were 17 admissions and 17 discharges from the Airbles Road inpatient unit. Two
patients were admitted twice within the same year, temporarily returning to Hartwood acute wards for
two weeks and five months respectively. In one case a patient had experienced a rapid deterioration of
mental state whilst on a weekend pass, the other had written a suicide note and returned to an acute

ward for close observations. They both returned to their rehabilitation trial.

Seven of the 15 patients admitted in 1994 were given diagnosis on admission. Diagnosis was completed
by the consultant using ICD classifications. 3 patients received a diagnosis of schizophrenia, 2

personality disorder, 1 organic psychosyndrome and 1 paranoid psychosis.

Of the 17 discharges, 9 were to planned community settings (Table 5). The other discharges consisted of

5 permanent moves back to Hartwood acute wards, 2 patients returned to Hairmyres Hospital, and 1

patient died of myocardial infarction.

Table 5. Community Discharges

Nature of Placement No. of Discharges

Penumbra Housing, Wishaw

Loretto Supported Housing, Coatbridge

Comely Bank Hostel, Hamilton

| - GO

Home

11



6. Additional Information

The following information was recorded on the data collection forms in an attempt to gain a more in-
depth picture of the patterns of acceptance to the rehabilitation unit. However, as has been noted

already, much of the necessary data was missing and hence a fully accurate analysis is unavailable.

i) Reasons For Referral To Rehabilitation Unit

Table 6 contains brief descriptions of the referrers reasons for accessing the rehabilitation unit. In some

cases more than one reason was cited per referral.

The most common reason for referral was activities of daily living. These included 'domestic skills',
'personal hygiene', and 'functional skills'. 'Rehabilitation' was the second most frequent reason for
referral, although no more detailed information was provided. Changes in environment and

accommodation were also frequently sought.

Table 6. Reasons For Referral.

Reason For Referral Frequency
Activities of Daily Living 13
'Rehabilitation’ 9
Independent Accommodation 3
Better Environment Required 3
Social Skills 2
Assess Mental State and Behaviour 2
Not Coping At Home 1
Lacks Volition 1
Self Request 1
Missing Data 8

12



ii) Specific Problems of Patients Referred

This information refers to specific problems the patients experience secondary to their primary illness
(e.g. bipolar affective disorder and head injury). This data does not include alcohol abuse (see section 6

iii). Some referrals cited more than one significant problem.

Table 7 shows that there was considerable missing data on this section of data. However, the most
notable difference between accepted and non-accepted referrals, is behavioural problems (self harm,
violence etc.). For the 6 accepted referrals for which data was available, none were reported to exhibit

behaviour problems (although one referral did include verbal aggression).

Table 7. Specific Problems Experienced At Time of Referral (secondary to diagnosis).

Referral Accepted Referral Not Accepted

Paranoid Delusions (2) Self Harm (2)

Verbal Aggression Behaviour Problems (2)

Low Motivation Low Motivation (3)

Head Injury Head Injury

Seizures Rapid Mood Swings
Violent Behaviour

Missing Data 9/ 15 cases Missing Data 5/ 14 cases

13



iii) Alcohol Abuse Secondary to Diagnosis

Table 8 contains the number of patients referred who have alcohol problems secondary to their main
diagnosis. The table is split into two categories, schizophrenia and other diagnoses, for ease of clarity.
Refer to table 1 for full diagnostic breakdown. Table 8 excludes referrals of alcohol abuse and

Wernicke -Korsakoff Syndrome as a primary diagnosis.

37% of patients referred with schizophrenia (7/19) also have alcohol problems. Only 2 of those referred
with schizophrenia did not have alcohol related problems. By contrast none of the other primary
diagnosed disorders experienced difficulties with alcohol. There was once again a large proportion of
missing data.

Table 8. Number of Referrals With Alcohol Abuse Secondary To Primary Diagnosis
(excludes alcohol as primary diagnosis).

Primary Diagnosis Secondary Alcohol Abuse No Alcohol Abuse Missing Data
Schizophrenia 7 2 10
Other Diagnoses 0 3 6

14



Discussion

Traditionally in Lanarkshire, patients referred to rehabilitation services were from the long stay
population, often institutionalised with low level skills. However, the majority of these long stay patients
have now passed though the system and those old long stay patients remaining need either resettlement
into highly supported accommodation in the community, or relocation for those who require continued
hospital care. The pattern and type of referrals to the rehabilitation services is thus continuously

evolving.

As can be seen by the 1994 referrals, long stay wards (including rehabilitation wards) referred only 7
patients from Hartwoodhill (18% of referrals), whereas referrals from the district's acute wards
accounted for 55% of referrals. As has been discussed through the rehabilitation management group,
and specifically Dr. Mitchell's 'Discussion paper on rehabilitation services, December 1993', it is
increasingly likely that patients referred to the rehabilitation services will have only experienced acute

hospital admissions, and will no longer fit the traditional 'institutionalised patient' mould.

The increase in referrals from the acute wards can be partially accounted for by pressure for longer term
beds. With escalating energies being focused on long stay bed closures, accessing long term beds for
patients on admission wards becomes increasingly difficult. In addition, community care assessments
for those patients can be exceedingly time consuming, taking a number of months, and hence
recommendations for progression to suitable residential facilities may not be available. These factors
culminate in a low rate of bed turnover within the hospitals, resulting in patients becoming stuck in
admission wards. This situation has been highlighted by occasions in the recent past whereby every
psychiatric bed in Lanarkshire has been occupied. The rehabilitation services thus become part of the

'dumping grounds' for patients occupying expensive admission ward beds.

15



As the main Hartwood and Hartwoodhill sites have decreased in their primary function of long stay
psychiatric care, the rehabilitation unit has become more accessible to a wide range of community
services. Community sources were responsible for 18% of referrals in 1994. These included referrals
from the Community Mental Health Team (CMHT) and the Community Addictions Team. The role of

community referrals is likely to continue expanding in the near future.

One interesting referral pattern is the lack of women referred from the Hartwood hospitals. Only one
woman was referred from a long stay ward, whereas 5 men were referred from long stay / rehabilitation
wards, and 5 from acute wards. Does this reflect differing priorities of referral for men and women at
Hartwood ? Or does it reflect more opportunities for accessing residential facilities for women, thus
reducing the need for the rehabilitation beds ? Some light may be shed on this issue by the types of

patients being referred to rehabilitation.

As would be expected in this population (Groves, 1990 ; Shepherd, 1991), schizophrenia is the most
frequent illness being referred to the service, accounting for 50% of all referrals. There were no
diagnoses of neurosis, with the remaining referrals clustering on other forms of psychosis and alcohol

related problems.

The most notable feature of the referral diagnoses was the predominance of males with schizophrenia.
Only two out of 19 referrals of schizophrenia were women. This means that 44% of the total referrals to
the rehabilitation unit were males with schizophrenia. A very similar picture has been reported at the
national level, where younger new long stay patients are predominantly single men with schizophrenia
(Lelliot et al., 1994). These trends may reflect the possible differences in the development of
schizophrenia in men and women. As men tend to develop their illness at an early age, social
development is disrupted which in turn may lead to increased social difficulties and associated

behaviour problems. Women tend to develop schizophrenia at a later stage in life by which time their

16



roles and skills have already been established. The distinct 'illness careers' of men and women with
schizophrenia may thus present different challenges, with men more likely to require a rehabilitation

service.

Alcohol abuse accounted for 18% of referrals (increasing to 26% if Korsakoff Syndrome referrals are
included). Of the 7 referrals, 4 were for the inpatient unit , and 3 for the day service. 3 referrals were
accepted, 1 referral was passed on to other services, 1 patient declined a trial, and 2 patients did not
attend the initial assessment. Within the referrals there were also several patients who abuse alcohol
secondary to their primary illness. These patients were predominantly people with schizophrenia (7 / 19
referrals), although with 16 referrals missing data regarding alcohol abuse , this may not be the entire
picture. Smith and Hucker (1994) have reported high co-morbidity of schizophrenia and substance
abuse, and also report that schizophrenics may be at an increased risk of behaving violently when
intoxicated. This has been an issue within the rehabilitation unit in the past, where aggression to both
staff and residents has been particularly disruptive. Caan and Crowe (1994) studied readmission rates
of patients who had both problems with drinking and a psychotic illness. They found patients with
schizophrenia were especially prone to readmission if alcohol or drug abuse was a co-morbid factor. It
appears therefore that these individuals may have particularly high levels of needs which should be
identified and met. Discussions on how these needs can be best assessed and catered for in Lanarkshire

need to be established.

Although alcohol abuse was the most frequently cited problem secondary to the patients primary
difficulties, other specific problems were included on the referral forms. These included challenging
behaviours (e.g. violence and self harm); head injury; delusions; motivational problems; and social skill
deficits. Because of the variety of special needs in this population, patients very often fall into more than
one service category (e.g. rehabilitation and community mental health). This situation can be problematic

when planning treatments and accessing services for these patients. These examples of multiple

17



difficulties, emphasise the fact that the patients in the rehabilitation services are a heterogeneous
population, who require individual programmes of care. The individual problems of the patients referred

undoubtedly influence the acceptance / non-acceptance of the referral.

Overall 40% of referrals were accepted for trial at Airbles Road. A further 8% were offered a trial but
declined. Of the accepted referrals 80% were male (12 / 15 accepted referrals). As many of the RII
forms had not been completed in detail, only a preliminary analysis of acceptance / non- acceptance
patterns could be completed. The reason for rejection of the referral was unknown in about one third of
cases. However, the main reason for non -acceptance of the referral was 'clinical unsuitability'. This
appears to have two subcategories : unstable illness and unpredictable behaviour. Examples of unstable
illness include rapid cycles of mood, and examples of unpredictable behaviour include the desire to

choke people.

In studying the specific problems of accepted / rejected patients (table 7), the most notable difference
between the two is problems of challenging behaviour. Whilst severely challenging behaviour is
obstructive in any setting, it is perhaps most difficult to manage in a small residential unit. The effects
of a patient's behaviour must be analysed not only in terms of its frequency and severity, but also in
terms of its effects on the other patients and the rehabilitation environment itself. It is therefore perhaps
no surprise that issues of challenging behaviour distinguish accepted and rejected referrals. Challenging
behaviour is a considerable drain on service resources in many locations (Cushion and Edwards, 1994),
and has been used to argue for the continuation of limited hospital based rehabilitation services (Bridges
et al., 1994a). If this preliminary analysis of acceptance patterns is valid for Lanarkshire rehabilitation
services, a needs assessment should be completed for individuals displaying challenging behaviour so

their long term needs, and the appropriate accompanying resources, can be planned for.

18



A further point of concern with resources is the Secretary of State restricted patients referred to the
service. While only one referral was made from the Psychiatric Intensive Care Unit, two people were on
CPA 376/379 sections (Criminal Prosecution Act) and five were Section 18 Mental Health Act status.
With regard to government policy to increase the rehabilitation of offenders in community settings,
Gournay (1995) reports that it is imperative not to under estimate the necessary resources to cope with
such patients. While Secretary of State patients require extensive long term rehabilitation, and are being
referred to the rehabilitation unit, it is important to provide adequate resources to provide for them. This

may particularly apply to staffing levels.

Access to a wide range of community based resources is critical for an effective locally based service.
The importance of a wide variety of good housing provision has been advocated by many over the years
(Bachrach 1994; Shepherd 1991); and it has been a challenge confronting the Lanarkshire mental health
services for some time. Most patients who come through the rehabilitation system require some level of
supported accommodation (although some manage their own tenancies), yet there is little available. In
1994, 5 patients were discharged to supported accommodation, and 4 were discharged to their own
home. With too few accommodation resources being commissioned, there is a stagnation of beds in the

rehabilitation services, resulting in waiting lists being utilised.

Other issues compound the blocked flow of discharges from the unit. As funding is attached to long stay
discharge patients whose bed closes behind them, Airbles Road residents are disadvantaged as no
resource transfer is secured for them. A further sticking point for finding supported accommodation is
the 'means testing' of patients who are not receiving housing benefit. Patients who may have to pay for
their accommodation are less likely to want to move on if it means losing part of their own revenue. The
present stagnation of planned discharges is likely to be exacerbated by the increase in referrals from

acute wards as very often these patients are homeless, or their previous home situation has collapsed.

19



As the rehabilitation unit is effectively blocked, the number of referrals the unit receives may not
accurately reflect the real need for the service. Referrers may be less frequently attempting access to the
service in the knowledge that only small numbers go through the system at any one point in time. If a
more efficient referral - discharge programme could be maintained, an increase in service referrals

seems likely.

While the process of acceptance / rejection of referrals by the unit is one evaluative exercise, the reasons
why patients are referred to the unit is an entirely separate issue. The most frequently cited reason for
referral was in connection to daily living skills. These included personal hygiene and domestic skills that
patients required assistance with. However, the second most frequent reason for referral was
'rehabilitation’. While it is entirely reasonable to expect the rehabilitation unit to assess every patient for
their own individual needs, and tailor packages of treatment to meet them, referring patients for
'rehabilitation’ is perhaps a little too vague to be of any use at all. This statement by at least 9 referrers
raises the questions Do referrers know what services they are referring the patient to? and Do they know
what to expect out of such a referral? The reasons why patients should be referred to the Airbles Road

unit thus seems to be a point for future education of referrers.

At present the role of the unit and the definition of the rehabilitation it provides is not clear. Referrers
have little information as to what constitutes an appropriate referral and receive sparse feedback as to
why a patient has been not been accepted to the unit. The function of the unit needs to be clarified and
its boundaries with other services established (for example the relationship between referral to the
CMHT and the rehabilitation services). With increasing emphasis on the power of purchasers, and the
role of service evaluation, optimum process and outcome data will be reliant on succinct service remits

in establishing effective service provision for the population needs.

20



In summary, the pattern of referrals to the Airbles Road rehabilitation unit is becoming more
community focused, receiving referrals from multiple agencies; and becoming less focused on old long
stay populations. The service is hence no longer purely skills based in its approach, but is becoming
increasingly holistic in its view of rehabilitation clients. Approximately half of the referrals involve
people with schizophrenia, and approximately one quarter of referrals are related to alcohol abuse.
Patients often have a multitude of related problems including challenging behaviour, head injury,
seizures and motivational problems. The most notable subgroup of referrals involve people with
schizophrenia who also abuse alcohol. 80% of accepted referrals are men. A preliminary study of
accepted or rejected referrals suggests severe behavioural difficulties as a dissection point. The main
challenge facing the unit appears to be moving patients on to appropriate accommodation, and finding
suitable services to support them. Issues regarding the exact definition of the unit and its remit in
relation to other mental health services, as well informing the referrers of appropriate referrals, need to

be addressed.

Analysis of Data Collection Procedures

13% of RI and RII forms were missing. The forms were rarely complete, specifically the RII initial
assessment sheets. Frequently the ‘'recommendations of the team' section was blank, as was the 'present
needs / intervention required' section. The basic information of if a trial was to be offered and the reason
for rejection / acceptance of referral was the most important missing information. This data would have
enabled a more specific analysis of patterns of acceptance into the rehabilitation unit. Although this
information could have probably been obtained by interviewing staff, one aim of this study was to

establish the effectiveness of current data collection procedures. These were found to be patchy at best.
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For the minimum statistics to be effectively collated, the only changes to the system need to be full
completion of the RI and RII forms, and the addition of an outcome of the MDT meeting. This would

enable accurate data collection on numbers of referrals, origin of referrals, and acceptance patterns.

However, if a more complete audit is required, a data collection form should be formulated. This form
could then include : background data such as family circumstances, drug / alcohol abuse, convictions,
living skills etc.; assessment data ; waiting list time; admission date; details of treatment; discharge date;
nature of discharge; drugs on admission / discharge etc. This form of data collection would require a
more committed approach from the unit however, as updates would be required after initial assessment.
The time taken to complete such data collection may also have knock on effects on other competing

'therapeutic' staff duties.

Recommendations

1. Establish an effective data collection mechanism.
This should be designed to catch data related to number of referrals; outcome of referrals;

admission; treatment; discharge.

2. Define the role and position of the unit.
This should include a concise definition of the unit, its remit, and its relationship to other
services. This can be achieved through the continuing work of the Rehabilitation Planning

Group, and communication with appropriate purchaser and provider units.

3. Provide written information to referrers.
This should include the definition and remit of the unit as established above; and indicate the

nature of appropriate referrals.
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4. Assess the impact of the ‘dual diagnosis' of schizophrenia and alcohol / substance abuse.
The service needs to establish the magnitude of the problem and the needs of this particular

group of patients.

5. Address the needs of rehabilitation patients who display challenging behaviour.

A service wide audit is required to establish the current treatment options, and plan future

approaches, for dealing with people who display challenging behaviour.
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CHAPTER 2

Major Research Project Literature Review

The HIV Antibody Test : Exits and Entrances.

Written for submission to AIDS CARE : Appendix 1 contains notes for contributors.
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HIV testing has become one of the main strategies for prevention of HIV infection across the world.
The behavioural and psychological outcomes of HIV testing have varied across studies. There are many
methodological problems which hinder firm conclusions being drawn. It does appear however that
counselling and testing can decrease risk behaviours, at least in the short term. Regardless of the
outcome literature, HIV testing should be recommended on the grounds of early access to medical
treatment. However many individuals with high risk factors for HIV infection have not been tested for
HIV. Potential barriers to testing include fear of a positive test result, fear of stigma, and fear of losing
friends or partners. Furthermore concerns over the anonymity of the testing process and increased
anxiety at having to wait for test results prevent many of those at high risk from entering the testing
process. The main limitations to these conclusions are the focus on the gay male population and the
predominantly American orientation to these studies. Factors that encourage or inhibit HIV test seeking

are needed in other risk populations and in the UK health care setting.
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Introduction

The test for the HIV antibody, which causes AIDS , has now been available for over ten years. In this
time, the HIV test, in conjunction with counselling, has become one of the main strategies for prevention
and early detection of HIV infection throughout the developed world. Counselling and testing enables
individuals to determine their antibody status, make informed decisions based upon this knowledge,
change the behaviours that put themselves and others at risk, and seek medical care if HIV positive

(Philips & Coates 1995).

Since it’s inception in 1985, HIV testing has been a contentious issue and continues to be a source of
great debate. Originally, testing received a rather negative press. Widespread utilisation of HIV testing
was prevented by fears concerning the accuracy of the test (Meyer & Pauker, 1987); lack of medical
treatments and risk of psychological problems (Pollack, 1992); and the real fear of discrimination for
those who tested positive (Bayer, 1991; Shilts, 1987). More recently however, testing for the HIV
antibody has been wholly encouraged due to the development of greater understanding of HIV
transmission routes and the advantages of risk reduction practises, together with the development of

treatments to delay disease progression (Friedland, 1990).

The U.K. government has now developed a proactive policy towards testing as the demand for testing
has increased (Beardsell, 1994). Department of Health guidelines (Pl/Co 1992) encouraged wider
testing and the development of alternative testing sites. Some services (eg GUM clinics), now offer

testing to all clients, instead of only those who request testing.
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The aim of this article is to look at two distinct aspects of the HIV testing literature:

1. What are the behavioural and psychological outcomes of HIV counselling and testing ?

2. What factors influence a persons decision to enter the testing process ?.

The paper will attempt to review the available research, and highlight issues which need to be

addressed.

What are the behavioural and psychological outcomes of HIV counselling and testing ?

One of the main aims of HIV testing is to reduce risk behaviours of both HIV positive and HIV negative
individuals. Pre- and Post-test counselling sessions provide education to reduce behaviours that put the
individual at risk of future infection if HIV negative; and to change behaviours to protect the future
partners of those who are HIV positive. However, evidence that risk reduction occurs following

counselling and testing, is mixed at best.

A review by Higgins et al (1991) established the effectiveness of counselling and testing for certain risk
groups, as measured by a set of variables including condom use, sexual partners, needle sharing etc.
Studies of gay men reported substantial reductions in risky behaviours among both tested and untested
men; and some reported greater decreases among the seropositive men than among the seronegative men
and those untested or unaware of their serostatus. For intravenous drug users (IVDUs) reductions in
intravenous drug use was reported, along with some sexual risk behaviour reduction. However, all
subjects were simultaneously in methadone maintenance programmes, so the unique effect of
counselling and testing cannot be distinguished. Higgins et al (1991), reported little impact of
counselling and testing on incidence of pregnancy and/or termination for either seropositive or

seronegative women. Heterosexual couples with one infected partner showed substantial risk reduction.

29



There are a number of methodological problems with these studies (see Beardsell, 1994), the main one
being the lack of any control or comparison group (Higgins et al 1991). With regards to the long term
effects of HIV testing on risk reduction practises, it is almost impossible to distinguish the specific
effects of counselling and testing from the multitude of other factors that will influence individual’s
behaviour, for example, media campaigns, changes in cultural norms and changes in individuals’
relationships. In addition, studies that look at behaviour change are always faced with the possibility
that individuals may have made significant changes in risk behaviours in the period prior to entering the
testing process (Jacobsen et al 1990). It is also possible that individuals who initially adopt safer sex
behaviours “relapse” over time and engage in unsafe sex once more (Stall et al 1990; see Hart et al
1992 for a critique of the concept of relapse). Some investigators have even found counselling and
testing to increase risk behaviour (eg Otten et al 1993), although these effects appear to be limited and

again confounded by methodological weaknesses (Chamot et al 1995).

One of the uncontrolled factors between each study of behaviour change following counselling and
testing is the counselling itself. A wide variety of professionals undertake pre- and post-test counselling
and there is limited research on what actually occurs within sessions. Large variation in content and
approach to counselling have been found by Silverman (1990) and there is evidence of different testing
uptake rates for different counsellors (Meadows et al 1990). Clearly, pre- and post-test counselling

content needs to be more accurately assessed and its role in initiating behaviour change established.

Providing patients with positive test results is never going to be an easy task for counsellors and this
may reflect the dissatisfaction patients express with receiving their test results. Pergami et al (1994),
studied the views of thirty HIV positive patients regarding the communication of their test results. Only
30% were satisfied with the way they were told their diagnosis. This supports similar results by

McCann & Wandsworth (1991). The way in which a positive test result is conferred to individuals will
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clearly effect their emotional reaction to such news. Various studies have assessed the effects that HIV

testing can have on mental health.

Studies have consistently found that receiving negative results is associated with reductions in
psychological distress (Ostow et al 1989; Perry et al 1990). However, notification of positive results
has produced inconsistent findings. Earlier studies , such as Jacobsen et al (1988) and Cleary et al
(1988) found significant levels of psychological distress following a positive test result; however, Perry
et al (1990) found that levels of distress upon notification did not increase, and decreased significantly
at ten week follow up. The most notable difference in the Perry et al (1990) study is the use of

extensive post-test counselling utilising cognitive behaviour therapy.

From the evidence reviewed it is apparent that variation in content and quality of HIV counselling may
explain the inconsistent findings for both behavioural and psychological outcomes of testing. This is an

issue that needs further exploration.

Further information on how to make counselling and testing a useful primary prevention strategy is
needed so that the testing experience can facilitate optimal numbers of people to protect themselves and
others from the virus (Philips and Coates, 1995). This does not mean however that counselling and

testing should not be encouraged on other grounds such as early access to treatment (Beardsell, 1994).
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What factors influence a persons decision to enter the testing process?

Assuming that early access to antiretroviral and prophylactic medications, and reduction of risky
practices are both possible, and desirable, then those most at risk should be encouraged to enter the
counselling an testing process. It appears however that a large proportion of these people are not
seeking testing. Studies have demonstrated that between 30 and 70% of people with high risk factors
have not been tested for the HIV antibody (Berrios et al, 1993; Anderson et al, 1992; Kalichman and
Hunter, 1993). Furthermore, research in both the US and the UK has established that many people are
tested late in their course of HIV infection, and hence delayed initiating medical care (Wortley et al,
1995; Wenger et al, 1994, McCann & Wadsworth, 1991). Despite these findings few studies have
examined factors which influence HIV test decision making, and the barriers to entering the HIV testing

process.

Reasons For Testing.

Studies that have examined reasons for taking the HIV test have mainly focused on gay men (eg Myers
et al, 1993; Lyter et al 1987). A few studies have researched the views of women (Beevor & Catalan,
1993) and IVDUs (Sonnex et al, 1989). Reasons for having the HIV test include reduction of stress
associated with not knowing serostatus; a belief of exposure to infection due to prior risk behaviour; and
need for confirmation of serostatus to inform future decision making. In an interesting study by Lupton
et al (1995), the authors used qualitative interviews to discuss sociocultural meanings surrounding the
HIV test in low risk individuals. they reported less obvious reasons for testing such as pressure from
parents and lovers, a symbolic closure or commencement of a sexual relationship, and notions of

responsibility and purity on the part of test uses.
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Barriers To Testing

Potential barriers to entering the testing process include: fear of stigma and discrimination (Myers et al,
1993; Jacobson et al, 1990); fear of coping with positive test results (Coates et al 1988); potential for
adverse consequences in social relationships (Lyter et al 1987); and perceived lack of need for testing

(Perry et al, 1990, Bauman & Siegal, 1987).

As stated in a recent study of gay men by Stall et al (1996)

‘in interpreting these reasons for not getting tested, it should not be forgotten what HIV testing
means to an individual with a history of behavioural risk: it is a test to determine whether one is
infected with a virus for which there is no known cure, which is likely to result in painful
debilitation and eventual death, and may result in overt discrimination even among men who are

open about their sexual orientation’ (p157).

The results of the Stall et al study found that over 50% of their sample endorsed each of the following
as justification that they did not need testing: they’ve maintained their health; they were already doing
all they could to stay healthy; fear of stress of getting test results; denial of risk of infection; and AIDS
related discrimination. In one of the few studies involving STD clinic patients, Kalichman et al (1996)
found that untested subjects feared testing and had a sense of not knowing if they needed to be tested. In
contrast, those seeking testing believed testing would help them feel better about their health. They also
found that subjects lacked accurate information about testing procedures employed by the clinic,

specifically the difference between confidential and anonymous testing.

33



Concerns over anonymity of testing appear to be a major barrier to testing . Kegeles et al (1990) found
that on self administered questionnaires, all sexual orientation and gender groups expressed reluctance
to obtain testing if anonymity were not assured. Bisexual men were especially concerned about seeking
testing if there was mandatory reporting. Kegeles et al make the point that these men may be ‘closeted’
to their partners about their sexual orientation and were particularly concerned that their partners may
find out. Philips et al (1995) analysed 3175 people in high risk US cities who had HIV risk factors.
They reported that 7% planned to be tested and 30% would get tested if no one could find out the
results. They concluded that options to increase testing rates should be explored, including easily

accessible test sites together with policies and procedures to increase perceptions of testing privacy.

Counselling and testing is provided at a number of differing sites inclucimg GUM clinics, drug services,
specialist HIV services, family planning clinics and by GP’s. Knowledge of, and easy access to these
services is thus essential for effective counselling and testing provision. Valdiserri et al (1993) studied
American adults knowledge of HIV testing and availability. They found the 3 most frequent responses
were private doctor (42%), hospital or emergency room (23%), and ‘don’t know / not sure’ (12%).
Hong and Berger (1994) evaluated 3 distinct counselling and testing settings (scheduled confidential,
scheduled anonymous, confidential walk in), and found each attracted clients with differing levels of risk
behaviours. The importance of developing and maintaining multiple access sites for at risk individuals

in thus advocated.

The findings of Valdiserri et al (1993) in the US raise particular issues of concern regarding use of
GP’s in counselling and testing. Studies in the UK have shown GP’s to have negative attitudes towards
HIV related issues (Boyton et al, 1988), and ambivalence to whether they should be offering any HIV
service at all (Hoolaghan et al, 1993). Furthermore, Hoolaghan et al reported that only 27% of their
survey of GP’s never or only sometimes discussed safer sex guidelines when patients asked about HIV

testing, and 11% never or only sometimes offered counselling to patients who requested HIV tests.
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These findings obviously have dire consequences in terms of behavioural risk reduction following
testing at GP clinics. A review of GP’s provision of HIV services and training in HIV related

counselling seems necessary.

The length of time patients have to wait for test results may also play a role in accessing services.
McCann and Wadsworth (1991) found that 34% those tested had to wait a week for their results, 29%
waited for 2-3 weeks, and 14% waited over 3 weeks. Patients views of the testing experience have
highlighted these delays for results as cause for concern. Davies et al (1993) found that a tenth of gay
men interviewed reported anxiety over waiting for test results as a reason for not being tested. Although
same day testing has been advocated by the Department of Health (PL/CO(92)5),there have been no

reported evaluations of this testing service in comparison to other methods of providing test results.

From the studies reviewed it appears that both physical availability and psychological access ( Myers et
al 1993) appear to affect utilisation of testing services. However all of the studies quoted have
researched individual elements of either service provision or social / psychological barriers to testing.
There is a need to evaluate these elements in combination across a range of risk groups, so effective

testing services can be established, and policies developed to maximise utilisation of services.

Particular areas that need research are the different formats of providing testing results eg same day
testing versus one week testing; and confidential vs. anonymous testing. It is imperative that users of
services are consulted on these issues, as it is their confidence and ease of access to services that needs

to be established.

There are still very few studies that examine the exact nature and course of an individuals decisions to
enter the testing process. Although there are many reasons why an individual seeks testing, the factors
that inhibit and encourage the person to seek a test site, go for pre-test counselling, decide to take the

test and return for results are not well established.
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Summary and conclusions

Decreases in high risk behaviours have been found following HIV antibody testing accompanied by
counselling. The usefulness of counselling and testing as an integral part of primary prevention strategy
has been advocated. However, effective HIV prevention requires multi-faceted approach at the national,

community, interpersonal and individual levels (Choi & Coates, 1994).

In addition other benefits of testing occur to those who are seropositive in the form of early medical
treatment. Thus the barriers to entering the HIV testing process need to be identified, to accordingly
change service provision. Analysis of service users experiences and requirements for model HIV testing

services thus need to be researched.

There are several limitations to all of the evidence reviewed in this paper. Firstly much of the work is
conducted in the united states and there are questions as to how well this translates to the UK. The main
drawbacks are the differences between the private health care system involving health insurance, and the
more socialised health service system in the UK. This may apply particularly to the work on testing
sites. Secondly, the majority of the work conducted in the HIV testing field utilises gay men. Although
in the western world they are still the most at risk group of individuals, research needs to generalise its
work to further incorporate heterosexuals, women, couples and minorities. Thirdly, the role of differing
testing facilities is not clear eg between specialist HIV testing centres and GUM clinics. Each may have

different significance to the clients they serve (cf. Hong & Berger, 1994).
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CHAPTER 3

Major Reasearch Project Proposal

Factors affecting GUM clinic attenders decisions and intentions to seek HIV testing.
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SUMMARY

The identification of factors that encourage or inhibit an individual to enter the HIV testing process has
become a matter of importance in HIV testing research. Recent evidence suggests that approximately
40% of individuals with high risk factors have not been tested for the HIV antibody. The incorporation
of health behaviour change models into HIV testing research has been advocated as a means to greater
understanding of individuals decisions to seek testing. Another identified factor is the association
between perceived risk, actual risk behaviours and their predictability of intention to be tested. Research
has shown that people with risk factors do not necessarily perceive themselves to be at risk.
The present study intends to compare 3 groups of subjects categorised by their HIV testing status
(already tested, getting tested and not testing) in order to :
(i) evaluate factors that predict HIV testing using the model of health care utilisation as its conceptual
framework (Andersen and Newman, 1972)

(ii) analyse some of the factors that encourage or inhibit seeking an HIV test in this population
The research is to be conducted in 2 GUM (Genito-urinary medicine) clinics in the Forth Valley Health
Board area, by means of a self administered questionnaire developed from previous research and results

of semi-structured interviews conducted in a pilot study.

Ethical approval is to be obtained from Forth Valley Health Board.
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INTRODUCTION

It is a major decision for any individual to take an HIV test, with multiple costs and benefits to be
weighed. A positive result informs the individual that they have contracted a terminal illness, with
potential associated burdens including stigmatisation, rejection and isolation. Alternatively a negative

result may bring relief and increased optimism regarding an individuals future.

Although the actual numbers of HIV tests has increased over time, recent research has identified that
approximately 40% of individuals with risk factors have not been tested for the HIV antibody (Berrios
et al., 1993). Furthermore research in both the U.S. and in the U K. has found that HIV + individuals
were tested late in their course of HIV infection (Elliot, 1996; Wortley et al., 1995). The identification
(and removal) of factors which prevent or delay persons with risk factors from seeking testing, and if
posttive from seeking early medical care, is an issue which must be addressed in all high risk

populations (Phillips and Coates, 1995; Wortley et al., 1995).

Potential barriers to testing identified in previous research with gay men include : fear of a positive test
result (Siegal et al., 1989); fear of stigma / discrimination (Myers et al., 1993); and negative
consequences in relationships (Lyter et al., 1987). The confidence placed in the anonymity of the test
process is another potential barrier to testing. There is evidence that individuals of all risk groups will
only consider testing under strict confidential or anonymous conditions (Phillips et al., 1995; Kegeles et
al., 1990). Other barriers to testing include perceived lack of need for testing; lack of awareness of

availability of testing, or of access to it; and lack of knowledge of early medical treatment.

There are two main limitations to these findings. One is the specificity to a particular subset of the
testing barriers in each study e.g. reasons for not being tested, lack of knowledge, or confidence in
anonymity. Few studies, if any, have investigated a range of these barriers within differing high risk
populations. And secondly, gay men have been the target group in the majority of these studies, and the

findings may not replicate to other risk groups.

The interaction between risk behaviours, risk perceptions, and intentions to be tested, has been identified
as a specific area for future research (Philips and Coates, 1995). Some studies have found that people
with risk factors do not necessarily perceive themselves to be at risk for HIV infection (Kelly et al.,
1990; Bauman and Siegal, 1987). Other studies have reported that individuals with high risk factors
have adequate perceptions of their own risk (Van der Velde et al., 1994). The association between

perceived risk and seeking testing is also in dispute. Several studies (Meadows et al., 1993; Myers et
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al., 1993) found perceived risk to be a leading reason for seeking testing, whereas a more recent paper

did not report this finding (Wortley et al., 1995).

Although perception of risk has been identified as a critical component in many models of health
behaviour change (Gillies and Carballo, 1990), it may not in itself be sufficient for behaviour change.
Other factors such as health beliefs and perceived control over ones health may also have a crucial role
to play. Although theories such as The Health Belief Model (Janz and Becker, 1984) and Health Locus
of Control (Wallston et al., 1978) have been utilised in programmes to reduce high risk HIV behaviours
(e.g. Kelly et al., 1990), they have not been used extensively in predicting HIV testing intentions in risk
populations. A major criticism of much previous research on the HIV testing process has been its lack

of theory.

The model of health care utilisation has been used in prior studies to conceptualise the factors that
predict both intentions to be tested and actual HIV testing. The model hypothesises that predisposing
characteristics (e.g. demographics, health beliefs), enabling characteristics (e.g. family resources), and
need characteristics (e.g. perceived and actual risk of disease) influence utilisation. This model can thus
be used to determine the interaction between risk behaviours, perception of risk and testing intentions, as

well as the role of health beliefs in predicting intentions to be tested.

Present study

The present study intends to compare 3 groups of subjects categorised by their HIV testing status

(already tested, getting tested and not testing) in order to :

(i) evaluate factors that predict HIV testing using the model of health care utilisation as its conceptual
framework (Andersen and Newman, 1972)

(ii) analyse some of the factors that encourage or inhibit seeking an HIV test in this population

It is intended to complete semi-structured interviews with volunteer GUM clinic attenders, to generate
some of the factors that may influence HIV testing with this population. A questionnaire will then be
developed using this information and questions for the first part of the study ( risk behaviours, perceived

risk etc.) for self administration by clinic attenders.
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AIMS

(1) To determine if perceived risk of HIV infection is accurate in this population.

(2) To determine if perception of risk is associated with intention to be tested.

(3) To determine if health locus of control is associated with intention to be tested.

(4) To determine the usefulness of the model of health care utilisation to predict HIV testing.

(5) To determine which factors encourage an individual to enter the testing process, and which factors

inhibit an individual from entering the testing process.

HYPOTHESES

1. It was predicted by the model of health care utilisation that age, gender, internal and powerful other
health locus of control (predisposing factors), education, income (enabling factors), and perceived
risk of HIV (need factors), would be the primary correlates of testing behaviour.

2. It was hypothesised that perceived risk and actual risk would be moderately correlated.

3. It was predicted that internal and powerful others scales of the health locus of control would be
significantly higher in the testing group; and that chance scores would be significantly higher in the
not testing group.

4. Factors influencing individuals intentions to be tested will be accounted for by

(1) perceived personal costs / benefits.
(i1) confidence in the confidentiality of the testing process.

(ii1) ease of access to testing.
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PLAN OF INVESTIGATION
SUBJECTS
Three groups of GUM clinic attenders will be required : those who have already been tested for HIV;
those who are planning to be tested within the next month; and those who have no intention to test.

Approximately 200 subjects will be required. Consecutive GUM clinic attenders will be approached, as

random selection is not feasible. Those below the age of 16 will be excluded from the study.
MEASURES

(1) Semi-structured interviews

These will be used to elucidate factors that encourage / inhibit individuals to enter the testing process.
The interview will be based upon the hypotheses that perceived personal costs / benefits; confidentiality;
and ease of access to testing will account for a large proportion of individual factors. This measure is
intended to confirm ideas based on previous findings and to identify factors specific to this population.
The information from these interview will be used to guide development of the main study questionnaire.
(ii) Questionnaire

The questionnaire will have five main components (i) demographic details (i1) measure of sexual risk
behaviours (iil) measure of perceived risk (iv) Health Locus of Control (v) items related to barriers to
testing.

o Demographic details : include age, sex, level of education etc.

¢ Sexual Risk Behaviours : include type of sex (oral, anal, vaginal); use of condoms; number of

partners; previous history of STD.

e Perceived risk: measured on a visual analogue scale

e Multi-dimensional Health Locus of Control (Wallston et al., 1978).

This scale measures generalised expectancy beliefs with respect to health along 3 dimensions:
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internal health locus of control; powerful others and chance. Internal health locus of control measures
the extent to which a person believes their health is a result of their own actions;

Powerful others locus of control measures the extent to which a person believes their health is under the
control of powerful others in their lives-e.g. doctors; Chance locus of control measures the extent to

which a person believes their health is owing to chance factors.

e Barriers to testing : this section will be designed from the results of the semi-structured interviews.
DESIGN AND PROCEDURE

1. Pilot study.

(1) Semi-structured interviews

15-20 people will be asked for interview to discuss in depth their HIV testing intentions, and the factors
that they believe inhibited or encouraged their decision to be tested or not be tested for the HIV
antibodies. Informed consent will be obtained and confidentiality assured. Interviews will be taped for

transcription at a later time.

The information from these interviews will be used to guide development of the main study

questionnaire.

(i1) Development and testing of questionnaire

The developed questionnaire will be tested on a small number of subjects at the GUM clinic in Falkirk.

Ease of completion and comprehensibility can then be assessed and adapted if necessary.

2. Main Study.

Subjects will be asked to participate in a study looking at factors associated with HIV testing. On
agreeing to participate, subjects will be given the questionnaire and a brief explanation of how to
complete it. Subjects will be asked to return the questionnaire before they leave the clinic that day. A
box will be available to deposit completed questionnaires. All responses will be unmarked and
confidential. Arrangements will be made for individual subjects to confidentially discuss any aspects of

the study if desired.
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SETTINGS AND EQUIPMENT

The study will be conducted in two GUM clinics at Falkirk Royal Infirmary and Orchard House,
Stirling. The only equipment needed will be the questionnaires themselves, envelopes for return of the

questionnaire and a filing cabinet to store completed forms.

DATA ANALYSIS

Interviews will be taped, transcribed and analysed for common themes. Questionnaires will be coded
into a computer package (SPSS) for analysis.

A risk index based on sexual behaviour for the past month will calculated (Crisp and Barber, 1995;
Kelly et al., 1990) by multiplying the number of sexual partners by the frequency of unprotected
intercourse. A risk index of zero is obtained if condoms are used on every occasion of intercourse, or if
no intercourse is reported. This will provide a measure of actual risk behaviour for the past month.

The risk index can then be used in latter stages of the analysis.

Logistic regression will be used to determine the best predictors of HIV testing using our model.
Logistic regression can be used to predict group membership from a set of variables that can be interval
or categorical, and is therefore more flexible than other regression models.

Spearmans Rho will be calculated for correlation analysis, and ANOVA’s for between group

differences

PRACTICAL APPLICATIONS

(1) Identification (and future reduction) of the barriers to entering the HIV testing process.
(2) Education of individuals and groups who are incorrect in their perception of HIV risk.

(3) Identification of high risk sexual practices in GUM clinic attenders.

The information collected on factors associated with testing intentions can be used to inform future
provision of HIV counselling and testing and the way in which testing is offered to people. If particular
factors deter people from seeking an HIV test, these can be approached at two levels: the GUM clinic

itself and through wider education / public health policies. Once barriers to testing are identified, work
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can begin to decrease these inhibitions and encourage people with high risk factors to enter the testing

process.

If this sample has inaccurate perception of risk based on the risk behaviours reported, education drives
can focus on increasing knowledge within this group. This may be through the clinic itself i.e. health
advisors, or through public information services. The information gathered through this sample can

also be used to measure perception of risk over time and any changes that may take place.

TIMESCALES

It is hoped that the main study will begin in August 1996 and data will be collected by the end of
December 1996. The four months between proposal and main study will allow for development of the
questionnaire, pilot study and testing of the final draft questionnaire. The first 3 months of 1997 will be
used to code and analyse data, and the project will be written up by 1st August 1997.

ETHICAL APPROVAL

Approval from the ethical committee of the Forth Valley Health Board will be sought. Approval from
the staff at GUM clinics has already been obtained.
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CHAPTER 4

Major Research Project Paper

Factors affecting GUM clinic attenders decisions and intentions to seek HIV testing.

(Written for submission to the British Journal of Health Psychology. See Appendix 2.1 for notes for

contributors)
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Objective : The present study compared 2 groups of GUM clinic attenders categorised by their HIV
testing status to : (1) evaluate factors that predict HIV testing using the model of health care utilisation
as its conceptual framework (Andersen and Newman, 1972); (2) analyse some of the factors that

encourage or inhibit seeking an HIV test in this population

Design : Cross sectional questionare study.

Methods : A questionnaire was developed from pilot study information. It was administered at two
GUM clinics in Central Scotland. Data was analsysed by logistic regression, t-test and Mann-Whitney

statistics.

Results : 67% of those not tested for HIV reported at least one HIV risk factor. Percieved risk was the
strongest predictor of HIV testing. Those not seeking testing endorsed less benefits of testing and more
denial of the need to be tested. 23 % of the sample did not know where to obtain a HIV test. Same day
testing, testing without an appointment and anonymous testing were endorsed as factors to encourage

testing.

Conclusions : Studies to determine the main predictors of percieved risk are now needed if we are to
increase testing in relevant populations. Furthermore programmes to increase testing for people who
have high risk factors should highlight the benefits of testing which would be lost if they do not test (e.g.
early medical treatment). Increasing the range of services for HIV testing seems advocated (e.g. same

day testing).
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Introduction

Although the actual number of HIV tests has increased since its inception in 1985, recent research has
identified that approximately 40% of individuals with risk factors for HIV infection have not been tested
for the HIV antibody (Berrios, Hearst, Coates, Stall, Hudes, Tumner, Eversley, & Catania, 1993).
Furthermore, research in both the U.S. and in the UK. has found that HIV positive individuals were
tested late in their course of HIV infection (Elliot, 1996; Wortley, Chu, Diaz, Ward, Doyle, Davidson,
Checko, Herr, Conti, Fann, Sorvillo, Mokotoff, Levy, Hermann, & Norris-Walczak, 1995). The
identification (and removal) of factors which prevent or delay persons with risk factors from seeking
testing, and if positive from seeking early medical care, is an issue which must be addressed in all high
risk populations (Phillips and Coates, 1995; Wortley et al., 1995).

From the studies reviewed (Chapter 2; literature review), it appears that both physical availability
and psychological access (Myers, Orr, Locker, & Jackson, 1993) appear to affect utilisation of testing
services. However the studies reviewed have utilised gay male populations to research individual
elements of either service provision or social / psychological barriers to testing. There is a need to
evaluate these elements in combination across a range of risk groups. With the incidence of
heterosexually transmitted HIV increasing over recent years both in Scotland (Goldberg, Allardice,
McMenamin, Codere, Raeside, Burns, & Davis, 1997) and world-wide (Centre for Disease Control and
Prevention, 1995, 1994), this is one risk group that requires further research.

Furthermore, the association between perceived risk and seeking testing is also unclear. Several
studies (Meadows, Catalan, & Gazzard, 1993; Myers et al., 1993) found perceived risk to be a leading
reason for seeking testing, whereas a more recent paper did not report this finding (Wortley et al.,
1995). The interaction between risk behaviours, risk perceptions, and intentions to be tested, has been
identified as a specific area for future research (Philips and Coates, 1995).

Previous research of the HIV testing process has been mainly atheoretical. One model that has been

applied is the model of health care utilisation (Andersen and Newman, 1972). This model hypothesises
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that predisposing characteristics (e.g. demographics, health beliefs), enabling characteristics (e.g. family
resources), and need characteristics (e.g. perceived and actual risk of disease) influence utilisation. This
model has been used in prior studies to conceptualise the factors that predict both intentions to be tested
and actual HIV testing (Phillips, Coates, Eversley, & Catania, 1995; Philips, 1993). The incorporation
of health behaviour models and decision making theories into HIV testing research has been advocated
as a means to a greater understanding of predictors of HIV testing, as well as individuals decisions to
seek testing (Beardsell and Coyle, 1996). The Multi-dimensional Health Locus of Control (MHLC,;
Wallston et al., 1978) has been previously utilised in studies of HIV risk behaviour change (e.g. St.
Lawrence, 1993) but not in studies predicting HIV testing. This scale measures attributions concerning
internal vs external factors that influence health. High scores on the internal subscale reflect a belief
that individual choices influence health, whereas high scores on the external subscales reflect a belief
that health is determined by either random events / luck (chance subscale) or due to the influence of

powerful others (e.g. medics; powerful others subscale).

Present study

The present study intends to compare 3 groups of subjects categorised by their HIV testing status

(already tested, planning to be tested and not testing) in order to :

(i) evaluate factors that predict HIV testing using the model of health care utilisation as its conceptual
framework (Andersen and Newman, 1972). The model will determine the role of risk behaviours,
perception of risk and health locus of control beliefs in predicting intentions to be tested.

(i) analyse some of the factors that encourage or inhibit seeking an HIV test in this population.
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This study will use Genito Urinary Medicine (GUM) clinic attenders to address the above issues. GUM
clinic patients are a population at potentially high risk for all sexually transmitted diseases including
HIV infection, due to practising risky sexual behaviours. The GUM clinics offer confidential HTV

testing to the general public as well as to all patients.

Pilot Study

Semi-structured interviews were administered to 17 volunteer patients at the Falkirk GUM clinic, to
generate factors that encourage or inhibit secking an HIV test in this population. The themes that
emerged were grouped as costs and benefits of testing; knowledge of test sites; knowledge of drug
treatments / support services; and factors relating to the service provision of HIV tests (confidentiality,
same day results etc). These factors were developed to form the final questionnaire. Cost and benefit
items were replicated from a recent study by Kalichman et al., (1996). Appendix 2.2 contains details of
the pilot study interview schedule; results of the interviews; and rationale for replicating Kalichman et

al., (1996).
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Main hypotheses:

wn

. It was predicted by the model of health care utilisation that age, gender, internal and powerful

other health locus of control (predisposing factors), education, income (enabling factors), and

perceived risk of HIV (need factors), would be associated with having an HIV test.

. 1t was hypothesised that perceived risk and actual risk would be moderately correlated.

It was predicted that internal and powerful others scales of the health locus of control would be
significantly higher in the testing group; and that chance scores would be significantly higher in
the not testing group.

It was hypothesised that the testing group would endorse more benefits and less costs of testing
than the not testing group; and that the not testing group would endorse more denial and

negativistic thinking than the testing group.

. It was hypothesised that people in the testing group would identify more testing sites than the not

testing group.

It was hypothesised that all items relating to service provision of HIV tests would be endorsed
significantly higher in the not testing group than the testing group.

It was hypothesised that the not testing group would have less accurate information regarding

support services and confidentiality issues than the testing group.

58



Method

Measures

HIV Testing Questionnaire; (appendix 2.3).

Demographic information : gender; age; marital status; income; employment; level of education.

History of HIV testing : ‘Have you ever been tested for the aids virus?’; Do you intend to be tested for
the aids virus within the next month?’ (yes/no).

Measurement of perceived risk : “What is your personal risk of getting the aids virus?’; 10cm visual

analogue scale, no risk at all (0)- extremely high risk (10)

Risk behaviours for the past month : number of sexual partners; frequency of unprotected and protected

anal and vaginal sex.

Risk behaviours for the past year: number of sexual partners; engagement in vaginal and anal sex (yes

/no); frequency of condom use (never /sometimes /always).

Lifetime risk behaviours : ever shot up drugs; partner who has shot up drugs; partner with HIV/AIDS;

sexually transmitted disease (yes/no)

Multi-dimensional health locus of control scale (MHLC; Wallston et al., 1978); 3 scales (internal,

chance, powerful others) measured on a 6 point Likert type scale ranging from ‘strongly agree’ to
‘strongly disagree’. Previous studies have confirmed the factor structure of this scale (Marshall et al.,
1990) and have produced acceptable levels of reliability (Cronbachs alpha 0.87 internal, .068 powerful
others,0.76 chance; Cooper and Fabroni, 1990).

Knowledge of HIV test sites : ‘where can you get an AIDS test ?(name as many places as possible)’.

Knowledge of HIV drugs, support services, and confidentiality of test results : 6 questions, 4 point

Likert scale “very true’ to “very false’.

Barriers to testing : 5 questions, 4 point Likert scale ‘not at all true for me’ to “very true for me’.

HIV testing costs and benefits : 12 items from Kalichman et al.(1996); plus one additional item ‘access

to medical treatments’; 4 point Likert scale ‘not at all true for me’ to very true for me’.
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The final questionnaire was reviewed by the health advisors and the consultant at the clinics, but no
changes were madc. The Flesch Reading Ease index was calculated as 77.6 (range 0-100). An average
index is around 60. The higher the score the greater the number of people who can readily understand

the text. The questionnaire was then piloted on five people for readability and ease of completion.

Setting and procedure

The study was carried out in two GUM clinics in Stirling and Falkirk. Subjects were given a brief
description of the questionnaire content and asked to complete the form while waiting for their
appointment. Completed questionnaires were placed in a box at the reception desk of the clinic.

Informed consent was provided by agreeing to complete the anonymous questionnaire.

Sample

In total 214 patients were asked to complete the final questionnaire. 14 patients declined to participate
and 5 patients returned unusable questionnaires. The final sample therefore consisted of 195

questionnaires, representing a 91% return rate.

Sixty percent of respondents were female (n=118). The mean age of the sample was 27.83 (sd=8.28).
Seventeen percent of the sample (n=33) were married, 41% (n=79) had never been married, 22% (n=43)
were part of an unmarried couple and 20% (n=38) were divorced / separated. Sixty one percent of
respondents were employed (n=118), 22% were unemployed (n=42), 17% were students (n=33), and
1% (n=2) were retired. Seventy five percent of the patients received an income of less than £15,000

(n=147). The mean age of leaving education was 17.29 years (sd=2.57).
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Results

The results are presented as follows : testing groups; between group differences (demographic
information; risk behaviour, actual and perceived risk, health locus of control); model of health care
utilisation; costs and benefits of testing; access to test sites; barriers to testing.

Support services and confidentiality information can be found in Appendix 2.42

Testing groups

The respondents were grouped according to their HIV testing status : already tested (n=53; including
those planning to be re-tested); planning to be tested within the next month (n=13); no intention to seck

testing (n=129).

As the getting tested group contained only 13 subjects comparisons were made with the already tested
group on risk behaviours for the month prior to questionnaire completion. These variables did not
approximate the normal distribution, so nonparametric Mann-Whitney tests were calculated. No
significant differences were found : unprotected vaginal intercourse (u=336, ns); unprotected anal
intercourse (u=332, ns); number of partners (u=335, ns);risk index (u=78, ns); perceived risk (u=255,
ns). The already tested group and getting tested group were therefore combined (Appendix 2.41
contains risi< behaviour means and standard deviations for the original 3 testing groups).

The remaining analysis for the study thus focused on ‘testing’ vs ‘not testing’ group comparisons.
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Between group differences

Demographic Data

There were no significant differences between the testing and not testing groups on Mann-Whitney tests
at the .05 significance level for : gender (u=3775.5, ns), employment status (u=3915.5, ns); income
(u=3640, ns); or marital status (u=3775.5, ns). Age and education variables did not approximate the
normal distribution, so nonparametric Mann-Whitney tests were also calculated. There were no

significant differences between the two groups : age (u=3610.5,ns); education (u=3628,ns).

Risk behaviours

Table 1(below) contains the means and standard deviations of sexual risk behaviour for each of the
testing groups for the past month.

A risk index based on sexual behaviour for the past month was calculated (Crisp and Barber, 1995;
Kelly et al., 1990) by multiplying the number of sexual partners by the frequency of unprotected
intercourse. A risk index of zero is obtained if condoms are used on every occasion of intercourse, or if

no intercourse is reported.

Table 1: Sexual risk behaviour means and SD’s for the past month by testing group.

HIV TESTING GROUPS
Testing Not Testing
n=66 n=129
MONTH RISK Mean (SD) Mean (SD) u p
Unprotected 1.95 (3.74) 4.51 (7.2) 3064 p<.01
Vaginal Intercourse
Unprotected Anal 0.17 (0.94) 0.21 (1.68) 4070 ns
Intercourse
% intercourse with 49.82 (47.45) 40.02 (45.30) 1499 ns
condoms
Sexual Partners 1.32 (3.75) 1.10 (1.08) 3329 p<.01
(last month)
Risk Index 0.64 (0.71) 0.75 (0.86) 1535.5 ns
Perceived Risk 2.94 (2.67) 1.49 (1.68) 2593 | p<.0001

SD=standard deviation ; u=Mann Whitney score; p=significance value; ns=not significant
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As can be seen in table 1, the means for unprotected anal intercourse, vaginal intercourse, and risk index
were higher in the not testing group, although only the frequency of vaginal intercourse was

significantly different. Number of sexual partners was significantly higher in the testing group.

Of the overall sample, 54 (28%) reported no sexual behaviour for the past month. However, 27 (14%)
reported multiple sexual partners (more than one) in the past month This figure rose to 89 (47%) for
the past year. Of those reporting sexual behaviour over the past month, 69% (97) reported less than

100% condom use.

Of the not testing group 86 (67%) had at least one risk factor (index score greater than 0, multiple
partners over the past year, IVDU or IVDU partner, had a partner with HIV / AIDS). Of the testing

group 42 (64%) had at least one risk factor.

Of the overall sample, 171(87%) reported that they were heterosexual; 5 (3%) bisexual and 5 (3%)

homosexual. It was therefore not viable to make comparisons between sexual orientation groups due to

these low numbers.
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Actual and perceived risk

It was hypothesised that perceived risk and actual risk would be moderately correlated.
The results of Pearson correlation statistics between risk index scores and perceived risk scores were not

significant for the testing group (r=.23, ns) or the not testing group (r=.14, ns).

Health Locus of Control

It was predicted that internal and powerful others scales of the health locus of control would be
significantly higher in the testing group, and that chance scores would be significantly higher in the

not testing group.

Table 2 below contains the means and standard deviations of health locus of control scores for the
testing and not testing groups. These variables were positively skewed so log transformations were
calculated to normalise these distributions. No significant differences were found at the .05 significance

level.

Table 2 : Health Locus of Control mean and standard deviations by testing group.

Testing Not Testing
n=66 n=129
H.L.O.C. Mean SD Mean SD t df p
Internal 24.06 5.03 24.47 442 -57 181 ns
Powerful Others | 18.87 6.13 17.89 5.63 1.09 181 ns
Chance 18.08 5.96 17.47 4382 75 181 ns

SD=standard deviation; t=t-test score; df=degrees of freedom; p=significance level; ns=not significant
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The model of health care utilisation
It was predicted by the model of health care utilisation, that age, gender, education, income,
perceived risk of HIV, internal and powerful other health locus of control would be associated with

having an HIV test.

Table 3 : Logistic regression results for the model of health care utilisation.

Test / No Test SE P
B

Age -0.0158 .0185 ns

Sex - female 0.4688 .3076 ns
(male)*

Marital Status ns
unmarried couple -0.8862 .5881 ns
never married -1.3380 .5368 p<.05
divorced / separated -1.4040 .5862 p<.05
(married)*

Employment ns
unemployed -0.904 .3828 ns
student -0.6012 4020 ns
retired 5.4162 15.72 ns
(employed)*

Income p<.05
£5-10,000 0.9478 4479 p<.05
£10-15,000 0.6795 4579 ns
>£15,000 -0.3207 4259 ns
(£0-5,000)*

Education -.0395 .0597 ns

HLO.C

Internal 0.191 0337 ns

Chance -0.0224 0297 ns

Powerful Others -0.0293 0270 ns
Perceived Risk -0.3166 0787 <0001
Actual Risk (index) 0.2001 .2885 ns

B=regression coefficient; SE =standard error;p=significance level; ns=not significant
*denotes comparison group.
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Table 3 above contains the results of logistic regression analysis carried out for the testing and not
testing data sets. The strongest predictor of HIV testing was perceived risk (p<.0001). Being divorced
/ separated, having never been married and having an income between £5-10,000 were also associated

with being tested (p<.05).

Costs and benefits of testing

It was hypothesised that the testing group would endorse more benefits and less costs of testing than
the not testing group; and that the not testing group would endorse more denial and negativistic

thinking than the testing group.

Table 4 below contains the means and standard deviations of the costs /benefits statements endorsed by
the two testing groups. Totals for each subgroup were calculated by adding the individual subgroup

items together.

Mann-Whitney tests indicated a number of differences between the two testing groups. Compared to
people not testing, the testing group believed testing would make them feel better about their health
(u=3267.5, p<.05) and that people should get tested to protect their partners (u=2783, p<.001). Total

perceived benefits were also significantly higher in the testing group (u=2702.5 p<.01).

In total the not testing group endorsed more denial items than the testing group (u=2824, p<.01). They
would rather not know if they had the AIDS virus (u=3385,p<.05); and would rather forget about
testing for the virus(u=3094 p<.01). The not testing group also felt sure they did not have the AIDS
virus so they did not need to be tested (u=2794 p<.001). No other testing perceptions were significantly

different between the two groups.
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Table 4 : Means and standard deviations for testing perception statements by testing group.

Testing [ Not

Testing
n=66 | n=129
mean | mean
(sd) (sd) u p
Perceived benefits (total) 9.19 859 |[2702.5 | p<.0l

(2.31) | (3.56)
Getting tested for the aids virus would help me feel | 2.85 2.69 | 32675 | p<.05

better about my health (1.21) | (2.36)

People should get tested for the AIDS virus to 345 3.05 2783 | p<.001
rotect their partners. (1.03) | (2.04)

Knowing the results of my AIDS test would allow 2.86 2.79 3616 ns

me access to medical treatments. (1.08) | (1.08)

Perceived costs (1otal) 5.86 560 | 34755 ns

(1.87) | (1.89)
If I got tested for the AIDS virus today I would be 2.59 243 3775 ns

scared about the results. (1.21) | (1.22)

People in my life would leave me if I had the AIDS || 1.92 1.91 3978 ns
virus. (1.07) | (0.98)

People outside the clinic can find out the results of 1.38 1.26 | 3689.5 ns
an AIDS test. (0.87) | (0.69)

Denial and awareness (total) 9.31 1098 | 2824 | p<.0l

(3.24) | (3.93)
I do not know enough about AIDS to know if I need| 1.68 1.84 | 37485 ns
to be tested. (0.93) | (0.95)
I would rather not know if I have the AIDS virus. 1.71 1.94 3385 | p<.05
(147) | (1.07)

I would rather forget about getting tested for the 1.75 22 3094.5 | p<.01

IAIDS virus. (1.09) | (1.16)

It is better for me not to know if I have the AIDS 2.11 1.98 | 39425 ns

virus, (1.27) | (1.13)

[ am so sure I do not have the AIDS virus that Ido || 2.09 2.99 2794 | p<.001

not have to get tested. (1.20) | (2.98)

\Negativistic Thinking (total) 2.56 265 | 39105 ns
(1.04) | (1.16)

[ am so sure that I have the AIDS virus I do not 1.30 1.42 3987 ns

need to get tested. (0.74) | (0.92)

I probably have the AIDS virus so why bother 1.25 1.23 | 39505 ns

getting tested. (0.71) | (0.70)

sd=standard deviation;u=Mann-Whitney score;p=significnace level, ns=not significant
4 point Likert scale ‘not at all true for me’ to very true for me’
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Access to testing sites

1t was hypothesised that people in the testing group would identify more testing sites than the not

testing group.

Table 5 below contains the frequencies, means and standard deviations of the number of HIV testing
sites named by the participants. Out of the total sample 23% did not know where they could obtain a
HIV test. This finding was not accountable by differences between new and return patients (x, df=1,
ns). A t-test between responses for the testing and not testing groups revealed that people in the testing
group could name significantly more HIV test sites than in the not testing group (t=2.64, df=193

p<.01). Six people who reported they had previously taken an HIV test could not name a test site.

Table 5: Frequencies of HIV test sites named by testing group.

No. of test sites Testing Not Testing Total Sample
n=66 n=129 n=195
% % %
Don’t Know 8 37 23
Named one or more 92 63 77
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HIV test service provision

It was hypothesised that all items relating to service provision of HIV tests would be endorsed

significantly higher in the not testing group than the testing group

Table 6 below contains the means and standard deviations of items making access to HIV testing easier
for GUM clinic attenders. Receiving test results on the same day as the HIV test were most commonly
endorsed by both the testing and not testing groups. Having the HIV test at home was least often

endorsed. The not testing group endorsed being able to walk in for an HIV test without an appointment

significantly more than the testing group (Mann-Whitney : u=30835, p<.05)

Table 6 : Means and standard deviations of barriers to testing by testing group and total sample.

Testing Not Testing Total Sample
n=66 n=129 n=195
mean sd | mean sd u p mean sd
Same day results 306 | 1.18 | 3.15 | 1.11 | 3765 ns 3.12 | 1.13
No appointment necessary 236 | 125 | 275 [ 1.11 | 3085 | p<05 | 261 | 1.18
No name taken 2.45 1.32 | 247 1.21 3798 ns 2.46 1.25
While attending another clinic | 2.29 | 1.24 [ 228 | 1.20 | 3648 ns 228 | 1.21
Test at home 198 | 1.21 | 1.90 | 1.10 | 3698 ns 193 | 1.14

sd=standard deviation; u=Mann-Whitney score; p=significance level; ns= not significant
4 point Likert scale ‘not at all true for me’ to very true for me’
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Discussion

Risk behaviours

As expected the predominantly heterosexual GUM sample reported a number of risk behaviours,
namely high levels of unprotected sex and multiple partners. The testing group reported significantly
higher numbers of sexual partners for both the past year and the past month.

Consistent with previous studies (e.g. Berrios et al., 1993), 67% of the not testing group reported at
least one HIV risk factor (i.e. multiple sexual partners, partner who was an IVDU, partner with HIV /
AIDS). With the incidence of heterosexually transmitted HIV increasing, these findings require ongoing

research and debate to change this trend.

Risk perception

The role of risk behaviours, risk perception and intentions to test may be one avenue to explore. This
study found that the testing group made significantly higher estimates of their own risk than the not
testing group. Furthermore, perceived risk was the strongest predictor of testing using logistic
regression to test the model of health care utilisation. Previous studies of women (Meadows et al.,
1993), STD clients (Jones et al., 1993), and gay men (Myers et al., 1993) have also found perception of
risk to be a leading reason for having an HIV test. However, actual risk and perceived risk were not
significantly correlated in either testing group. This suggests that perception of risk is not accurate in
this sample. Previous studies of heterosexual populations have reported similar findings ( Simon et al.,
1996; Wortley et al., 1995).

Perception of risk is a complex phenomenon with a research literature much of which is outside the
scope of this paper (see Van der Pligt et al., 1993). However, biases in risk perception are relevant to

infectious diseases and AIDS / HIV in particular (Glanz and Yang, 1996). Perception of risk for HIV /
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AIDS may operate on two independent levels : personal risk and societal risk (Snyder and Rouse,1992).
Personal risk reflects an individuals concept of their own vulnerability to HIV infection; and societal
risk would reflect a perception that HIV infection exists at a community or national level. It has been
consistently reported across a number of health related behaviours, that people believe they are at less
risk than the people around them; known as ‘optimism bias’ (Weinstein, 1989, 1982,1980). However,
personal experience with HIV may increase risk perception (Van der Velde et al., 1992).

For effective education and communication about HIV and AIDS, health professionals and
researchers need to be aware of the complex distortions associated with perceived risk and devise ways
to overcome them. This may be particularly relevant to pre and post test counselling strategies

associated with HIV testing, as well as HIV testing promotion campaigns.

Conceptual framework

The conceptual model used in this study predicted that predisposing, enabling and need characteristics
would be associated with testing. As previously stated, fhe strongest predictor of HIV testing was
perceived risk . Being divorced / separated, having never been married and having an income between
£5-10,000 were also associated with being tested. These results therefore only partially confirm our
hypotheses. Interestingly, actual risk behaviour was not associated with testing. This may be because
the risk index calculated was based on the last months’ reported sexual behaviours, not on lifetime risk
behaviours. It is also possible that the sexual behaviours were not reportedly accurately and therefore
did not reflect the actual level of risk behaviour. The incorporation of health locus of control into the
study added little to our understanding of seeking testing. There were no significant differences between
the testing and not testing groups on any of the MHLC subscales, and they were not significant in the

prediction of testing using our model.

71



Costs and benefits

The testing and not testing groups differed in their perceptions of the benefits of HIV testing. The
testing group believed, more than the not testing group, that being tested for the AIDS virus would help
them feel better about their health, could help protect their partners, and help gain early access to

- medical treatments. However both groups perceived the costs of testing in a similar manner. The main
concern for both groups was being worried about receiving test results. As predicted the not testing
group endorsed more denial items than the testing group, reporting that they would rather forget about
testing, would rather not know if they had AIDS, and felt no need to test for AIDS.

The results found here are comparable to Kalichman et al., (1996) for perceived benefits of testing.
However in the earlier study, denial items were not significantly different between those testing and not
testing. It appears that promoting the benefits of testing may be an effective method for encouraging
HIV testing (at least in GUM clinic populations).

Previous authors (Fischoff, 1989; Kalichman and Coley, 1995; Philips and Coates, 1995) have
suggested that an appropriate approach may be Kahnemen and Tverskys Prospect Theory (1979). This
is essentially an economic theory regarding risky decisions, that takes into consideration cognitive biases
and heuristics. The theory states that risk taking decisions are influenced by the perceived costs of not
taking the risk. Re-framing HIV testing messages in terms of lost benefits of not testing (e.g. protection
of partners, access to medical benefits) may therefore increase the likelihood that people at risk will take
an HIV test. This may be particularly pertinent considering the recent advances in HIV drug treatments
(see Newell, 1996). However any programmes highlighting the benefits of testing would also have to
ensure perceived risk was accurate in the target population.

Two other models that could be introduced into this area of research would be the stages of change
model (Prochaska and DiClemente, 1984) and Motivational Interviewing (Miller and Rollnick,1991).
These models describe movements through different stages of motivation to change. They argue that

treatment plans should be matched to an individuals current stage of change. By influencing a persons
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decisional balance, they can then be projected to further stéges of change. These principles would be
useful in pre test counselling to help a high risk client reach a point where they may consider testing for

HIV.
Knowledge of test sites

However, people must know where to obtain a HIV test if and when they do decide to test.
Surprisingly, 23 % of the sample did not know where to obtain an HIV test. This is nearly double the
figure in one large scale American study (Valdiserri et al., 1993). This finding is particularly
troublesome as it could not be accounted for by differences between new and return patients to the
chinics. Clinic policy dictates that all new patients should be notified that HIV testing is an option,
therefore return patients should be able to identify at least one test site! There are several possible
reasons for this finding. First, new patients may be anxious about their first GUM visit, and may focus
on information relevant to their primary reason for attendance at the clinic (e.g. a STD). Second, it is
well reported that patients only recall approximately 60% of information they receive in a consultation
(Ley, 1988). This finding suggests that raising public awareness of test sites should be continued, and
GUM clinics need to focus on presenting the option of testing to all patients repeatedly, through
different sources (e.g. the consultant, health advisor etc).

A curious finding was that 6 people who did not know where to access an HIV test, reported that
they had already been tested! However, inconsistencies in self reports of HIV testing, due to poor recall
and high self presentation bias (i.¢. providing socially acceptable answers) have been noted by Philips

and Catania, 1995.
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Increasing Access to testing

The results of this study indicate at least 3 options that may decrease peoples inhibitions to seek HIV
testing. These are same day testing, anonymous testing, and walk-in testing.

Several studies ﬁave highlighted coﬁcems about waiting for HIV test results (Davies et al., 1993;
Mansson, 1990) and same day testing services have been advocated by the Department of Health
(1992). However, the health region where this study was carried out does not have such an option, and
patients would have to travel to Edinburgh to receive this service. Same day test results were endorsed
by both testing and not testing groups.

Anonymous testing (i.e. not having to give your name) has been proven in the US to increase plans to
be tested by those with high risk factors (Phillips et al., 1995, Kegeles et al., 1990), and to attract
individuals with high risk factors compared to confidential testing (Hong and Berger,1994).
Furthermore, acceptance rates of HIV testing in STD clinics that offered anonymous only testing, or
confidential and anonymous testing, were higher than those STD clinics that offered only confidential
testing (Simon et al., 1996).

Furthermore, this study found that it would be easier for those not seeking testing to have an HIV
test if no appointment was necessary. The only study to compare walk in, anonymous and confidential
HIV testing services (Hong and Berger, 1994) reported that walk-in clinics attracted the largest number
of individuals seeking testing for the first time, bur that they had less reported risk factors. In theory,
the GUM clinics in this study already operate a walk-in policy, however in practice telephone
appointments on the day of the clinic will be deferred if the clinic is full. Of course the clinics are not
just seeing people seeking HIV testing per se, and need ways to manage their schedules.

These results suggest that a variety of testing services could be explored in an attempt to increase
testing rates among those at highest risk. The introduction of same day testing and the option of

anonymous testing would seem advocated.
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Limitations

Several limitations are evident. Firstly the sample was relatively small, so the degree to which these
results will generalise is unknown. Secondly, both the GUM clinics sampled were in towns, not large
cities, so the levels and types of risk behaviours may not be representative of all GUM clinics. Thirdly
this was a cross sectional study so changes in self reports of testing, risk behaviours, and decision

making over time could not be validated.

Conclusions

The process of accessing HIV testing is multifaceted, involving perception of risk, belief in the benefits
of testing, knowledge of the availability of testing, confidence in the testing procedures, and the ability
to cope with test results. All of these factors need to be addressed by those promoting HIV testing
services.

Almost two thirds of this sample had not undergone HIV testing, even though 67% of these people had
at least one HIV risk factor. This study found that perception of risk was the main predictor of HIV
testing within this sample, but risk perception was not necessarily accurate. Studies are now needed on
the main contributors to perceived risk if we are to increase HIV testing in relevant populations.
Patients who do not know they are HIV positive cannot protect their partners and cannot access medical
treatments. Both of these benefits of testing were endorsed significantly less by those not testing.
Future HIV testing promotions and pre test counselling need to find ways to emphasise the lost benefits
associated with not testing for HIV.

This study also provides evidence for increasing the types of HIV testing services available. Same day
testing, anonymous testing and walk-in services were all endorsed by this sample. The introduction and
evaluation of these services is recommended. In addition both HIV testing service providers and
promotional bodies need to maintain awareness of availability of testing, as 23 % of this sample could

not name a HIV test site.
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CHAPTER 5

Single Case Research Study

Oppositional Defiant Disorder : the case for measurement of severity.

(written for submission to Clinical Child Psychology and Psychiatry. See Appendix 3.1 for notes for

contributors)
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Abstract
This paper describes the treatment of a six year old boy with a diagnosis of Oppositional Defiant
Disorder (ODD). The case was treated with parent management training techniques. The parents
successfully changed their pattern of parenting which had beneficial effects on their relationship with
their son and his behaviours. It is argued that this case represents a mild presentation of ODD.
However DSM 1V criteria do not allow for severity specifiers in the diagnosis of ODD. It is argued that
adding severity measures to the classification of ODD may aid the debate surrounding the prediction of
conduct disorder by early onset of ODD.

Keywords : Oppositional Defiant Disorder; Parent Management Training; Severity of symptoms.
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Introduction

Oppositional defiant disorder (ODD) has been a controversial concept since its inception in DSM III.
Some researchers and clinicians have argued that ODD can be a developmental precursor of conduct
disorder (CD; Lahey et al., 1992). Others claim that ODD is a milder form of CD, and argue that the
two categories should be collapsed and considered as one syndrome (e.g. Rey et al., 1988). Yet others
feel ODD is not sufficiently distinct from normal developmental oppositional behaviour to be a
diagnostic category (Rutter and Shaffer, 1980). Regardless of the arguments over ODD’s exact
position in diagnostic nosology, ODD remains a common clinical diagnosis (Rey, 1993).

As the introductory comments highlight, there are still many issues to be resolved surrounding ODD.
Perhaps most pertinent is the exact criteria for diagnosis of ODD. What constitutes a label of ODD has
changed over the years, altering its prevalence accordingly. DSM III required 2 of 5 symptoms, and
DSM III R required 5 out of 9 symptoms. DSM IV requires a pattern of negativistic, hostile, and
defiant behaviour lasting six months, during which four of the following are present : often loses temper;
often argues with adults; often actively defies or refuses to comply with adults rules; often deliberately
does things that annoy other people; often blames others for his or her mistakes; is often touchy or easily
annoyed; is often angry and resentful, and is often vindictive. These behaviours have to cause
significant impairment in functioning.

The way ODD is diagnosed is critical for several reasons. If ODD does have value in predicting
later incidence of CD or adult anti-social behaviour, then different symptoms may have different
predictive utility. For example early or late onset CD may have different relationships with symptoms
of ODD diagnosed at an earlier age (Loeber, Green, Keenan, Lahey, 1995). Furthermore, symptoms of
ODD may have different relationships with severity of CD (Lahey and Loeber, 1994). DSM 1V allows
for a severity specifier in the diagnosis of CD (mild, moderate, severe) but not in the diagnosis of ODD.
Secondly, there may be treatment implications for ODD and CD. If ODD is a milder form of CD, then
effective treatments for ODD may transfer to CD (see Kazdin, 1997 for a review). Finally, the way

ODD is diagnosed will effect its incidence (Lahey, Applegate, Barkley, et al., 1994). This will
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This will obviously have an effect on all of the issues raised so far, particularly the nature of the
relationship between ODD and forms of behavioural disorder associated with it in later life.

This article raises the issue of including severity of ODD as part of diagnostic criteria. The case
described is a ‘mild’ case of ODD, only manifesting within one environment ( the home setting) and
responding rapidly to parent management training intervention. However, the case clearly reached

criteria for the diagnosis of ODD.

Case description

Reason for referral . SC, a six and a half year old boy, was referred by his G.P. for treatment of

behavioural problems at home.

Presenting problem : For at least 3 years SC had exhibited behavioural difficulties at home. These

behaviours ranged from non-compliance with the families routines (e.g. mealtimes, shopping,
betimes) to ‘temper tantrums’ consisting of spitting, shouting, hitting and destroying material objects.
SC also hit / kicked his sister and her friends, and on two occasions shortly before referral had
disappeared from the local vicinity for several hours.

Mr and Mrs C reported that SC was controlling their lives with his unreasonable behaviour. Mrs C
felt particularly under stress as she spent longer periods of time with SC. She reported that every
request was met with a battle of wills, which SC nearly always won. Arguing, loss of temper and
purposefully annoying other family members had made it very difficult to take SC out with the family.
Attempts to persuade SC resulted in severe temper tantrums.

Bedtime routines were a particular source of stress for the family. The extent to which SC
disrupted the family became apparent on obtaining a detailed description of a typical night-time
routine. SC would battle to take a bath; would not get out of the bath; would not let a towel touch his
skin, sat in front of a heater until he was dry; insisted on staying up until his sister went to bed; and
insisted mum make a tent from sheets in the front room for him to lie down in until he fell asleep

(around 2 a.m.). Similar descriptions were elicited for other behaviours.
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make a tent from sheets in the front room for him to lie down in until he fell asleep (around 2 a.m.).
Similar descriptions were elicited for other behaviours.

Family Background: Both Mr and Mrs C work in the hotel industry. Mrs C is a day shift worker, but

Mr C works variable shift patterns including night shift. Mr C gets the children up in the moring and
takes them to school while Mrs C is at work. The children return to their grandfathers flat after school
until Mrs C returns. During the school holidays, SC’s grandfather watches the children all day. SC has
one older sister NC who is 11. The family live in a one bedroom flat, where SC and his sister share a
room. There is no history of psychiatric or behavioural problems within the family.

Developmental and Medical History: Mirs C reported a normal pregnancy and birth, and SC reached

his developmental milestones appropriately. The only medical factor is the onset of asthma at around 2
years of age when SC required a ventilation system for approximately 3 weeks. He still experiences
asthma attacks but it is not a significant problem.

School performance : With permission SC’s teacher was contacted. No behavioural difficulties were

reported by the school. They stated that SC was very quiet, almost withdrawn, and was frequently
exhausted in school. Academically SC had not progressed well, and received learning support for
reading and maths. Mrs C had attended a group run by learning support staff to assist SC with his
reading. The teacher also reported that SC had difficulty following more than one instruction at a time.
If a list of instructions was announced in class, SC would only pick up on one of them. The teacher
questioned whether many of SC’s schooling difficulties were in connection with his ‘mentally tired” state
when coming to school.

Assessment Measures: Functional analysis of target behaviours using ABC charts; frequency charts of

targeted behaviours; WISC III (UK) - Wechsler Intelligence Scale for Children, WORD - Wechsler
Objective Reading Dimensions. (See appendices 3.2-3.6 for full results).

Formulation : SC meets the DSM 1V criteria for oppositional defiant disorder, code 313.81.

The precise; onset of oppositional behaviours was not clear, although they had become progressively

worse over a 3 year period. Non-compliance, arguing, hitting and loss of temper were displayed
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frequently by SC and had become a considerable source of stress for the family. These behaviours were
being reinforced by the attention they received from Mr and Mrs C, which were mainly verbal
reprimands. Boundaries and limits of acceptable behaviour had not been established for SC and
inconsistent management resulted in threats of punishment not being followed through, and tantrums
being given into. This situation was compounded by both parents working separate shift patterns and a
third person (grandfather) being involved in the day to day care of SC. Intermittent reinforcement was
therefore increasing the likelihood SC would behave in such a way again.

Mr and Mrs C appeared to have a good relationship and displayed love and concern for the two
children. There were times during the week when the family did engage in activities together which
were enjoyed. However, both parents felt SC was in control most of the time and wanted a more
relaxed life for the whole family. Mrs C had recently taken time off for stress related illnesses and was
the primary reason for referral at this point in time.

Psychometric testing revealed SC to be within the ‘borderline’ range of intellectual functioning.
There was no evidence of a specific receptive language difficulty. His academic problems were
undoubtedly exacerbated by excessive tiredness in school. As clear limits were set for SC within the
school environment there was no displays of oppositional behaviour.

Treatment rationale: A behaviour modification / social learning approach to child management skills

was adopted. Direct training of parents in child management skills has been established as the treatment
of choice for reducing oppositional behaviour in children (Anastopoulos and Barkley, 1989; Kazdin,
1997). Parenting skills such as establishing rules for the child to follow, providing positive
reinforcement for appropriate behaviour, delivering extinction or time out for undesirable behaviour and
negotiating compromises are taught. Parents can then put these techniques into practice at home, with
supervision from the therapist. Parent training can also involve relationship enhancement to generalise
and maintain the positive effects of behaviour modification (Kazdin, 1997).

Treatment sessions: 12 sessions were conducted in total. The first sessions focused on assessment,

presentation of formulation, and treatment rationale. As requested by Mr and Mrs C, the initial focus -
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for intervention was the bedtime routine. A star chart system was implemented for successful
completion of a new night-time routine. Stars were faded to variable reinforcement and then eliminated
as treatment progressed. The focus of our sessions then moved onto mealtime routine / environmental
manipulation; prevention and management of temper tantrums; parental requests and commands; and
anticipation of behavioural difficulties. The sessions included positive feedback to parents on their
efforts, reinforcement of the techniques they were utilising, and additional teaching of strategies if
necessary.

Qutcome of treatment: Full results are to be found in Appendices 3.2-3.6.

Both parents were motivated to learn and use behavioural techniques, and experienced substantial
successes in a relatively short period of time. By establishing routines that SC understood, and training
Mr and Mrs C in reinforcement techniques, substantial changes in SC’s behaviour occurred. For Mr
and Mrs C the ‘new style’ of management was almost a complete reversal of their previous strategy,
which was practically non-existent. Undoubtedly finding a very successful tangible reinforcer (stars)
initially aided the success of these strategies.

Compliance with the bedtime routine increased to 6 out of 7 nights within the first week of
intervention. This was probably due to Mrs C’s high motivation and SC’s delight at receiving both
stars and praise for good behaviour. High compliance with bedtime routines has been maintained, even
with the withdrawal of the star chart. Both parents reported general improvements in behaviour within
the first week. These immediate improvements had two effects. Firstly it provided Mr and Mrs C with
the self efficacy that they could alter SC’s behaviour; and secondly, it meant that they had time to
themselves in the evenings. The effects of an improved sleep pattern were evident when SC returned to
school.

Mealtime routines and behaviour also improved significantly. By maintaining that all food should be
eaten at the table, not offering multiple alternatives to the food provided, and socially reinforcing eating
with the family, the pattern of meals changed. Again, this positive change appears to have been

maintained over sessions.
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As was mentioned previously, within the first weeks of intervention, Mr and Mrs C. reported
improvements in SC’s overall behaviour. By the end of our sessions SC’s temper tantrums had
decreased to only 3-4 per week. These outbursts however were less ferocious and less destructive. Mr
C admuitted still losing his temper over trivial matters which may have been maintaining SC’s outbursts.

When SC returned to school after the summer break, both his parents and his teacher reported that
SC had been happier, with no major behavioural difficulties. A 2 month follow up appointment was

declined by the family as they were still coping well.

Discussion

Successful treatment was completed in a limited number of sessions using a relatively
straightforward treatment strategy. The fact that SC responded so quickly to the intervention is
suggestive of a mild form of oppositional behaviour. Furthermore, SC only displayed oppositional
behaviours in one distinct environment (i.e. when with his parents). However the DSM IV diagnosis for
oppositional defiant disorder was appropriate in this case. Diagnostic criteria does not allow for
specification of the degree of severity of ODD i.e. mild, moderate, severe.. Research into the usefulness
of severity measures in ODD seems advocated.

One of the few studies to compare categorical and dimensional measures of ODD (Fergusson and
Horwood, 1995) concluded that : © (1) disruptive behaviour symptoms showed clear evidence of
dimensional properties in which the severity of disturbance varied from none to severe, and (2) the use
of diagnostic classifications based on DSM III R criteria produced measures that were less than optimal
predictors of future outcomes’( p482). This study supports the notion that measurement of severity may
be important in ODD. There are two limitations to this study however. Firstly, these conclusions are
only valid for DSM III R criteria and secondly, the children were assessed at 15 years and followed up

at 16, and may not be predictive for younger age ranges. It would be interesting to replicate this study
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on a younger age range of children. They could then be followed up over time to determine if severity
of disturbance at a younger age enhances prediction of severity at a later age.

It has been hypothesised (Patterson, DeBaryshe & Ramsey, 1989) that there may be two
developmental pathways related to conduct disorders. An early onset pathway begins with oppositional
disorders in early pre-school years, and progresses to aggressive and non-aggressive symptoms of
conduct disorder in middle childhood, and then on to the most serious symptoms by adolescence. In
contrast a late starter pathway begins with symptoms of CD during adolescence. Adolescents who are
most likely to be chronically antisocial are those who display oppositional behaviours in the pre-school
years (White, Moffit, Earl and Robbins, 1990). However these findings are based upon the concept of
ODD as a unitary concept without dimensional properties. If severity of ODD was considered as a
factor perhaps these findings would not be as predictive. At this stage severity of ODD cannot be
distinguished due to diagnostic criteria. Therefore its value of predicting later onset of CD cannot be
evaluated.

Considering the evidence that ODD leads to CD in at least a percentage of cases, it is critical we are
researching the same levels of symptom presentation. This would seem to be especially significant as
diagnosis of conduct disorder is labelled with a severity measure. The predictive validity of ODD as a

precursor of CD may be enhanced if severity of disorder is taken into account.

Conclusion

In clinical language the use of severity descriptors(e.g. mildly anxious) is often used intuitively to
discriminate the variety of disorders seen in practice. However, when researching the development of
clinical disorders, a common language must be used to ensure clarity of communication. It is crucial
that we as clinicians and researchers are identifying, diagnosing, and treating childhood problems with
the same range of symptoms which result in same level of impairment. Without the use of severity
measures within ODD diagnostic criteria, researchers may be describing different presentations of the

same disorder.
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CHAPTER 6

Single case research study

Symptoms of a syndrome : Differential diagnosis of Asperger’s Syndrome.

(written for submission to Autism : An International Journal of Research and Practice. See Appendix

4.1 for notes for contributors)
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Abstract
Asperger’s syndrome (AS) has been a controversial disorder since it came to prominence in 1981.
Originally described in an Austrian journal in 1944, it did not receive a full classification until DSM IV
(1994). Asperger’s syndrome has been validated as a distinct disorder separate from autism and high
functioning autism in its characteristic presentation. However, there are still debates surrounding the
exact criteria for classification. The disorder is diagnosed by impairments in social interaction and a
restricted range of interests, but no significant delay in the development of language or cognitive
abilities. This case describes a differential diagnosis of a 13 year old boy thought to have Asperger’s
syndrome at referral. The case highlights the need for a comprehensive assessment, incorporating
multiple informants and different sources of information. The case is discussed in terms of the
usefulness of a diagnosis to child and family. A diagnosis needs to be supplemented by details of the
strengths and weaknesses of an individual child so that services can be tailored to meet these individual

needs.
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Introduction

Since Kanner’s first descriptions of Autism, it was recognised that there were subgroups of children
with similar but not identical features. These features were given recognition by Wings’ (1981) account
of 34 children with Asperger’s syndrome (AS). The commonly described clinical features of the
syndrome include (a) paucity of empathy; (b) naive inappropriate one sided social interaction, little
ability to form friendships, and consequent social isolation; (c) pedantic and poorly intonated speech; (d)
poor non-verbal communication, (¢) intense absorption in circumscribed topics; (f) clumsy and ill co-
ordinated movements and odd posture (Wing 1981).

Although several different sets of criteria for Asperger’s syndrome diagnosis were proposed over the
next 15 years (see Ghaziuddin et al., 1992), it was not until ICD 10 (1992) and DSM IV (1994) that
operational criteria were formalised. However, even since these criteria were published, differences of
opinion still exist regarding the degree of impairment, position on the Autistic spectrum, and the early
developmental history of Asperger cases (Gilmore and Hayes, 1996). Asperger’s syndrome is now
defined on the basis of social deficits and restricted patterns of interests and behaviour of the type seen
in autism, although there must be no clinically significant delay in language acquisition or in cognitive
skills. Motor deficits are not an essential diagnostic feature, although the DSM IV notes that motor
clumsiness may be present (Appendix 4.2 contains full DSM IV diagnostic criteria for Asperger’s
syndrome). At least now there is formal recognition that such a disorder exists, cases can be classified
accordingly aﬁd research into the Syndrome can be standardised.

Particular features of AS make late diagnosis common in many cases. The lack of significant
language impairment may result in late diagnosis because parents, or in consequence professionals, may
be reluctant to recognise a developmental problem unless it is associated with marked language
impairment (Tantum, 1991). Furthermore, psychological referral may not be considered if difficulties
are not regarded as serious enough, or are not recognised as part of a distinct pattern. Many cases are

therefore not diagnosed until their teens. This may mean that there are many children who go through
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mainstream schooling without recognition of a specific range of difficulties, and hence specialist support
services are not made available to them.

The case described here explains the differential diagnosis of a 13 year old boy thought at referral to
have Asperger’s syndrome. The case highlights the need for a comprehensive assessment incorporating
multiple sources of information; the need to consider alternative explanations for the symptom

presentation and the usefulness of the diagnosis once it has been achieved.

Case presentation

Reason for Referral: Referral requested assessment for diagnosis of Asperger’s syndrome of GM, a 12

year old boy, to aid in placement for secondary school education.

Presenting Problem : By the time the referral was seen, GM had already started a new school

placement. This was in a special needs high school. However, the parents were keen to receive a
diagnosis for GM’s difficulties in the past, as well as ongoing help for his problems at home and at
school.

Assessment Measures : Assessment involved interviews with Mr and Mrs M., interview and

observations during home visits, a play session with GM, information from teachers and formal
psychometric tests.

Background information from interview with Mr and Mrs M.

GM was induced four weeks early, but the delivery was normal. GM was bottle fed without difficulty,
but cried a lot during his first year. Mr and Mrs M. report that GM was slow to sit and walk with both
occurring after 12 months. Language was also delayed with single words occurring around 2 years of
age and sentences developing at some point later, but exactly when was unclear.

GM attended very little pre-school activities. A nursery placement was attempted but GM did not
take to this, and was withdrawn quickly. At the time Mrs M. was caring for her mother who was dying

of cancer, so both Mrs M and GM spent most of their time at home. Mrs M questioned the adverse
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consequences of GM experiencing the suffering of her dying mother at a young age. Following the
death of her mother Mrs M. went back to work and her father looked after GM.

Mrs M reported that her father was very strict with GM, and lost his temper quickly, which in turn
made GM very upset. In subsequent years GM became very distressed around his grandfather, did not
want to be with him, and insisted on sleeping on the floor when at his house. His general behaviour
pattern also deteriorated. GM was later the focus of an abuse investigated by the social services.
Abuse of GM by his grandfather was never proved however. Mrs M has had no contact with her father
since this time. Following this enquiry, GM had substantial contact with local social service
departments, becoming involved with several group activities in an attempt to raise self esteem.

GM has always experienced difficulties in school. From his first years of school onwards GM did
not mix well with his peers, and never developed friendships in or out of school. In the last 3 years of
primary school GM suffered bouts of bullying. Within the mainstream primary schools, GM received
individual support to help with his academic difficulties. GM is reportedly doing much better at his new
high school. He has developed some friendships and is coping with the curriculum.

Mrs M reported GM to be difficult to manage at home. She stated that he was very moody,
swinging from being very aggressive to very cuddly in a short period of time. She stated that GM will
not explain his feelings to her even when he has had a good day at school, but is quick to shout that no
one listens to him when he is in a mood. Mr and Mrs M reported that GM had a narrow range of
interests, focusing on collecting things (coins, toy cars and toy soldiers) and drawing. According to Mr
and Mrs M, GM had difficulty with changes in routine, experiencing new things, seeing new faces and
changes to his environment. They also reported some stereotyped movements, twirling objects in his
hand repeatedly. The biggest difficulty for GM was social interactions, according to Mr and Mrs M.
He displayed anxiety when they have friends over to the house, remaining silent for long periods of time
and only becoming involved with people by drawing them a picture. He does not mix with children of
his same age, but does play games with younger children (around 7 years).

GM is the youngest of two children, his sister is 17 and they both live at home with their parents.
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There is no history of mental illness in the family, although Mrs M has suffered depression in the past,
and was diagnosed with dyslexia as a child.

Presentation at assessment

GM is a pleasant boy, tall for his age and quite stocky. He was slow in his movements but did not
appear to have either fine or gross motor difficulties, and there was no indication of clumsiness.
Although quiet at first he is easy to engage in conversation. GM has a good sense of humour, being
able to tell jokes as well as understand jokes told to him. He displayed considerable understanding
about his difficulties, and was able to describe his feelings toward his old school, his bullying and lack
of friends. GM appeared immature for his age, in both his emotional expression and social skills. He
displayed no signs of significant receptive or expressive language difficulties, and no signs of
stereotyped behaviours.

Test results : See Appendices 4.3-4.5 for full results.

WISC Il R (UK) - Weschler Intelligence Scale for Children : GM’s overall score placed him in the
mild learning disability range of intellectual functioning ( full IQ 69). His verbal IQ was 70 and
performance 1Q was73. His lowest score on performance scale was on the coding subtest. This is a test
of accuracy and speed within set time limits and is open to distraction. His highest score on
performance items was block design, a test of visuospatial ability. On the verbal scales GM performed
poorly on the vocabulary test and the similarities subtest ( a test of abstract thinking) suggesting that he
may be rather concrete in his thinking and reasoning. His highest verbal test score was on the arithmetic
test requiring number ability and short term memory. GM performed better than expected on picture
arrangement and comprehension subscales (two tests requiring social understanding).

WORD - Weschier Objective Reading Dimensions : GM did not perform well on this test of reading,
spelling and reading comprehension. The WISC III R scaled score equivalents were 2,3,3 respectively.
This suggests that he may have specific difficulties in these areas over and above his level of intellectual

functioning.
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Vineland Adaptive Behaviour Scales (VABS) : The VABS was utilised as a functional assessment of
skills required for everyday living. Four domains are measured : communication, daily living skills,
socialisation, and motor skills. The interview schedule of this assessment was completed with Mrs M.
GM’s overall adaptive behaviour composite score was in the ‘severe deficit’ range compared to other
children of his age. His percentile scores were less than 0.1 for each of the domains (communication,
daily living skills, motor skills).

Sally-Anne Test : This is a ‘theory of mind test’, often used as an adjunct in the diagnosis of Autistic
spectrum disorders. It is used to test the capacity to attribute mental states to other people (e.g. ‘I think
she thinks’). The child sees a doll (Sally) hide a ball in her basket and leave the room, after which
another doll (Ann) moves the marble to her own box. The child is asked © where will Sally look for the
ball?’. The first use of this test during the play session with GM was equivocal in its result. GM
appeared to have failed the test (i.e. he stated the ball was in Ann’s basket), but on closer questioning
his reasoning was that Sally looked in her own basket, and assumed Ann had stolen the ball! It was
therefore not clear if he had passed this test or not. However a second variation of the test was
conducted in a later session, which GM understood and passed without difficulty.

Differential Diagnosis : It was concluded that GM did not meet the criteria for Asperger’s syndrome.

In particular, GM had clinically significantly delay in language development, cognitive development and
adaptive behaviour skills. In addition he did not meet criteria for a qualitative impairment in social
interaction or a restricted pattern of interest abnormal in intensity.

GM only displayed one of the criteria for impairment in social interaction namely failure to develop
peer relationships to an appropriate developmental level. He did display non verbal communication
abilities, emotional reciprocity and spontaneous sharing of interests. These social abilities were evident
from throughout the play session at Yorkhill, and home visits. In addition GM understood and passed
the Sally-Ann theory of mind test. This test is usually passed by most normally developing 4 year olds,

but 80 % of autistic children fail (Happe, 1994).
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GM did not display a restricted pattern of interests or behaviours. Although he had specific interests
which were not necessarily appropriate to his peer group, he was able to discuss a range of interests.

He was not inflexible in his thinking and did not display adherence to routine. He did not display
stereotyped behaviour.

Furthermore the pattern of WISC III R results is not commensurate with previous findings for
Asperger Syndrome. Recent studies have found children with Asperger’s syndrome to have greater
verbal than performance scores, and troughs on object assembly and coding subtests (Ehlers, Nyden,
Gillberg, Sandberg, Dahlgren, Hjelmquist, Oden, 1997). GM did have a significant weakness in the
coding subtest but his performance scores were slightly higher than his verbal scores. Although the
pattern of WISC III R results does not constitute a diagnosis, they do add further information to the
assessment.

A diagnosis of mild learning disability was felt to be appropriate. GM’s intellectual abilities were
within this range, and he displays concurrent impairments in adaptive functioning (with onset before age

18). The DSM 1V criteria for mild mental retardation (learning disability) was thus met (code 317).

Discussion

The case described highlights the need for multiple information sources in an assessment. If a diagnosis
had to be made after the interview with Mr and Mrs M, Asperger’s syndrome would have been the most
likely candidate. They emphasised information pertinent to Aspergers e.g. social impairment, restricted
range of interests etc, and downplayed the strengths in GM’s presentation. This was undoubtedly due to
Mr and Mrs M reading Autism / Aspergers literature, and pre-empting a diagnosis for their son.
However on meeting GM and observing his interactions, a different emphasis on his clinical
presentation became evident. Optimally, information from various sources must be reviewed and
integrated by a clinician to obtain a full explanation of the child’s presentation. Information from a

single information source is obviously below standard for clinical practice.
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Although some of the symptoms of Asperger’s syndrome were evident in this case, they did not reach
full diagnosis. Alternative explanations regarding why these features were present are therefore
required to complete the clinical picture. Specifically GM experienced difficulties in social interactions.
He had not made friends at school, he only played with children much younger than himself at home,
and experienced difficulties expressing his feelings. There are several factors that may have contributed
to these difficulties. Firstly, GM has social skills deficits. This may be a result of his underlying
learning disability or his lack of opportunity to develop these skills (or a combination of both).

Secondly GM experiences low self esteem and lack of self confidence. GM has experienced many years
of being teased, bullied and failing academically at school. Furthermore, at home he was emotionally
abused by his grandfather over several years, and was perhaps sexually abused also. These factors are
undoubtedly contributing to GM having a negative opinion of himself and being socially anxious (he did
not however reach criteria for a diagnosis of a depressive disorder or an anxiety disorder). This
formulation of GM’s social difficulties is given credence by his current successes at his new school.
GM is forming friendships as well as enjoying his academic work. This may be because the pressure to
succeed has been withdrawn, and GM’s abilities are in par with other children around him.

The final point this case study raises is the usefulness of a diagnosis. In the case described here the
diagnosis itself was of less significance than the individual profile established by the assessment.
Whether GM had met criteria for Asperger’s syndrome or not, recommendations would have been made
to support his emotional, social and academic development. This could be achieved through activities to
increase his self esteem, and by providing a structured academic environment with lessons to improve
his deficit in adaptive behaviour (e.g. community skills, self help skills etc), as well as formal academic
subjects. In other words confirmation of a syndrome was far less significant than identifying the
individual pattern of problems that GM presented with, and recommending appropriate social and
academic services for both GM and his family. To this end, an Asperger Syndrome diagnosis or a
diagnosis of mild learning disability, could be used on a Record of Needs to argue for additional

services for a child.
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Furthermore Mr and Mrs M were looking for an explanation of the difficulties that GM experienced.
However it was not a label they were looking for, but advice on management strategies, support services
and prognosis. This advice was provided for them, along with referral to further child psychology
services. Once again the specific diagnosis was secondary to the additional support and advice for the
family’s management of the child.

There is some evidence that parents may accept a diagnosis of Asperger’s syndrome more readily
than a diagnosis of autism due to the stereotyped negative views of autism (Wing, 1986). However there
is no such research evidence for the acceptability of a diagnosis of learning disability vs a diagnosis of
Asperger syndrome diagnosis. This may be an interesting area for future research.

It is important that service providers remember that diagnosis applies to disorders and not to people.
A diagnosis is only the first step in accessing appropriate services for continuing educational, social and
emotional growth of a child with special needs. A diagnosis needs to be supplemented by details of the
strengths and weaknesses of an individual child and services tailored to meet these individual needs. It
is often psychologists who can provide the first stepping stones to service provision by providing
appropriate recommendations based on accurate assessment of both patterns of symptoms (i.e.
syndromes) and individual profiles of the children we see. However, it is another matter entirely as to
whether children with learning disabilities will be provided with the services that are most beneficial for

their needs.
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CHAPTER 7

Single case research study

Using the transtheoretical model of change as a framework to explain treatment success in a woman

presenting with obsessive compulsive disorder.

(written for submission to ‘Behaviour Research and Therapy’. See Appendix 5.1 for notes for

contributors)
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Abstract
The treatment of obsessional-compulsive disorder (ocd) has progressed dramatically over the past 30
years. Exposure and response prevention provides up to 75% of patients with relief from their
symptoms. However large numbers of patients drop out of treatment. The transtheoretical model of
change (Prochaska and DiClemente, 1984) is proposed as a useful model to increase the numbers of
patients remaining in treatment. By matching treatment to the stage of change that patients are in,
success with treatment may be more likely. The treatment of a 36 year old woman with obsessive
compulsive disorder is presented. Resistance to exposure and response prevention was eventually
overcome, resulting in significant decreases in the frequency of compulsive clock changing behaviour.
The case is discussed in terms of using the stages of change framework to explain this womans passage
through treatment.

Key words : Obsessive-compulsive; transtheoretical model of change.
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Introduction

Psychological models of obsessive compulsive disorder (ocd) were first reported by Meyer (1966).
Since that time research has developed the investigation and treatment of this disorder (see review by
Marks, 1987).

Obsessions are described as persistent ideas, thoughts, impulses or images, which are usually
regarded as intrusive and senseless. Patients commonly attempt to ignore or suppress the obsession or
neutralise it with another thought or action. These are known as compulsions. Compulsions are
repetitive purposeful behaviours performed in response to the obsession. They often are performed
according to certain rules or in a stereotyped fashion. Obsessions are often dominated by thoughts of
aggression, contamination, orderliness, sex, religion or pervasive doubting. Compulsions frequently
manifest themselves in rituals of cleaning or checking known as overt compulsions; but can also be
covert rituals in the form of prayers or neutralising statements. Ocd patients frequently develop
avoidance behaviours, particularly avoiding situations where obsessional thoughts may be triggered.

Exposure and response prevention has been the main emphasis of treatment for obsessive compulsive
behaviour for over 20 years. The procedure encourages desensitisation to obsessive stimuli and creates
alternative ways of responding to them. Approximately 65 - 75 % of patients improve with this
technique (Riggs and Foa, 1993). Cognitive therapy has also been combined with exposure and
response prevention to some effect (Kearny and Silverman, 1990 ; Emmelkamp and Beens, 1991).

However, the treatment of OCD has always been problematic. Salkovskis (1989) found that less
than 50% of patients who are suitable for, and seeking treatment, improve. This figure reflects high
rates of drop out, treatment refusal and treatment failure. A more recent study has reported that 25% of
patients drop out of treatment (Araujo, Marks & Deale, 1995). Methods of keep patients in ocd
treatment is obviously needed.

One option would be to consider the transtheoretical model of change proposed by (Prochaska and

DiClemente, 1984; Prochaska, DiClemente & Norcross, 1992). They have found five stages of change
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involved with the modification of behaviour across a range of addictive behaviours, ¢.g. smoking,
alcohol abusc, substance abuse. The five stages are precontemplation, contemplation, preparation,
action and maintenance. These stages are not linear but spiral in nature. This concept reflects the
findings that people attempting to change their behaviour move through some of these stages, only to
relapse and return to an earlier stage in the change cycle. The stages of change are (briefly) described
as follows.

At the precontemplation stage there is no intention to change behaviour in the foreseeable future.
Individuals are often unaware of their problems, although family and friends may be acutely aware that
precontemplators have problems. Contemplation is the stage in which individuals show an awareness of
their problem, but have not made serious commitments to take action. Preparation is seen as the early
precursor to action; preparation is the stage where people are intending to take action in the near future.
They may have made some minor behavioural changes but have not reached an effective action stage.
The action stage is where individuals modify their behaviour, experiences or environment in order to
overcome their problems. This involves commitment of time and energy. The final stage is
maintenance where people work to prevent relapse and consolidate gains made during the action phase.

Interacting with the stages of change are processes of change. These are activities and events that
create successful modification of behaviour. They include consciousness raising,‘ self re-evaluation,
contingency management and stimulus control. These change processes have been identified across a
variety of problem behaviours including smoking, anxiety, obesity and substance abuse (Prochaska,
1995).

The treatment implications for this model are that different processes of change may be appropriate
at different stages of change (Prochaska and DiClemente, 1983). Action oriented therapies may be
effective with patients who are in the preparation or action stages. However, these treatments may be
ineffective with patients in precontemplation or contemplation stages (Prochaska, DiClemente &
Norcross, 1992). These principles may need to be applied to ocd treatment in an attempt to decrease

drop out rate
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This paper describes the successful treatment of a 36 year old female teacher presenting with an
unusual overt compulsion, namely clock changing. The transtheoretical model of change is then

proposed as a conceptual framework for explaining the way in which treatment progressed.

Case Presentation

Reason for Referral : AB, a 36 year old woman, was referred to the Psychology Department by her

G.P. for long standing anxiety / depression problems.

Presenting Problem : AB described chronic self-esteem problems. She had a very negative view of

herself, and considered herself a failure at everything. A range of obsessive compulsive behaviours had
developed which had intruded into her personal life at different points in her history. AB came for

treatment following a bout of depression for which she attended her G.P.

Personal History : AB grew up in Lanarkshire with her mother and father and one elder sister, whom
all live locally. She completed school, and at age 17 began her teacher training. She has been a
primary school teacher for 15 years, and currently holds a Senior Teacher post.

AB met her first husband during college and was married at age 21. Six months into the marriage,
AB discovered her husband had been secing another woman throughout their relationship. At this time
her husband became violent towards her, and they subsequently divorced. Four years before coming to
therapy, AB met her second husband and they married in 1993. He is a self-employed computer
engineer. AB describes her husband as very supportive, patient and understanding. They do not have
any children.

History of Presenting Problem: AB describes being a worrier as a child and throughout school. At

seven she was taken to her G.P. for 'fizzy blue medicine' to help with her anxiety. Her low self
confidence continued throughout school and into her adult life.

After the break down of her first marriage, AB recalls blaming herself and feeling guilty at the
separation. Even though she remembers knowing her husband was at fault, she felt that deep down she

was to blame.
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In relation to her professional life, AB describes perfectionist tendencies and thoughts. She spends
considerable personal time preparing work for school, but rarely feels it is of a high quality. She
describes worrying that others will think she is a bad teacher, and often takes on too much extra-
curricular activities in an attempt to compensate. She gets particularly anxious when meeting with
parents, anticipating that they will think she is a fraud.

Shortly after AB remarried, her husband worked away from home, returning on weekends. This was
a stressful time for both parties and AB reports having many depressive symptoms at this time. Her
eating and sleeping pattern was disrupted, her sex drive diminished, she only left the house to go to
work, and she experienced low mood and lethargy. These feelings affected the time AB spent with her
husband on weekends, and spiralled into increased feelings of worthlessness and inability to cope. At
this point she contacted her G.P. whom, afier limited success with medication (Gamanil), referred her to
Psychology.

AB recalls participating in obsessive—compulsive behaviours for many years. Although there
appears to be no specific onset, they have been part of her life since teacher training. The content and
intrusiveness of the obsessions and associated compulsive behaviour is varied including : contamination
(washing clothes, cleaning) ; orderliness (completing actions in correct manner) and accidental harm
(retracing routes in her car). At their most intrusive (before AB's second marriage) these behaviours
controlled AB's personal life, filling many hours of the day. These problems never impinged upon her
professional life however. At the time of assessment, the only current compulsive behaviour was clock
changing. The obsessional compulsive behaviour displayed by this woman involved a number of stages.
The behaviour was triggered by obsessional thoughts of being unable to complete the tasks that she had
set for herself, and the consequences that this may bring (she would consider herself to be a failure).

AB would then select a time in the near future (e.g. 4.30) when she would commence her tasks for the
evening. The next stage involved moving the hands of a clock forward in time to a point a few minutes
prior to her target time (e.g. 4.27). Invariably when the clock reached the target time, it would not “feel

right’, and a separate clock would be used to begin this behaviour again. This cycle would be repeated
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until she did actually commence her tasks, having reached an acceptable time to begin. This cycle of
clock changing could take up to several hours before she started her desired activity. The pattern of
clock changing behaviour was thus self perpetuating as she would have less time to successfully
complete her goal list, and a greater chance of secing herself as a failure. This compulsive behaviour
was triggered by thoughts of time hurriedness i.e. not having sufficient time to complete all of her
desired activities and hence feeling a failure. At assessment no other compulsive behaviours were
reported to be part of her current functioning.

Assessment Measures : Full results are to be found in Appendices 5.2-5.3.

AB completed the General Health Questionnaire (GHQ), Beck Depression Inventory (BDI) and Beck
Anxiety Inventory (BAI) as screening measures. At pre-treatment she scored in the 'moderate - severe'
range of anxiety and in the 'mild - moderate' range of depression. AB scored zero on the GHQ.
AB also completed the Dysfunctional Attitudes Scale (DAS; Burns, 1980) which measures the beliefs
and assumptions thought to underlie maladaptive cognitions. In addition AB was asked to keep
automatic thought diaries. Frequency of obsessive compulsive behaviour was recorded by AB as
therapy progressed.
Formulation: AB suffers from long term self confidence problems resulting in a negative view of herself
and low self-esteem. AB judges her merit entirely by her perception of other people's evaluation of her,
and hence has a pervasive sense of inadequacy. These feelings of worthlessness have been present since
childhood, and were reinforced by her traumatic first marriage. A negative interpretation of her self-
worth predisposes her to depressive episodes when her regular support mechanisms are removed.
Obsessive compulsive behaviours have developed over the years to provide AB with a false sense of
control over her life. These behaviours have disabled her personal life extensively on occasions, but
have not invaded her professional environment.

At assessment AB did not reach DSM IV diagnosis of major depressive disorder. She did reach

criteria for obsessive compulsive disorder (code 300.3).
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Treatment Rationale : A cognitive behavioural approach to treatment was adopted. Treatment was in

two stages : cognitive therapy for negative cognitions, and exposure and response prevention for
obsessive compulsive behaviours.

From the initial interview and results of the DAS, it was clear that AB had a set of cognitive
distortions that influenced her day to day life. The assumptions and beliefs that AB held undoubtedly
maintained her low opinion of herself and had fed into her previous period of depression. It was decided
to target and restructure these cognitions to provide AB with some control over her negative thinking
pattern and hence bolster her own self efficacy. Success at this stage of therapy would then lead to
increased ability to cope with the second stage of treatment (exposure and response prevention). Given
the strong links between obsessive compulsive disorder and depression (Salkovskis, 1984 ; Barlow,
1988) this approach seemed justified. The cognitive model of depression (Beck et. al., 1979), was
followed to elicit and challenge automatic thoughts.

Treatment Sessions : The initial sessions were devoted to interview and assessment procedures.

Cognitive therapy rationale was then introduced and the next sessions focused on challenging automatic
negative thoughts from AB’s thought diaries. AB accepted the cognitive model without hesitation and
found it easy to generate numerous negative automatic thoughts and challenge them. In session 7 the
exposure and response prevention rationale was introduced, as well as the recording of clock changing
frequency. Due to the nature of the target problem (clock changing behaviour), therapist guided
exposure could not be conducted in-session, so the therapist had to rely on patient compliance out with
the therapy sessions. To this end, response prevention contracts were collaboratively established
between therapist and patient. These were reviewed and amended as necessary. The final sessions
focused on coping statements, generalisation of techniques and time management.

Qutcome of Treatment :

By the end of the therapy sessions AB scored in the normal range for both BAI and BDI scores,

indicating substantial decreases from pre treatment measures (Appendix 5.2).
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AB became adept at challenging her negative thoughts outside of the treatment sessions. She
grasped the cognitive methods early on within the sessions, and reported substantial success using them
at work and at home. By the end of treatment she reported being more 'in control' of her thoughts and
felt able to work through negative thoughts, moving on to her next activity without perseverating on the
outcome of the last one. She reported an increased ability to cope with the stresses in her life by using
the thought challenging techniques. AB also reported feeling more positive about herself which led to
increased confidence at work and in her social life.

Appendix 5.3 contains the frequency scores for clock changing behaviour. They show a significant
drop from baseline frequency, and on the last session were down to three per week. Non-compliance
with treatment goals was an issue at the start of the response prevention phase of treatment.
Compliance with homework dropped, with AB not recording the frequency of the behaviour and then
not attempting the exposure and response prevention exercise. On AB's suggestion, we then changed
the content of the response prevention contracts and discussed at length the rationale and reasoning to
the exercise, as well as the predicted long term benefits. From session 11 onwards a dramatic decrease
in clock changing behaviour occurred. This change in compulsive behaviour appears to have remained
over time.

An 18 month follow up suggested that these treatment gains had been maintained. A telephone
conversation indicated that AB had experienced no depressive periods since our last session, and that
clock changing behaviours were no longer present in her everyday life. She did state however that she
still worried about the way people thought about her and sometimes spent excessive periods of time

worrying about this. She did not report any substituted compulsive behaviours however.
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Discussion

Although AB was co-operative in therapy and showed interest and motivation throughout the cognitive
therapy section of treatment, an impasse was reached when we began to target the clock changing
behaviour. There are several possible explanations as to why this irﬁpasse in treatment was suddenly
turned into a significant and long lasting treatment gain.

Firstly, the treatment was reliant on exposure and response prevention at home, as opposed to in-
session exposure with a therapist. This may have initially decreased adherence to exposure work.
Allowing AB the opportunity to modify the response prevention contracts may have increased her
commitment to the treatment process. It was following these changes that AB began to decrease her
compulsive behaviour.

An alternative explanation would be that the underlying meaning of performing the compulsive
behaviour had been modified. This would be consistent with Teasdale’s work with propositional and
implicational meanings of events. Only by working with implicational (generic) representations can
effective change be implemented (Teasdale, 1993; Teasdale & Barnard, 1993). By challenging thoughts
that contributed to, or triggered, the clock changing behaviour, we may have altered the underlying basis
of performing the compulsive behaviour. This change in meaning of the behaviour may have allowed
change to occur more readily.

A further way of looking at this case would be to consider the transtheoretical model of change
proposed by (Prochaska and DiClemente, 1984). This framework would suggest that AB became stuck
in a stage of change, and treatment successes did not begin until she moved through that stage onto
action.

AB entered treatment aware that she had a problem. She was outwardly seeking help to rectify it, but
had not necessarily made a full commitment to change. This suggests that she was at least in the
contemplation stage. The contemplation stage involves weighing the pros and cons of the problem and

the solution to the problem. Patients at the contemplation stage are open to consciousness raising

111



procedures (e.g. self monitoring), but are unlikely to respond to direct behaviour change. In this case,
decreased compliance with homework and attempts at exposure and response prevention, could be seen
as resistance to moving through the contemplation stage. AB may not have been ready for the move to
the preparation stage. She may have become stuck at the contemplation stage, evaluating the course of
her future behaviour.

Individuals in the preparation stage are reported to re-evaluate their values, their problems, and
themselves. They are also reported to make some small steps toward action. A step toward action was
taken by AB when she changed the content of the response prevention contracts. This may symbolise
her move from the contemplation stage to the preparation stage. After this point AB successfully
engaged in exposure and response prevention treatment. This was undoubtedly the action stage of
treatment. The maintenance phase involves investing in relapse prevention exercises. These were
introduced by both the therapist (e.g. coping statements) and AB (requesting time management advice).
However for this case, the most pertinent aspect of maintenance was reflected in changes to self
evaluation by AB. This was eloquently described in Prochaska, DiClemente & Norcross, 1992, as ‘the
sense that one was becoming the kind of person one wanted to be’(p1109). This was particularly
significant to AB, and summarises her evaluation of the changes she made throughout treatment.

Although this is a ‘post hoc” explanation of how the stages of change model could have influenced
this case, it provides a useful interpretation of events. It highlights the need for therapists to be aware of
the potential stage of change that their clients may be entering, and selecting treatments to match.
Exposure techniques that require patients to actively face their fear, are only likely to be successful with
those patients who are prepared for such action oriented therapy. Patients who are in pre-contemplation
or contemplation stages are likely to resist such treatment (as in this case) or drop out of treatment
altogether.

Stage based variables have been found to be the best predictor of drop out in studies of both mental
health and addictive behaviours (Prochaska, 1995). However, by matching the content of treatment to

the stage patients are in, stage of change has been shown to be eliminated as a significant predictor of

112



dropout. In at least three studies, precontemplators participating in stage matched treatments have been
found to complete treatments as often as those who were at the preparation stage (Prochaska,
1995).This finding has only been demonstrated in studies of smoking cessation however. As previously
stated drop out rates are high for the treatment of ocd. One of these factors may be that treatments are
mismatched for stage of change in patients.

The main limitation in adopting the stage theory of behaviour change for ocd is its over reliance on
research evidence based on the addictive behaviours. Most research has been based on smoking
cessation. Stage theories may not translate to other psychological problems as easily. However,
moving from an ‘action paradigm’ to a ‘stage paradigm’ may be an effective way of improving success

rates and drop outs from ocd treatments. Further research would certainly be welcome.
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2. The Journal is international in its authors and readers.
Contributors should bear the international readership in
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3. Pressure on Journal space is considerable and brevity is
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words.

4.  Suppl y data too for may
also be dcposxlcd wnh the British Library Document Supply
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together with the article for simultaneous refereeing. Further
details of the scheme are given in the Bulletin of the British
Psychological Society, 1977, 30, February, p. 58. A copy of
that note may be obtained from the Journals Office.

S.  This Joumal operates a policy of blind peer review.
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the text should be free of such clues as identifiable self-
citations (‘In our carlier work...").) The paper’s title should be
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7. Submission of a paper implies that it has neither been published
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8.  In preparing material for submission authors should
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(a) Contributions must be typed in double spacing with wide
margins and on only one side of each sheet. Sheets must be numbered.
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(b) Tables should be typed in double spacing, each on a
separate sheet of paper. Each should have a self-explanatory

title and be comprehensible without refe e to the text.

(c) Figures are usually produced direct from authors’
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Appendix 2.2.

Pilot Study Information

In order to identify some of the factors that encourage or inhibit seeking an HIV test in this population,
semi-structured interviews were administered to 17 volunteer patients at the Falkirk G.U.M clinic. The
themes that emerged were that people only identified the negative aspects of HIV testing (they found it
difficult to name any benefits). Negative aspects to testing included : worrying about test results
knowing you are going to die, not being able to cope if positive, not having a future, stigma of having
AIDS, and people would be able to find out the test results. Only a few people could name any benefits
to testing. These were usually based on knowing your HIV status one way or the other and being able to
protect your partner if HIV positive. Almost all of those interviewed did not know there were drugs to
help fight the AIDS virus; or that there were specific support services available to those who are HIV
positive. Apart from the two people who had already been tested for HIV (both HIV negative ex
injecting drug users), only two people could name sites where HIV tests were available. Factors that
may encourage people to obtain HIV tests were highlighted as : getting the results back on the same day
as the test; being able to obtain a test without having to make an appointment; not having to give your

name; and being able to take the test at home.

From this pilot study it was decided to partially replicate a recent study by Kalichman et al., 1996. This
study assessed perceived costs and benefits of HIV testing, as well as denial of risk, unawareness of the
need to be tested and negative thinking. These items were developed from the HIV testing decision
making, testing policy and psychological responses to testing literature’s. As the items used in the
Kalichman study were very similar to the costs and benefits identified in the pilot sample, it was decided
to replicate these. One additional question was added concerning early access to medical treatments.

Replicating this study will allow comparisons to be made across GUM clinic samples. Costs and
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benefits have been shown to have influenced decisions in many other health related behaviours (e.g.
screening for raised blood pressure, cervical cancer and genetic abnormalities ; Marteau, 1995).
Perceived benefits of HIV testing may therefore motivate some people to seek HIV testing, whereas

perceived costs may inhibit those at risk (Kalichman et al.,1996).

121



Interview Questions

1. Costs / benefits

What do you consider as the potential benefits (advantages) of having an HIV test ?
What do you consider as the potential pitfalls (disadvantages) of having an HIV test ?
2. If you were thinking of having the test for HIV...

a) What things / factors / influences would make it easier for you to go for testing ?
b) What things / factors / influences would make it harder for you to go for testing ?
¢) What things might put you off going for an HIV test ?

d) What things might encourage you to go for an HIV test?

3. Access.

a) Where can you go to have an HIV test ?

b) What would make it easier for you to go to one of these places ?
¢) What would make it harder for you to go to one of these places ?

7evening clinics ; walk -in clinics , appointments

4. Confidentiality

a) Would you have concerns over the confidentiality of test results ?
What are they?

b) Do you know the difference between confidential / anonymous testing ?
(...give details).

c) Which type (conf / anon) of testing would you feel more comfortable with?

d) Do you know which type of testing (conf / anon) this clinic uses?
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5. Test results.

a) What do you think about having to wait 2 weeks for test results ?
b)Would you be more willing to be tested if you could receive your results within the same day?

¢) Would you be willing to use home testing kit if one became available ?

6. Diagnosis / Treatment.

a) Can anything be done to help someone diagnosed as HIV +ve ?
b) Are there any treatments available?
¢) How do you think receiving a positive test result would effect someone’s life the most??

d) How do you think receiving a positive test result would effect someone’s life the most?
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Study Information Sheet

You have been asked to take part in a study conducted by a psychologist in postgraduate clinical
training at the University of Glasgow. The study is aiming to identify some of the reasons why people
do / do not have HIV tests.

Your participation in the study will consist of an informal interview and should take no more than 20-30
minutes. You will be asked what kind of things put you off going for an HIV test, and what kind of
things would make it easier for you to go for an HIV test. We are interested in all kinds of responses
and there are no right or wrong answers.

All information we receive in the course of the study will remain strictly confidential. You will not be
identified from the data analysis or any publications resulting from this research. Your interview will
be taped anonymously, with no identification what so ever. The recording of the interview will be
erased after it has been coded.

If you do decide to participate in the study, you can withdraw at any time and for any reason. If you
decide to withdraw your tape will be immediately erased.

Participation or non participation in this study will have no effect on your current treatment.

Wee hope that you will be interested in taking part in this study.

Yours sincerely,

JEFF SALT DR J HARVEY

Trainee Clinical Psychologist Consultant in G.U. Medicine
University of Glasgow/ Falkirk Royal Infirmary
Greater Glasgow Community + Falkirk

Mental Health NHS Trust
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Consent Form

L .................agree to take part in this study and confirm that the

nature and purpose of this study has been explained to me.

I have read the accompanying information sheet and understand that my interview will be taped.

I understand that participation or non participation in this study will have no effect upon my current

treatment.

Signature of partiCIPant. .. ... .............ooiei i e

Date
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Appendix 2.3
Please complete the following information about yourself.

SEX (please circle) : MALE
FEMALE

AGE: ...

MARITAL STATUS (please circle) :  MARRIED
UNMARRIED COUPLE
NEVER MARRIED
DIVORCED, SEPARATED, WIDOWED

JOB (please circle): EMPLOYED
UNEMPLOYED
STUDENT
RETIRED

ANNUAL INCOME (please circle) : 0-£5000
£5000-10,000

£10,000-15,000
over £15,000

At what age did you finish full time education? ..................

Please answer the next question by marking the line at the point where you
believe you fit between the two end points?

What is your personal risk for getting the AIDS virus?

no risk at all extremely high risk

Please circle the answer to the next questions.
Have you ever been tested for the AIDS virus? YES /NO
Do you intend to be tested for the AIDS virus in the next month? YES /NO

Have you been to this clinic before today? YES /NO

PTO
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Please complete the following by circling the number on the scale that most
accurately answers the question.

E.G. The AIDS virus can be transmitted through saliva Very  |-----|---—-|---—-|  very
true 1 2 3 4 false

There is nothing that can be done to help someone who has Very  [|-----f---|--——|  very
AIDS / HIV tue 1 2 3 4 false
Ifa G.P. tested someone for the AIDS virus he could not tell Very  |-----|---—|--—| very
anyone else the results tue 1 2 3 4 false
If someone has an AIDS test their partner is automatically told Very  [|-----|----|-----|  very
the result tue 1 2 3 4 false
Support networks (services) exist for people who have HIV / Very  [-----|-----|--—-| very
AIDS true 1 2 3 4 false
There are no drug treatments available to help the life of Very  |----|---—-|-----|  very
someone with HIV / AIDS tue 1 2 3 4 faise
The results of an AIDS test carried out in a G.U.M. clinic Very  |----|-----|---—-|  very
remain within the clinic setting true 1 2 3 4 false

In central region, where can you get an AIDS test? (name as many places as possible)

PTO
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Jollowing questions are about your general health and the way in which you think
about your health.
Please complete the following by circling the number on the scale that most
accurately answers the question as it applies to you.

G. Taking vitamins keeps me healthy. Strongly |
Disagree 1 2 3 4 5 6

‘I become ill it is my own behaviour which determines how soon I get well.  Strongly  |-----|-----}-=-~~|--=--]-----]
Disagree 1 2 3 4 5 6

0 matter what I do, If I am going to be ill, I will be ill. Strongly  |--=--|-=-=|-==mn|-==--|-----|
Disagree 1 2 3 4 5 6

aving regular contact with my doctor is the best way for me to avoid illness.  Strongly  |-----|-=-=-|----=|----~|-=---|
Disagree 1 2 3 4 5 6

ost things that affect my health happen to me by accident. Strongly  |----- |+=--- |-==-- [==eef -+ |
Disagree 1 2 3 4 5 6

henever I don’t feel well, I should consult a medically trained professional. ~ Strongly  |-----|---=-|=-=-=|=====|----|
Disagree 1 2 3 4 5 6

am in control of my health. Strongly  |----- |-=--- |----- |--=m- [ |
Disagree 1 2 3 4 5 6

y family has a lot to do with my becoming ill or staying heaithy. Strongly  |----- [----- |-mmn [ ===~ [----- |
Disagree 1 2 3 4 5 6

hen I am ill I am to blame. Strongly | [ | : [~=-mn |
Disagree 1 2 3 4 5 6

ick plays a big part in determining how soon I will recover from an illness.  Strongly  |----- |---—- |----- |----- |-=--- |
Disagree 1 2 3 4 5 6
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alth professionals control my health.

F good health is largely a matter of good fortune.

!

he main thing that affects my health is what I do myself.

1 take care of myself I can avoid illness.
|

/hen I recover from an illness, its usually because other people
o matter what I do I am likely to get sick.

[ its meant to be I will stay healthy.

"1 take the right actions. I can stay healthy.

egarding my health I can only do what my doctor tells me to.
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accurately describes the way you feel.

E.G. Taking the test for the AIDS virus is a difficult decision to make.

I do not know enough about AIDS to know if I need to be tested.

Knowing the results of my AIDS test would allow me access to medical

treatments.

I would rather forget about getting tested for the AIDS virus.

People in my life would leave me if I had the AIDS virus.

I probably have the AIDS virus so why bother getting tested.

People should get tested for the AIDS virus to protect their partners.

People outside the clinic can find out the results of an AIDS test.

I am so sure I do not have the AIDS virus that I do not have to get tested.

If I got tested for the AIDS virus today I would be scared about the results.

I would rather not know if I have the AIDS virus.

It is better for me not to know if I have the AIDS virus.

Getting tested for the AIDS virus would help me feel better about my health.

I am so sure that I have the AIDS virus I do not need to get tested.
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The following questions are about your feelings towards HIV / AIDS tests.
Please complete the following by circling the number on the scale that most
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The following questions are about your sexual behaviour. Please be as
honest as possible in answering these questions. Remember that your
answers are anonymous and cannot be traced back to you.

How would you describe your predominant sexual orientation (please circle)

heterosexual bisexual homosexual

WITHIN THE LAST MONTH :

How many sexual partners have you had? ...........................

How many times did you have vaginal sex without a condom?..........................

How many times did you have anal sex?....................

WITHIN THE LAST YEAR :

How many sexual partners have youhad ? ..........................

Did you have vaginal sex YES/NO

How often did you use a condom during vaginal sex NEVER/SOMETIMES /ALWAYS.
Did you have anal sex YES /NO

How often did you use a condom during anal Sex =~ NEVER / SOMETIMES / ALWAYS

IN YOUR LIFETIME :

Have you ever : shot up drugs with a needle YES /NO
Have you ever : had a sexual partner who shot up drugs with a needle YES /NO
Have you ever : had a sexual partner who had HIV / AIDS YES/NO
Have you ever : had a sexually transmitted disease YES /NO

PTO
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The following statements are about which things would make it easier
Jor you to take an AIDS test.

Please respond to the following statements by circling the number on
the scale that best fits.

It would be easier for me to take an AIDS test if......

I could get the results on the same day. Not at all |--=--|]-----]-—--|  very true
trueforme 1 2 3 4 forme

I did not have to give my name. Not at all |-m==efm=me]-----|  very true
trueforme 1 2 3 4 forme

I could have the test while attending another clinic. Not at all |-==~+|----]---—-|  very true
trueforme 1 2 3 4 forme

I could have the test at home. Not at all [-===-|--=--|]----|  very true
trueforme 1 2 3 4 forme

I could walk in without having to make an appointment. ~ Not at all |--=--|----------|  very true
trueforme 1 2 3 4 forme

Please circle the correct answer to the following questions in relation to
the clinic you are now attending.

Does this clinic offer anonymous testing? YES /NO /DON’T KNOW
Can you walk in without an appointment? YES /NO/DON’T KNOW
Does this clinic take the names of

individuals being tested for the AIDS virus? YES /NO /DON’T KNOW
THANK YOU.
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Appendix 2.41.

Risk behaviours divided into past month, last year and lifetime risks for HIV, by testing group.

| HIV TESTING GROUPS

I l |

Already Tested Getting Tested Not Testing

n=53 n=13 n=129

MONTH RISK Mean (SD) Mean (SD) Mean (SD)

Unprotected 1.96 (3.6) 1.92 | @41) | 451 (7.2)

Vaginal Intercourse

Unprotected Anal - 0.19 (1.04) 0.08 (0.28) 0.21 (1.68)

Intercourse

% intercourse with 52.24 47.60 38.10 49.21 40.02 45.30

condoms

Sexual Partners 1.36 4.09) 1.15 (1.91) 1.10 (1.08)

(last month)

Risk Index 0.61 072 | 079 | ©.75 | 0.75 (0.86)

Perceived Risk 2.81 2.74) 3.48 (2.35) 1.49 (1.68)

YEAR RISK

Sexual Partners 4.6 (14.3) 2.85 (2.08) 1.98 (1.76)

(last year)

% % %

Unprotected 77 85 84

Vaginal Intercourse

Unprotected Anal 13 15 6

Intercourse

LIFETIME RISK

Shot up drugs 4 8 2

Partner who shot up 9 8 4

Partner with HIV 4 8 1

STD 47 23 38
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Appendix 2.42

Additional data / comments

Confidentiality / support services

It was hypothesised that the not testing group would have less accurate information

regarding support services and confidentiality issues than the testing group.

Table 7 below contains the results of questions concerning treatment / support for those who
are diagnosed HIV positive, and questions concerning the confidentiality of test results. Mann-
Whitney tests between the responses of the two groups indicated that those not seeking testing
believed that GP’s cannot tell anyone else the results of an HIV test, significantly more than the

testing group (u=3271.5, p<.001).

Table 7 : Means and standard deviations of confidentiality and HIV+ support questions.
Items scored on 4 point scale 1=very true, 4=very false.; F=false T=true

Testing Not testing Total
n=66 n=129 n=195
Mean [ SD | Mean | SD u P Mean | SD

No drug treatments exist for HIV 3.50 81 3.39 .89 3950 ns 3.43 .86
(4]

Support networks exist for HIV+ 1.18 .55 1.28 .62 | 3752.5 ns 1.25 .60
people (T)

Nothing can be done to help people | 2.98 | 1.01 | 2.75 | 1.00 | 3516.5 ns 2.83 | 1.01
with HIV(F)

GP cannot disclose results to 1.82 | 1.09 | 1.41 .88 | 3271.5 | p<.001 | 1.55 97
anyone (F)

Results remain within the GUM 1.62 .88 1.75 .92 3559 ns 1.70 91
clinic (T)

Partners are automatically told 3.63 74 3.53 .87 3986 ns 3.56 .83
result of test (F)

sd=standard deviation; u=Mann-Whitney score; p=significance level;, ns=not significant.
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Knowledge of clinic policy

Extract from HIV testing questionnaire :

Please circle the correct answer to the following questions in relation to the clinic you are
now attending.

Does this clinic offer anonymous testing? YES /NO/DON’T KNOW
Can you walk in without an appointment? YES /NO/DON’T KNOW

Does this clinic take the names of
individuals being tested for the AIDS virus? YES /NO /DON’T KNOW

Chi square tests on the above questions revealed some interesting associations.

There was a significant association between knowledge of anonymous testing between the two
testing groups (x=32.5,df=2,p<.0001). There was also a significant association between the
two testing groups on knowledge of name taking i.e. confidential testing (y=34.5,
df=2,p<.0001). However the exact interpretation of these results is complex due to the
majority of people answering ‘don't know’ on both questions. Perhaps of more interest is the
fact that in the testing group 17 people (5 in the not testing group) responded yes to both
questions.

The only clear conclusion from these results is that people using the GUM services do not
know what testing policy the clinic uses.

A chi square for the ‘walk in’ clinic question was not significant (x=1.06, df=2 ns).
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Home Access Testing

Table 6 in the main paper contains data relevant to these comments.

This study found that out of 5 service options relating to the delivery of HIV tests, having the
test at home was least endorsed in both testing groups. This would appear to be a curious
finding. Considering that many people have concerns over anonymity / confidentiality of HIV
testing, and do not want to wait for test results, home testing should be a desirable alternative
toa GP or GUM clinic.

With the Food and Drug Administration (FDA) in the U.S. now licensing home access HIV
testing, it will be interesting to discover how widely it is used. Further research into the British

publics opinions of home access testing would seem warranted.

Further information :

Stryker, J. and Coates, T.J. (1997). Home access HIV testing : what took so long ?. Archives
of Internal Medicine, 157,261-262.

Bayer, R B., Stryker, J. & Smith, M.D. (1995).Testing for HIV infection at home. The New

England Journal Of Medicine, 332(19)1296-1299.
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Single Case Research Study
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Appendix 3.1.

- L
CLINICAL CHILD PSYCHOLOGY AND PSYCHIATRY

AIMS AND SCOPE

Clinical Child Psychology and Psychiatry brings
together clinically oriented work of the highest
distinction from an international and multidisci-
plinary perspective, offering comprehensive cover-
age of clinical and treatment issues across the range
of treatment modalities.

Clinical Child Psychology and Psychiatry is inter-
ested in advancing theory. practice and clinical
research in the realm of child and adolescent
psychology and psychiatry and related disciplines.

INSTRUCTION

The Editor apologizes for the apparent pedantry of
these instructions. but emphasizes that adherence to
them will ensure rapid and efficient processing of
your contributions. and will enhance the article
itself.

Peer review process. The Editor will screen manu-
scripts for their overall fit with the aims and scope of
the journal. Those that fit will be further reviewed by
two or more independent revicwers. Papers will be
evaluated by the Editorial Board and refereed in
terms of merit, readability and interest. Unsolicited
manuscripts will not be returned to thc author.

Submission of MSS. Four copies of each manu-
script, typed in double spacing throughout, and on
one side only of white A4 or US standard size paper.
should be sent to the Editor at the address given
betow.

Formar of MSS. Each manuscript should contain
the following, in the correct order.

(a) Title page to include the title of the paper. full
name of each author. current professional position
and work context, and indicators of which author
will be responsible for correspondence. A word
count should also be included.

(b) Abstract page: the abstract itself not to exceed
200 words (150 for preference). and up to § key
words to be listed on the same page. This page
should carry the title of the paper but not the author
name(s).

{c) Main text: not usually to exceed 7500 words and
10 be clearly organized, with a clear hierarchy of
headings and subheadings (3 weights of heading
maximum).

(d) References: Citation of references follows APA
(American Psychological Association) style. Refer-
ences cited in the text should read thus: Brown
(1955: 63-64); (Brown. 1995, pp. 63-64: Green &
Brown, 1992, p. 102. table 3). The letters a. b, ¢, etc.,
should distinguish citations of different works by the
same author in the same year (Black, 1989a, 1939b).
All references cited in the text should appear in an
alphabetical list. after the Notes section.

(e) Figures. tables.etc.: should be numbered consec-
utively, carry descriptive captions and be clearly
cited in the text. Keep them separate from the text
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The journal directs its attention to matters of clinical
practice, including related topics such as the ethics
of treatment and the integration of research into
practice.

Multidisciplinary in approach, the journal includes
work by, and is of interest to, child psychologisis,
psychiatrists and psychotherapists, nurses, social
workers and all other professionals in the fields of
child and adolescent psychology and psychiatry.

TO AUTHORS

itscll, but indicate an approximate location on the
relevant text page.

(f) Author biographics: On a separate sheet provide
a one-paragraph bio-bibliographical note for each
author - up to 100 words for a single author, but
none to exceed 65 words in a multi-authored paper.

Style. Usc a clear and readable style, avoiding
jargon. If technical terms must be included, define
them when first used. Use plurals rather than he/she,
{s)he, his or hers:"If a child is unhappy. he or she. ..’
is much better cxpressed as ‘When children are
unhappy. they. . .".

Spelling. British or American spellings may be used
(the “z" versions of British spellings are preferred to
the s’ versions. as given in the Oxford English
Dictionary).

Punctuation. Use single quotation marks, with
double inside single. Present dates in the form 9 May
1996. Do not use points in abbreviations, contrac-
tions or acronyms (e.g. DC, USA, DR, UNESCO).

Covering letrer. Attach to every submission a letter
confirming that all authors have agreed to the
submission and that the article is not currently being
considered for publication by any other journal. The
name. address, telephone and fax number of the
corresponding author should always be clearly indi-
cated. and an cmail address would be very welcome.

Disks. On acceptance of your MS for publication
you will be asked to supply a diskette (IBM-compat-
ible or Mac) of the final version.

Copyright. Before publication authors are
requested Lo assign copyright to Sage Publications,
subject to retaining their right to reuse the material
in other publications written or edited by them-
selves and due to be published preferably at least
one year after initial publication in the Journal.

Muiling. Address MSS to the Editor: Dr Bryan
Lask, Consultunt Psychiatrist, Department of
Psychological Medicine, Great Ormond Street
Hospital, Great Ormond Street, London WCIN
3JH, UK.

Books for review should be sent to: Bernadette
Wren. 177 Brooke Road. London ES 8AB, UK.



Appendix 3.2.

Successful bedtime routine

0)

Session number

Session 1: initial interview;
Sessions 2 + 3 : baseline;
Sessions 4-7 :treatment.
Sessions 8-12 : follow up

Treatment sessions are defined as sessions in which the bedtime routine was specifically targeted.
Follow up sessions are defined as sessions occurring after removal of star chart as reinforcer.
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Appendix 3.3.

Successful evening mealtime routine

Session number

Session 1 : initial interview;
Sessions 2 - 4 : baseline;
Sessions 5 - 7 : treatment;
Session 8 - 12 : follow up.

Treatment sessions consisted of specific work focusing on mealtime management.
Follow up sessions are defined by no direct work regarding mealtime management.
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Appendix 3.4.

Temper tantrums per week

51t
40.
30

03
'S 10

Session Number

Session 1: initial interview;
Sessions 2 + 3 : baseline;
Sessions 4-10 : treatment;
Sessions 11-12: follow up.

Treatment sessions are defined by all parent management work.
Follow up sessions did not include specific advice / strategy for prevention or management of temper

tantrums.
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Appendix 3.5.

WISC III UK - Wechsler Intelligence Scale for Children

subtest

picture completion
information

coding

similarities

picture arrangement
arithmetic

block design
vocabulary

object assembly

verbal
performance
full scale

verbal scaled score

10

IQ

84
77
79

performance scaled
score

7

4
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Appendix 3.6.

WORD - Wechsler Objective Reading Dimensions

standard score WISC III UK scaled score
basic reading 86 7
spelling 82 6
reading comprehension 79 6
WORD composite 79 6
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Appendix 4.1

Autism: An International Journal of Research and Practice

Notes to Authors

Aims
The aim of the Journal is to publish original research or original contributions to the existing
literature on autism. Papers should not previously have been published elsewhere.

Papers may have a research, clinical or theoretical basis and good review articles will also be
welcome. However, all submissions should be of potential practical relevance to work in the
field of autism or related disorders.

Length of papers

Both brief reports (up to 3,000 words) and more substantial reports (between 5 - 8,000 words)
will be considered for the Journal. There is scope for longer papers to be published on an
occasional basis but please consult with the Editors before submission.

Number of copies
When submitting papers for consideration please supply four hard copies. Ifa paper is
accepted for publication then a copy on disc will be required (see notes of disc preparation).

Language and terminology

Jargon or unnecessary technical language should be avoided as should the use of
abbreviations (such as coded names for conditions). Please avoid the use of nouns as verbs
(e.g- to access) or the use of adjectives as nouns (e.g. autists, normals or retardates).
Wherever possible use phrases such as ‘children with autism’ instead of ‘autistic children’.
Language that might be deemed sexist or racist should also be avoided.

Notes and references

The Harvard system for bibliographical references is to be used, with notes, references,
tables, figures and acknowledgements placed at the end of the manuscript. This entails
providing a full bibliography in alphabetical order at the end of the article, e.g.

Boswell, J. (1988) The Abandonment of Children. Harmondsworth: Penguin.

Burman, E. and P. Smith (1995) ‘The Abnormal Distribution of Development: Policies for
Southern Women and Children’, Gender, Place and Culture 2 (1): 21-37.

Nelken, D. (1994a) ‘Can Legal Culture Be Measured? A Theoretical Agenda’, paper
Presented at the Workshop on ‘Comparing Legal Cultures’, University of Macerata,
Italy 18-20 May 1994. Forthcoming in D. Nelken (ed.) Comparing Legal Cultures.
Aldershot: Dartmouth

Nelken, D. (1994b) ‘Whom Can You Trust? The Futures of Criminology’, pp. 220-43 in D.
Nelken (ed.) The Futures of Criminology. London: Sage

Qvortrup, J. (1994) ‘Childhood Matters: An Introduction’, in J. Qvortrup, M. Bardy,
G. Sgritta and H. Wintersberger (eds): Childhood Matters: Social Theory, Practice
and Politics. Aldershot: Avebury.
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Appendix 4.2.
Diagnostic criteria for 299.80 Asperger’s Disorder
A. Qualitative impairment in social interaction, as manifested by at least two of the following:

(1) marked impairment in the use of multiple nonverbal behaviours such as eye to eye gaze, facial
expression, body postures, and gestures to regulate social interaction.

(2) failure to develop peer relationships appropriate to developmental level.

(3) a lack of spontaneous seeking to share enjoyment, interests or achievements with other people
(e.g. By a lack of showing, bringing or pointing out objects of interest to other people).

(4) lack of social of emotional reciprocity.

B. Restricted repetitive and stereotyped patterns of behaviour, interests and activities as manifested by
at least one of the following:

(1) encompassing preoccupation with one or more stercotyped and restricted patterns of interest that
is abnormal either in intensity or focus.

(2) apparently inflexible adherence to specific, non functional routines or rituals.

(3) stereotyped and repetitive motor mannerisms ( ¢.g. Hand or finger flapping or twisting or
complex whole body movements).

(4) persistent preoccupation with parts of objects.

C. The disturbance causes clinically significant impairment in social occupational or other important
areas of functioning.

D. There is no clinically significant general delay in language (e.g. Single words used by age two years,
communicative phrases used by age three years).

E. There is no clinically significant delay in cognitive development or in the development of age
appropriate self help skills, adaptive behaviour (other than in social interaction), and curiosity about

the environment in childhood.

F. Criteria are not met for another specific Pervasive Developmental Disorder or Schizophrenia.
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Appendix 4.3.

WISC III UK - Weschler Intelligence Scale for Children

subtest verbal scaled score | performance scaled
score
picture completion 6
information 6
coding 2
similaritics 3
icture arrangement 7
arithmetic 7
block design 9
vocabulary 3
object assembly 6
comprehension 6
1Q
verbal 70
performance 73
full scale 69
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Appendix 4.4

WORD - Weschler Objective Reading Dimensions

standard score WISC 111 uk scaled score
basic reading 62 2
spelling 64 3
reading comprehension 66 3
WORD composite <40 (0)
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Appendix 4.5.

Vineland Adaptive Behaviour Scale

Domain Raw Total Standard | Percentile Adaptive
Score Level
Receptive 26
Communication Expressive 48 81 40 <.0.1 severe
Written 7 deficit
Personal 60
D.LS. Domestic 10 82 <20 <0.1 profound
Community 12 deficit
interpersnl 31
Social leisure 17 55 40 <0.1 severe
coping 7 deficit
(Motor) gross 40 68
fine 28
Composite 31 <0.1 severe
deficit
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APPENDIX 5

Single Case Research Study
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Appendix 5.1

BEHAVIOUR RESEARCH AND THERAPY
incorporating ADVANCES IN BEHAVIOUR RESEARCH AND THERAPY

Information for Contributors

Behaviour Research and Therapy incorporating Advances in Behaviour Research and Therapy will be
published monthly.

Neither the Editors nor the publisher accept responsibility for the views or statements expressed by
authors.

In order to expedite the selection and prompt publication of papers, we have decided to discontinue the
practice of supplying copies of referee’s reports. Correspondence regarding decisions reached by the editorial
comuinittee is not encouraged.

This journal should be cited in lists of references as Behaviour Research and Therapy.

Muanuscripts

All manuscripts submitted for publication for the regular section of the journal and all scientific
correspondence should be sent to the Editor: Dr S. RacHMan, Department of Psychology, University of
British Columbia, Vancouver, British Columbia. Canada V6T 1Z4. Manuscripts for the Behavioral
Assessment Section should be sent to Dr S. TayLor. Department of Psychiatry, 2255 Wesbrook Mall,
Vancouver, British Columbia, Canada V6T 2A1.

Manuscripts should be typewritten on one side of the paper, double spuced and in triplicate (one original
and two carbon copies). The original manuscript and diagrams will be discarded one month after publication
unless the publisher is requested to return original material to the author.

Manuscripts must be carefully checked and proof alterations—except printer's errors—should be
minimal.
Disks

Authors are encouraged to submit a computer disk (5.25" or 3.5" HD DD disk) containing the final
version of the paper along with the final manuscript to the editorial oftice. Please observe the following criteria:

. Send only hard copy when first submitting your paper.

2. When your paper has been refereed. revised if necessary and accepted. send a disk containing the final
version with the final hard copy. Make sure that the disk and the hard copy match exactly.

3. Specify what software was used. including which relcase. e.g. WordPerfect 5.1.

4. Specify what computer was used (either IBM-compatible PC or Apple Macintosh).

5! Include the text file and sepurate table and illustration files. if’ available.

6. The file should follow the general instructions on style/arrangement and. in particular. the reference
style of this journal as given below.

7. The file should be single-spaced and should use the wrap-around end-of-line feature, i.e. no returns at

the end of euach line. All textual clements should begin flush left: no paragraph indents. Place two
returns after every element such as title. headings. paragraphs. figure and table call-outs.
8. Keep a back-up disk for reference and safety.

The articles submitted must contain original material which has not been published and which is not
being considered for publication elsewhere. Papers accepted by Belaviour Research and Therapy may not be
published elsewhcre in any language without the consent of the Editor.

The title of the paper. the author’s name and surname and the name and address of the institute. hospital
etc. where the work was carried out. should be indicated at the top of the paper. Where possible. the Fax
number of the corresponding auther should be supplied with the manuscript. for use by the publisher.

Sunmmaries. A summary. not exceeding 200 words. should be submitted on a separate sheet in duplicate. The
summary will appear at the beginning of the article.

Keviwords. Authors should include up to six keywords with their article. The controlled list of keywords is
based on the APA list of index descriptors, however. authors may include one or two additional “free’
kevwords if they wish to do so.

References should be prepared carefully using the Publication Manual of the American Psychological
Association for style. They should be placed on a separate sheet at the end of the paper. double-spaced, and in
alphabetical order.

References should be quoted in the text by giving the author’s name. followed by the year. e.g. (Hersen &
Barlow, [976) or Hersen and Barlow (1976).

For more than two authors. all names are given when first cited. but when subsequently referred to. the name
of the first author is given followed by the words “ct «f.” as for example—First citation: Nau. Caputo and
Borkovec (1974) but subsequently. Nau et «f. (1974).

[continued opposite
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BEHAVIOUR RESEARCH AND THERAPY
incorporating BEHAVIORAL ASSESSMENT

Information for Contributors—continued]

References to journals should include the author’s name followed by initials, year, paper title, journal title,
volume number and page numbers, e.g.

Singh, N. N. (1980). The effects of facial screening on infant self-injury. Journal of Experimental Therapy and
Experimental Psychiatry, 11, 131-134.

or

Beck, A. T., Ward, C. H., Mendelson, M., Mock, J., & Erbaugh, J. (1961). An inventory for measuring
depression. Archives of General Psychiatry, 4, 561-565.

References to books should include the author’s name followed by initials, year, paper title, editors, book
title, volume and page numbers, place of publicaticn, publisher, e.g.

Brownell, K. D. (1984). Behavioural medicine. In C. M. Franks, G. T. Wilson, P. C. Kendall, & K. D.
Brownell (Eds.), Annual review of behavior therapy (Vol. 10, pp. 11-20). New York: Guilford Press.

Footnotes, as distinct from literature references, should be indicated by the following symbols: *, t, 1,§,II, ¥,
commencing anew on each page.

Hllustrations and diagrams should be kept to a minimum: they should be numbered and marked on the
back with the author’s name. Captions accompanying illustrations should be typewritten on separate sheets.
Diagrams and graphs must be drawn with Indian ink on stout paper or tracing linen.

Photographs and photomicrographs should be submitted unmounted and on glossy paper.

The following standard symbols should be used in line drawings since they are easily available to the
printers:

AV AV OeDONEOO®® O

Tables and figures should be constructed so as to be intelligible without reference to the text, each table and
column being provided with a heading.

Tables. Captions should be typewritten together on a separate sheet. The same information should not be
reproduced in both tables and figures.

BUSINESS COMMUNICATIONS

All communications regarding advertising, subscriptions, changes of address, reprints etc., should be
addressed to the publishers, Elsevier Science Ltd, The Boulevard, Langford Lane, Kidlington, Oxford
OX5 1GB, England.

Copyright. All authors must sign the ‘Transfer of Copyright’ agreement before the article can be published.
This transfer agreement enables Elsevier Science Ltd to protect the copyrighted material for the authors, but
does not relinquish the author’s proprietary rights. The copyright transfer covers the exclusive rights to
reproduce and distribute the article, including reprints, photographic reproductions, microform or any other
reproductions of similar nature and translations, and includes the right to adapt the article for use in
conjunction with computer systems and programs, including reproduction or publication in machine-readable
form and incorporation in retrieval systems. Authors are responsible for obtaining from the copyright holder
permission to reproduce any figures for which copyright exists.

Proofs. Page proofs will be sent to the author (or the first-mentioned author in a paper of multiple
authorship) for checking. Corrections to the proofs must be restricted to printer’s errors. Any substantial
alterations other than these may be charged to the author. Please note that authors are urged to check their
proofs carefully before return, since the inclusion of late corrections cannot be guaranteed. In order to facilitate
rapid publication, authors are requested to correct their proofs and return them immediately to Elsevier
Science Ltd, Bampfylde Street, Exeter EX1 2AH, England.

Reprints. Reprints and copies of the issue (at a specially reduced rate) may be obtained at a reasonable cost,
provided that they are ordered when the proofs are returned and using the reprint order form which will
accompany the author’s proofs.



Appendix 5.2.

General Screening Measures

Pre-treatment 12th session 15" session
BDI 11 6 3
BAI 23 14 9
GHQ 0 0 0
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Appendix 5.3.

Frequency of Clock Changing Behaviour

Session number

Note : missing data for session 9.
Sessions 8+9 were baseline.
Sessions 10-15 were treatment.
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