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THE ORGANISATIONS INVOLVED IN THE RESEARCH 

 
SHARED CARE NETWORK 
Shared Care Network is an umbrella organisation representing 300 schemes in 

England, Wales and Northern Ireland that link families with disabled children to 

short-break carers.  The breaks can be anything from a few hours a week to a few 

days a month and may include overnight stays.  Most children who use the service 

have a learning difficulty, though they may have a physical disability, complex 

healthcare needs, HIV or sensory impairment. 

 

Shared Care Network promotes the development of quality, family-based short 

breaks for disabled children and young people.  It does this by developing 

appropriate policy and good practice guidelines, by providing training, an information 

service and a series of conferences, and through its research programme. 

 
NORAH FRY RESEARCH CENTRE 
The Norah Fry Research Centre is part of the University of Bristol and undertakes 

applied research on services and supports for disabled children and adults with 

learning difficulties and their families.  The Centre enjoys a positive, high profile 

reputation nationally and internationally.  It is committed to producing research 

outputs in formats that are useful to policy-makers, practitioners, families, people 

with learning difficulties and disabled children as well as other academics in the field.  

It has pioneered and developed ways of involving disabled children and adults with 

learning difficulties in research and in producing accessible information for them. 

 

CENTRE FOR HEALTH ECONOMICS 
The Centre for Health Economics (CHE) is a specialist health economics research 

unit within the University of York. CHE was established in 1983 and has continually 

expanded since its inception.  Providing research of world-wide repute, its principal 

areas of activity include: economic evaluation of health and social care interventions, 

outcome measurement, primary care, addiction and health promotion, resource 

allocation, health policy and health economics in low and middle income countries.  
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CHAPTER 1: INTRODUCTION 

 
It is widely known that there is a crisis in the recruitment of foster carers.  A huge 

government-backed national campaign to recruit 7,000 foster carers last year 

resulted in a disappointing response (Fostering Network, 2002). What is less well 

known is that there is a similar crisis in the recruitment of short-break carers for 

disabled children. Family-based short-break services, also known as shared care or 

family link services, aim to provide short breaks for primary carers of disabled 

children and to help disabled children develop new friendships and broaden their 

horizons.  The breaks are provided by families, couples or individuals who can 

provide occasional (or sometimes more regular) care, varying in length from a few 

hours a week to several days a month. 

 

The provision of short-break services grew enormously during the 1980s and 1990s, 

and it is estimated that by 1998 there were around 10,000 users of the service 

(DoH/SSI, 1998a).  A survey carried out by the Shared Care Network in 1999 

(Prewett, 1999) showed that half as many children who receive services were on 

waiting lists.  Some of the reasons given included a general lack of carers and the 

more complex support needs of some children.  The number of children with 

complex health care needs has risen considerably over the last decade, in part as a 

result of advances in medical care.  More children now survive premature birth and 

neonatal complications, and the life expectancy of children with degenerative 

conditions has lengthened (Servian et al., 1998). 

 

The importance of the provision of short-break services has been recognised at 

national government level.  The Quality Protects initiative for transforming children’s 

services has one of its sub-objectives that services should “increase the number of 

disabled children in receipt of family support services – including short-term breaks” 

(DoH/SSI, 2001).  In addition, two reports by the Social Services Inspectorate in 

1998 emphasised that short breaks were universally regarded by parents of disabled 

children as “a critical service” (DoH/SSI, 1998b) and “essential” (DoH, 1998). 
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Traditionally, short-break carers have provided care on a voluntary or fee basis.  

More recently, however, some schemes have attempted to address recruitment 

problems by introducing extra payments for short-break carers.  ‘Enhanced’ 

payments such as differentiated rates of pay and salaries have been introduced to 

attract those carers who are willing and able to take on children for whom it is harder 

to find placements.  This growing trend prompted the current research, which aims to 

look at the effectiveness and cost-effectiveness of using ‘enhanced’ payments to 

carers providing short breaks for disabled children. 
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CHAPTER 2: HOW THE RESEARCH WAS DONE 
 

The Better Rewards project, funded by the NHS Executive South and West 

Research and Development Directorate, commenced in July 1998 and continued for 

four years until the end of July 2002.  The aim was to evaluate the effectiveness and 

cost-effectiveness of ‘enhanced’ payments to short-break carers, compared with 

traditional ‘standard’ voluntary-based arrangements.  A subsidiary aim was to assess 

the impact of ‘enhanced’ payments on waiting lists for short breaks.  During the 

project, the opinions of disabled young people were sought as well as the views of 

families receiving, or waiting to receive a service, short-break carers and scheme 

coordinators. 

 
THE SAMPLE 
A sample of 10 shared care schemes were recruited to the project.  The schemes 

were eligible for inclusion if they provided ‘enhanced’ payments to short-break carers 

for at least some of the disabled young people registered with their schemes and if 

they were amenable to participation in the programme of research.  Nine of the 10 

schemes provided ‘standard’ payments in addition to ‘enhanced’ payments.  One 

scheme provided only ‘enhanced’ payments to its short-break carers.  Four of the 10 

schemes were voluntary sector run and six were local authority run.  Two schemes 

were based in the south of England, one in Wales, two in the Midlands, four in the 

north of England and one in Scotland.  To maintain the anonymity of schemes, the 

data was aggregated across schemes and no within-scheme comparisons were 

made. 

 

All ‘enhanced’ carers were invited to participate in the research, as well as around 10  

‘standard’ carers from the nine schemes that used this payment mechanism.  Around 

10 families linked to ‘standard’ carers, 10 linked to ‘enhanced’ carers and 10 waiting 

list families were also invited to participate.  In all, interviews were held with: 

• 73 families currently using a short-break service 

• 33 families waiting to use a short-break service 

• 86 carers providing short-break care. 
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INFORMATION PROVIDED BY SCHEME COORDINATORS 
Scheme coordinators from each scheme provided the following information: 

• data on the purpose and functioning of the scheme  

• financial information on the cost of the short-break scheme  

• details of the characteristics of all families receiving or waiting to receive 

short-break care and all ‘standard’ and ‘enhanced’ carers. 

 

Information on the purpose and functioning of the schemes was obtained through 

semi-structured interviews.  Specifically, data was collected on: waiting lists, carer 

recruitment, retention, assessment, support and training, review meetings and 

financial information.  Financial information was collected via a postal questionnaire 

sent to each of the schemes. 

 

Details of the characteristics of all families receiving, or waiting to receive, short-

break care, and of the carers providing care, were collected in tables given to the 

schemes to complete.  Information collected included: the age, gender, number and 

type of disabilities and ethnic background of the young people, as well as the marital 

status of the young people’s guardians.  Additionally, scheme coordinators were 

asked about the length of stay of the young people on the waiting lists and the 

likelihood of finding placements for them.  Information collected about the carers 

included: their age, the length of time they had been with the scheme, the length of 

time they had been an ‘enhanced’ carer (if applicable), their ethnic origin, the total 

number of children linked to them and their first language. 

 

The data gathered on the characteristics of carers, and families receiving or waiting 

to receive a short-break service were used to undertake some basic descriptive 

analysis and to select the sample to invite to participate in the research.  

 
DEVELOPMENT OF THE RESEARCH MATERIALS 
Questionnaires for families 

A number of questionnaires were administered to families receiving and waiting for 

services.  The questionnaires were based on tools used in previous research on 

short-break care (Stalker and Robinson, 1991) and other well-validated 
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questionnaires.  The aim was to collect information on: personal characteristics and 

socio-economic background, health-related quality of life and service-use and cost 

information. 

 

The questionnaires administered to families already receiving short-break services 

collected: socio-demographic information relating to the families and their disabled 

youngsters, their contact with and use of the short-break service, parents’ thoughts 

on short-break carers and payments and their child’s stays with the carer.  The 

questionnaires administered to families waiting to use short-break services collected: 

similar socio-demographic information, their experiences in applying to the short-

break service, their contact with the social worker dealing with the application, and 

their expectations of the service and short-break carers and payments. 

 

Two established outcomes scales measuring health-related quality of life were used 

to assess parental health status.  The EuroQol Questionnaire (EQ-5D) is a generic 

health-related quality of life measure containing two main sections (Brooks et al., 

1990).  The first asks respondents to describe their health status based on five 

dimensions of: mobility, self-care, usual activities, pain/discomfort and 

anxiety/depression.  The second asks respondents to rate their current health state 

on a scale between zero, the worst imaginable health state, and 100, the best 

imaginable health state, although negative values are also possible since some 

respondents may report health states that the general population valued as worse 

than death.  The General Health Questionnaire (GHQ-12) focuses on the mental 

health status of respondents (Goldberg and Williams, 1988).  It contains 12 items 

and is commonly used as an indicator of depression. 

 

Families were asked about their child's use of services using a questionnaire 

designed for the purpose of the study but based on previous research (Byford et al., 

1999; Harrington et al., 2000).  The questionnaire collected information on use of 

short breaks and all health, social, education, voluntary and private sector services. 

 

Questionnaire for carers 

‘Standard’ and ‘enhanced’ carers were asked about the youngsters they were linked 

to, their current and previous experiences of being a carer, their preparation for 
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becoming a carer, their initial assessment and any ongoing training and support in 

their role as a carer and payment issues.  

 

Questionnaire for disabled youngsters 

A pictorial questionnaire, administered in guided interviews, was developed to 

investigate the disabled youngsters’ views about how well they were getting on with 

their shared carers.    

 

THE CONDUCT OF THE RESEARCH 
Interviews with families receiving or waiting to receive a service and carers took 

place between November 2000 and March 2002.  There were two phases to the 

research.  Carers and young people took part in phase one (T1) only.  Families were 

invited to take part in both phases – at T1 and approximately six months later (T2).  

The T1 phase of the research was conducted by face-to-face interviews.  T2 was 

typically undertaken by the same interviewer as at T1, but was conducted by 

telephone. 

 

Guided interviews with young people were carried out by school teachers once 

consent had been obtained from the parents and the young people.  Teachers used 

whatever means of communication they normally used with the young person and 

responses were recorded on the questionnaire along with any photos, drawings or 

stickers they wanted to add.  The completed questionnaire was copied; the original 

was kept by the young person and the copy was sent to the research team.  After 

each interview, the research team sent a cheque for £25 to the school to thank them. 

 

To undertake the interviews with families and carers, 16 interviewers were recruited 

via Guardian ad litem panels and the Family Fund.  All the interviewers had already 

been police checked and had relevant experience with disabled children and their 

families.  They attended a training day organised by the research team to familiarise 

themselves with the study and review the questionnaires.  

 

DATA COLLECTION 
At T1 only, questionnaires were administered to short-break carers, and guided 

discussions were held with a sub-sample of young people receiving short-break 
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services.  At T1 and T2, four questionnaires were administered to families receiving, 

and waiting to receive services (see Table 2.1).  The questionnaires were identical at 

each time point apart from the full schedule used at T1, which was shortened and 

adapted for use as a telephone questionnaire at T2. 

 
Table 2.1: The data collected 

Who was asked Questionnaire type Time 
period 

Method of 
administration 

Linked young people General T1 Guided 
discussion 

Short-break carers General T1 Interview 

Linked families & waiting 
list families 

EQ-5D T1 
T2 

Postal 
Telephone 

Linked families & waiting 
list families 

GHQ-12 T1 
T2 

Interview 
Telephone 

Linked families & waiting 
list families 

Full schedule 
Short schedule 

T1 
T2 

Interview 
Telephone 

Linked families & waiting 
list families 

Children’s use of service 
questionnaire 
Children’s use of service 
questionnaire 

T1 
 
T2 

Interview 
 
Telephone 

 
CALCULATION OF UNIT COSTS 
Since the majority of service-use data was collected between 2000 and 2001, unit 

costs applied were for the financial year 2000/2001.  The unit costs of short-break 

services were calculated on the basis of financial information provided by scheme 

coordinators.  Costs of all other services used by young people were calculated by 

applying nationally applicable unit costs from a number of published sources.  More 

detailed information on the calculation of unit costs can be found in Chapter 10. 

 

DATA ANALYSES 
The following analyses were undertaken: 

• descriptive information on the views of a small number of young people using 

a short-break service 

• descriptive information about those receiving or waiting to receive a service 

and the short-break carers 
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• a comparison of the study sample participants with all young people receiving  

or waiting to receive a service in the 10 schemes 

• descriptive information on use of all services by those receiving or waiting to 

receive a service 

• a comparison of the outcomes associated with those receiving or waiting to 

receive a service 

• a comparison of the costs of care associated with those receiving or waiting to 

receive a service 

• a comparison of the outcomes associated with those receiving services from 

‘standard’ and ‘enhanced’ carers 

• a comparison of the costs of care associated with those receiving services 

from ‘standard’ and ‘enhanced’ carers 

• a review of changes in the outcomes of those receiving or waiting to receive a 

service between T1 and T2 

• a review of changes in the costs of those receiving or waiting to receive a 

service between T1 and T2 

• an exploration of the cost-effectiveness of ‘enhanced’ care compared to 

‘standard’ care and of those receiving a service to those on the waiting list. 

 

ANALYSING THE ECONOMIC DATA 
The cost of short-break care was combined with the cost of all other services to 

provide a total cost of care per young person per period of time.  Total costs are 

reported for a number of perspectives, including the cost to the scheme itself and the 

costs to the health, education, social services, voluntary and private sectors. 

 

The primary economic analysis focused on total costs over the period from first to 

second interview (T2 data), adjusted for baseline differences (T1 data) using linear 

regression.  The purpose of such adjustment is to take into consideration differences 

between the groups at entry to the study.  Given the lack of randomisation, it is likely 

that the three groups of young people (e.g. those receiving ‘standard’ or ‘enhanced’ 

care and those on the waiting list) differ in some way, thus making comparisons 

difficult. 
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To explore the relative cost-effectiveness of the three groups the costs and 

consequences associated with each group were analysed. 

 

SUMMARY 

• A sample of 10 shared care schemes located throughout England, Scotland and 

Wales were recruited to the study.  Nine provided ‘standard’ payments in addition 

to ‘enhanced’ payments.  One provided ‘enhanced’ payments only. 

• Scheme coordinators provided information on the purpose and functioning of the 

scheme, the characteristics of those connected with the scheme and the costs 

associated with the scheme. 

• Questionnaires were administered to a sample of families receiving, and waiting 

to receive a short-break service and to a sample of carers.  Some young people 

receiving a service completed a pictorial questionnaire. 

• Six months after the initial questionnaires were completed, families receiving or 

waiting to receive a service were asked to complete the questionnaires again. 
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CHAPTER 3: ‘STANDARD’ AND ‘ENHANCED’ PAYMENT MECHANISMS 
 

This chapter describes the various payment mechanisms used by participating 

schemes and explores the benefits and costs, according to short-break service 

scheme organisers, of using ‘standard’ or ‘enhanced’ payment mechanisms for 

short-break carers.  

 
‘STANDARD’ AND ‘ENHANCED’ PAYMENT MECHANISMS 
Traditionally, short-break carers have provided care on a voluntary and/or fee type 

basis, the voluntary part being made up of different combinations of expenses and 

allowances and the fee part being reward based and therefore subject to income 

taxation, potentially including fees and enhancements.  In this project, we have 

referred to these carers as ‘standard’ carers.  Based on our survey of scheme 

coordinators we found four ‘standard’ payment types: 

• Expenses - payments to cover itemised expenditure such as travel, telephone 

bills, maintenance and heating costs associated with caring for a disabled 

person. 

• Allowances – payments to cover expenses that are paid at a set rate for the 

period of time worked, rather than on an item-by-item basis. 

• Enhanced allowances – as for allowances but paid at a higher rate to 

reimburse carers for the additional cost or expense of looking after children 

with particularly severe impairments. 

• Fees – fees are paid to carers in recognition of the skill and competence 

needed to provide the service and, in some schemes, are paid even if a short 

break is cancelled.  Fee paid carers may not be classified as employees, and 

do not usually receive full employee benefits, although in some cases they do 

receive entitlements such as sick pay. 

 

More recently, a number of alternative payment mechanisms have been developed 

which aim to improve carer recruitment and retention.  ‘Enhanced’ payments are 

made to recompense carers for expenses incurred, plus the extra skills and 

commitment necessary to provide services for children with more challenging care 

requirements or complex support needs.  Here, we have referred to carers receiving 
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‘enhanced’ payments as ‘enhanced’ carers.  The types of ‘enhanced’ payments 

made to carers may include various combinations of: 

• Salaries – salaried carers receive a regular monthly income on the local 

authority pay scale.  They are classified as employees, with full employee 

rights such as sick pay, holiday entitlement, and the opportunity to make 

contributions towards a pension. 

• Expenses – as above. 

• Allowances – as above. 

• Fees – as above. 

• Enhanced allowances/payments – as with enhanced allowances, enhanced 

payments tend to be paid to carers who are looking after children with 

particularly severe impairments.  Enhanced payments are, however, a reward 

payment rather than a payment to cover expenses. 

 

The schemes involved in this research usually distinguish between ‘standard’ and  

‘enhanced’ carers on paper, by giving them different titles.  ‘Standard’ carers were 

referred to as: ‘carers’, ‘foster carers’, ‘shared carers’, ‘link carers’, ‘family link 

carers’, ‘sharing carers’ and ‘short-break carers’.  ‘Enhanced’ carers were variously 

called: ‘link plus carers’, ‘professional carers’, ‘fee paid carers’, ‘contract carers’, 

‘additional health needs sharing carers’, ‘salaried carers’, ‘shared carer plus workers’ 

and, like ‘standard’ carers, ‘short-break carers’.  However, in routine practice, 

schemes tend to refer to all carers collectively in order to avoid an unwanted 

hierarchy resulting from the use of different terminology.  To simplify terminology 

here, carers are categorised as either ‘standard’ or ‘enhanced’.  

 

For the 10 schemes included in this project, there were, on average, seven times as 

many ‘standard’ carers as ‘enhanced’ carers per scheme.  In a small number of 

cases, carers undertook a mixture of both ‘standard’ and ‘enhanced’ care, although 

this was rare.  Additionally some ‘enhanced’ carers were formerly ‘standard’ carers.   
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DIFFERENCES BETWEEN ‘STANDARD’ AND ‘ENHANCED’ CARERS 
Number of links 

The average number of links for ‘standard’ carers was 1.5, compared with 4.2 for 

‘enhanced’ carers.  Thus, ‘enhanced’ carers were typically linked to more children 

than ‘standard’ carers. 

 

Employment status 

All carers were registered foster carers, whether they were paid as ‘standard’ or 

‘enhanced’ carers.  However, the employment status of carers differed between the 

schemes in the study.  Six schemes with ’standard’ carers classified them as 

volunteers; the remaining three schemes classified them as self-employed.  In 

contrast, two schemes using ‘enhanced’ carers classified them as salaried 

employees, three classified them as volunteers, and the remaining five classified 

them as self-employed.  

 

Work entitlements 

Work entitlements for carers varied according to employment status.  ‘Enhanced’ 

carers classified as salaried employees received various work-related entitlements 

including holiday, maternity and sick pay, and they were eligible to join a work-

related pension scheme.  The work-related entitlements for ‘standard’ or ‘enhanced’ 

self-employed carers varied; sometimes holiday and/or sick pay was given, but their 

entitlement was generally less comprehensive than for salaried employees.  The 

work-related entitlements for ‘standard’ carers classified as volunteers were the most 

limited; usually these carers were not entitled to any work-related benefits at all. 

 

There was a degree of flexibility in some of the schemes about maintaining the 

carers’ income.  In one scheme, if there were no children requiring a short break, 

carers were sometimes offered other work within the range of their skills.  In another, 

discretionary payments were occasionally made to help stabilise the carer’s income 

at times when they were unable to work. 

 

Payment rates 

Payment rates varied broadly across schemes, and between ‘standard’ and 

‘enhanced’ carers within schemes, but typically schemes aimed to keep payments in 
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line with National Foster Care Association recommendations (NFCA, 2000).  Hourly 

rates of pay tended to relate to four main factors:  

• The type of carer (‘standard’ or ‘enhanced’) 

• The age of the looked after child. Payments made to carers were higher for 

older than younger children, which, to some extent, reflected the difficulty 

schemes experienced in placing older children. 

• The time of day (or night) that care was provided.  Hourly rates of pay for 

overnight care were generally lower than for day care, due to the lower 

anticipated intensity of care per hour.  However, taking into consideration the 

length of time spent caring overnight, the total payment received for an 

overnight session was often higher than for a day care session, which was 

often shorter. 

• The length of the session of care.  Typically, hourly payments fell the longer 

the child was looked after in any one session.  
 
CARER AGREEMENTS 
It is a statutory duty for every carer looking after a young child to sign the standard 

Foster Care Agreement.  Besides the statutory minimum requirements produced 

under the Foster Placement (Children) Regulations 1991 (DoH, 1991), additional 

features were incorporated in some ‘enhanced’ carer agreements.  These included: 

minimum hours worked, minimum number of links and contract termination 

requirements.  Some agreements asked ‘enhanced’ carers to provide care for a 

minimum time period of between one and five years, to encourage continuity of care 

and to recompense the agency for financing adaptations to the carer’s home.  In 

some cases, ‘enhanced’ carers leaving the scheme before the end of the contracted 

period were obliged to pay back a proportion of the money paid out by the scheme 

for any adaptations. 

 

TRAINING SCHEDULES 
Pre-approval training was usually identical for ‘standard’ and ‘enhanced’ carers and 

all potential carers received expenses for attending.  Post-approval training sessions 

were more flexible, both in terms of the number of hours of training received and the 

type of courses provided.  Attendance by ‘standard’ carers was generally on a 
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voluntary basis.  ‘Enhanced’ carers, however, were usually expected to attend.  This 

reflected the fact that most ‘enhanced’ carers were linked to children with more 

complex needs, and were given a larger amount of responsibility.  In some schemes, 

‘enhanced’ carers were encouraged to undertake a National Vocational Qualification 

(NVQ), which would commit them to ongoing training for a number of years, at some 

cost (and benefit) to the schemes.  ‘Enhanced’ carers did not always have their 

expenses reimbursed for post-approval training, as this was considered part of their 

job requirements and thus was covered by their payments.  ‘Standard’ carers, 

however, were usually reimbursed expenses. 
 
PERCEIVED BENEFITS ASSOCIATED WITH AN ‘ENHANCED’ SERVICE 
Scheme workers spoke enthusiastically about the benefits associated with providing 

an ‘enhanced’ carer service.  A number of benefits were identified: 

• improved stability of placements 

• greater satisfaction, trust and confidence in the service by families 

• ‘enhanced’ carers were more likely to agree to care for any child that was 

suggested, rather than selecting one child over another 

• carers could, if they wished, give up other, perhaps less satisfactory jobs, and 

so have more time and energy to devote to care of children 

• people with higher skill levels and more experience were more attracted to 

becoming carers 

• enhanced payments helped secure a greater level of commitment to the 

scheme from carers 

• carers switching from being ‘standard’ carers to ‘enhanced’ carers 

demonstrated increased self-confidence and self-esteem. 

 

IMPACT ON THE WAITING LIST OF AN ‘ENHANCED’ SERVICE  
One important effect of ‘enhanced’ services, and an explicit reason that was often 

given for the development of services in this way, was the impact on waiting lists.  

Generally, the overall impact on the waiting list was dependent on three factors: 

• the organisation of the waiting list 

• the exclusion criteria for the waiting list 

• the frequency of assessment of the list. 
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Some schemes did not accept children with more complex needs onto their waiting 

list prior to the introduction of ‘enhanced’ carers, because of the lack of suitably 

qualified carers.  With the introduction of ‘enhanced’ carers, the waiting list either 

remained unchanged or increased as children who had previously been excluded 

from the service became eligible.  Other schemes, however, did not previously 

employ such exclusion criteria.  Here, the introduction of ‘enhanced’ carers resulted 

in a reduction in the number of children waiting, as those who had previously been 

difficult to place could now be provided with a service.  

 

Irrespective of how the schemes organised their waiting lists, a number reported an 

increase in new referrals, as the use of ‘enhanced’ carers became better known to 

referring agencies.  An initial reduction in the waiting list could therefore be followed 

by an increase, as a result of referrals that may not have been made otherwise. 

 

A further consideration relates to ‘standard’ carers who become ‘enhanced’ carers.  

This was not an uncommon occurrence and it could result in a reduced number of 

places with ‘standard’ carers, at least until replacement carers were recruited.  This 

situation resulted in a change in the structure of the waiting lists, rather than a 

change in the absolute number of children waiting.   

 

On the whole, therefore, schemes introducing ‘enhanced’ carers cannot necessarily 

expect waiting lists to fall. 

 

COSTS OF USING ‘ENHANCED’ CARERS 
Using ‘enhanced’ carers inevitably involves a number of set-up and extra running 

costs.  These include: the costs of additional organisation, administration and 

training, the costs of a more thorough assessment of potential candidates and the 

costs associated with additional aids and adaptations needed to adequately care for 

children with more complex needs.   

 

Although the short-term costs of using ‘enhanced’ carers were found to be higher, 

one scheme coordinator suggested that over the longer-term most of the initial set-

up costs were recouped as a result of reductions in turnover of carers and thus lower 

recruitment costs.  Furthermore, the longer carers were retained, the lower the year-
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on-year cost of adaptations to homes.  Another scheme coordinator suggested that 

the more time a carer spent with a child, the greater the carer’s competence and this 

made it easier to manage the scheme. 

 

The impact of using ‘enhanced’ carers on the wider community, in particular the 

potential for cost savings elsewhere, should also be considered.  Using ‘enhanced’ 

carers may result in savings for other health, education or social care services, 

particularly where ‘enhanced’ carers support children with more complex needs.  

Expenditure on ‘enhanced’ carers may thus be offset by savings elsewhere.   

 

SUMMARY 

• ‘Standard’ payments mainly cover the carers’ expenses but sometimes limited 

rewards are paid in the form of fees.  ‘Enhanced’ payments cover expenses but 

provide a greater reward element for the carers’ skills and commitment. 

• ‘Enhanced’ carers were generally linked to more children than ‘standard’ carers. 

• Payment rates varied across schemes and between ‘standard’ and ‘enhanced’ 

carers.  Payment rates also varied according to the age of the child, the time of 

day or night care was provided and the length of the session of care. 

• Pre-approval training for all carers was similar.  Attendance at post-approval 

training was generally on a voluntary basis for ‘standard’ carers but was expected 

of ‘enhanced’ carers. 

• Scheme workers identified a number of benefits of providing ‘enhanced’ services, 

including improved stability of placements, greater satisfaction by families, a 

greater level of commitment by carers and a more experienced pool of carers. 

• The overall impact on the waiting list depended on how the waiting list was 

organised, its exclusion criteria and the frequency of assessment of the list.  

Some waiting lists increased, as children previously excluded from the service 

became eligible.  Some waiting lists reduced, as children that had previously 

been difficult to place were provided with a service. 

• Some schemes reported an increase in new referrals, as referring agencies 

became more familiar with the ‘enhanced’ service. 

• The short-term costs of using ‘enhanced’ carers were greater, but some schemes 

said they recouped this in the longer term. 
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CHAPTER 4: COMPARISON BETWEEN STUDY PARTICIPANTS AND SURVEY DATA 
 
This chapter compares the socio-demographic characteristics of all families and 

carers registered with any of the 10 schemes with those interviewed for the study. 

The purpose was to assess the representativeness of the interview sample and so 

determine whether conclusions and recommendations can be generalised to the 

wider population of the short-break schemes included in this study.  

 

FAMILIES RECEIVING A SERVICE 
Table 4.1 summarises some of the socio-demographic characteristics of youngsters 

registered with the 10 schemes compared with those who were part of the interview 

group.  The two groups were similar in terms of age and gender but there were some 

differences in impairment.  All youngsters in the interview group had learning 

difficulties, compared with 84% of those in general; 60% of youngsters in the 

interview group had a physical impairment, compared with 42% in general; and 8% 

of youngsters in the interview group had ‘challenging’ behaviour, compared with 20% 

in general. 

 
Table 4.1: Comparison of age, gender and impairment of service users 

 All youngsters 
receiving a service 

(n=493) 

Youngsters 
receiving a service in 
the interview group 

(n=73) 
Gender - % male: 60 56 

Mean age - years: 10.6 10.3 

Type of impairment - %: 
Learning difficulties 
Physical impairment 
Hearing impairment 
Visual impairment 
Autism 
‘Challenging’ behaviour 
Complex health care needs 

 
84 
42 
5 
12 
15 
20 
25 

 
100 
60 
3 
10 
18 
8 
36 
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FAMILIES WAITING TO RECEIVE A SERVICE 
A similar comparison was undertaken for families and young people on a waiting list 

for short-break care.  As Table 4.2 shows, the two groups were similar in terms of 

age and gender, but there were some differences in impairment type.  All youngsters 

in the interview group had learning difficulties, compared with 83% of those in 

general; 54% of youngsters in the interview group had a physical impairment, 

compared with 38% in general; 18% of youngsters in the interview group had 

‘challenging’ behaviour, compared with 31% in general, and 33% of youngsters in 

the interview group had ‘complex health care needs’, compared with 14% in general.  

 
Table 4.2: Comparison of age, gender and impairment of those waiting 

 All youngsters 
waiting to use a 

short-break service
(n=136) 

Youngsters waiting 
to use a service in 
the interview group

(n=33) 
Gender - % male: 68 67 

Average age – years: 10.5 10.6 

Length of time waiting – months: 19.5 (mean) Over 24 (mode)1 

Type of impairment - %: 
Learning difficulties 
Physical impairment 
Hearing impairment 
Visual impairment 
Autism 
‘Challenging’ behaviour 
Complex health care needs 

 
83 
38 
5 
9 
22 
31 
14 

 
100 
54 
3 
6 
27 
18 
33 

1 When interviewed, many parents could not remember the exact number of months the youngster had been 
waiting.  Youngsters waiting for two years or more were recorded as ‘more than two years’.  It was therefore 
impossible to calculate the mean number of months accurately; hence the mode is reported. 
 

In terms of the age and sex, therefore, the sample of families interviewed was 

representative of the general population of young people registered with the 10 

participating schemes.  However, the families interviewed were rather more likely to 

have a youngster with a learning difficulty, complex health care needs or with a 

physical impairment, and less likely to have a youngster with ‘challenging’ behaviour. 
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THE CARERS 
Only a limited amount of information was collected on the socio-demographic 

characteristics of the carers interviewed and it was therefore difficult to assess the 

representativeness of the sample to the population of carers in the schemes involved 

in the study.  Data collected by the scheme coordinators for all carers registered with 

the 10 study schemes indicated that for the 368 carers registered, their average age 

was 44 years, 98% spoke English as their first language, 93% were of ‘white’ ethnic 

origin, and 70% were married or co-habiting. 

 

Eighty percent of the carers registered with the 10 study schemes were paid 

expenses only for their care work, compared with 55% of those interviewed, largely 

because the research required us to over-sample from those carers paid 

‘enhancements’. 

 

SUMMARY 

• Interviews were held with 73 families currently using a short-break service, 33 

families waiting to use a short-break service and 86 short-break carers. 

• The characteristics of the youngsters receiving short-break care who were 

recorded on scheme records were very similar to those of the interview group. 

However, the interview group were more likely to have learning difficulties and a 

physical impairment and less likely to have challenging behaviour. 

• The characteristics of the youngsters waiting to receive short-break care who 

were recorded on scheme records were very similar to those of the interview 

group.  However, the interview group were more likely to have learning 

difficulties, a physical impairment and/or complex health care needs and less 

likely to have ‘challenging’ behaviour. 
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CHAPTER 5: COMPARISON OF FAMILIES RECEIVING AND WAITING TO RECEIVE A 

SHORT-BREAK SERVICE 
 

CHARACTERISTICS OF THE FAMILIES  
Seventy-three families were interviewed to find out their views of receiving a short-

break care service.  In addition, 33 families with a child waiting to receive a short-

break care service were interviewed.  All of those interviewed were a parent or 

foster-parent.  This chapter provides a comparison of the two groups at T1. 

 

The total number of people in the households of those interviewed ranged from two 

to seven.  The average number of children in the households of families receiving a 

service was 2.2 compared to 2.4 for families waiting to receive a service.  A quarter 

(24%) of families receiving a short-break service did not have anyone in paid 

employment, compared with a fifth (19%) of those waiting to receive a service.  In 

general, families receiving services also had lower annual incomes: 70% of families 

receiving a service reported an annual income of less than £20,000 compared with 

33% of families waiting to receive a service.   

 

Half (51%) of the families waiting for a short-break service reported one or more 

important changes in family circumstances since applying (see Table 5.1).   

 
Table 5.1: Changes in the family circumstances of those on a waiting list 

Changes in family circumstances since applying 
to the scheme 

Number of 
responses 

% of families 
mentioning 
this (n=33) 

Change in parental or other family members’ health 6 18 

Loss of support from family member 5 15 

Change in structure of family 5 15 

Difficulty managing as youngster gets older 4 12 

Difficulties with siblings 4 12 

Worsening health of youngster 1   3 

Change in work circumstances of parent 1   3 

Social isolation 1   3 

The relentlessness of the situation 1   3 
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In all but two cases, the changes had been contributing to pressure on the family.  

The most frequently reported changes were: health of the parent or other close 

family member, loss of support from a family member (most frequently a 

grandparent), changes in the structure of the family (such as a new baby, or the 

break-up or reconstitution of a relationship), difficulties with siblings, or general 

difficulties in managing as the young person got older. 

 

When the 33 families waiting to receive a short-break service were asked specifically 

about pressures on their family during the past year, all but four (88%) said that there 

had been one or more pressures compared to three-quarters (77%) of the families 

already receiving short-break services.  The most commonly cited pressures for 

families receiving and waiting to receive a service were the needs of other family 

members and the health needs of the youngsters themselves. 

 
Table 5.2: Pressures on the family during the past year 

Receiving a short-break 
service (n=73) 

Waiting to receive 
short-breaks (n=33) 

 
 

Type of pressure Number of 
responses

% reporting 
this 

Number of 
responses 

% reporting 
this 

Needs of other family members 40 55 22 67 

Health needs of the youngster 24 33 10 30 

Work-related pressures 16 22   3   9 

Difficulties with services 15 20   2   6 

Family conflict/ relationship 
difficulties 

11 15   7 21 

Financial pressures   7 10   4 12 

Change of housing/ housing 
difficulties  

  6   8   8 24 

Pressures related to 
youngster’s school 

  5   7   7 21 

Difficulties with coping   3   4   3   9 

Other pressures   8 11   5 15 

 
CHARACTERISTICS OF THE YOUNGSTERS 
Just over half (56%) of the youngsters receiving a short-break service were boys, as 

compared to two-thirds (67%) of those waiting to receive a service.  The average 
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age of the youngsters receiving a short-break service was 10.3 years as compared 

to 10.6 years in the waiting list group.  When asked to describe their child’s disability, 

most parents mentioned specific impairments, whilst others described the effects of 

impairments on their child’s day-to-day life, such as using a wheelchair or not being 

able to feed themselves.  Over half of all parents (60% linked, 61% waiting) said their 

youngsters had long-term health problems in addition to learning difficulties.  A wide 

variety of health problems were mentioned including asthma, epilepsy, susceptibility 

to infection, the need for regular hormone treatment or oxygen 24 hours a day. 

 

Most of the youngsters receiving and waiting to receive a service required help with 

various aspects of daily living (see Table 5.3); most also needed constant 

supervision in the day and attention at night.  The things they needed attention for at 

night included help with turning, settling and re-settling, toileting or changing, 

monitoring of equipment, supervision and emotional support when awake.  There 

was little difference in the proportion of youngsters requiring help according to 

whether they received, or were waiting to receive, a short-break service. 

 

Table 5.3: Proportion of youngsters needing help with aspects of daily living 

% of youngsters requiring help  
 
Aspects of daily living 

Receiving a short-
break service (n=73) 

Waiting to receive 
short breaks (n=33) 

Washing 95 97 

Dressing 90 91 

Toileting 81 82 

Communicating 80 82 

Occupying self  77 76 

Getting around 
(Uses a wheelchair) 

74 
(47) 

67 
(45) 

Feeding 63 67 

Drinking 48 30 

Requires help at night 74 78 

Requires constant supervision 88 76 
 

 



 23

Parents were asked how their children behaved most of the time and their responses 

are summarised in Table 5.4.  Just over half (53%) of parents using a short-break 

service described the youngster’s behaviour as being ‘good’ most of the time, 

compared with 45% of parents waiting to use a service.  More parents waiting to use 

a service described the youngster’s behaviour as aggressive, destructive or 

challenging (30%) compared to parents already using a service (10%). 

 

Table 5.4: Parents’ description of how their youngster behaved 

 
Description of behaviour ‘most of 
the time’ 
 

Receiving a short-
break service 

(n=73) 
% 

Waiting to receive 
short breaks 

(n=33) 
% 

Good/OK/easy-going/placid 53 45 

Demanding/active/always on-the-go 21 15 

Aggressive/challenging behaviour 10 30 

Variable/changeable behaviour   8   6 

Passive/withdrawn   4   3 

Stubborn/determined   3   0 

 

Although about a half of all parents described their youngster’s behaviour as ‘good’, 

most parents (70% linked, 85% waiting) said that their child’s behaviour caused 

problems at times.  The sorts of problems mentioned included: abusive language or 

behaviour, doing things that caused difficulties in public places, behaviour giving 

concern for their safety, or having tantrums.  Some of these behaviours made it 

difficult for parents to let other family members, friends or neighbours look after the 

youngster.  All parents had some difficulty asking others to look after their youngster, 

as Table 5.5 shows. 

 
Table 5.5: Reasons why parents found it difficult to ask family members to look 
after the youngster 

Receiving a short-break 
service (n=73) 

Waiting to receive short 
breaks (n=33) 

 
 
Reasons why it is 
difficult to ask family 
members 

Number of 
responses

% reporting 
this 

Number of 
responses 

% reporting 
this 

Family live too far away 20 27 11 33 
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Youngster has complex or 
very specific needs 

19 26   6 18 

Family members are too 
old/infirm or are unwilling 

16 22   7 21 

Family members can’t 
cope, find it too difficult  

12 16   1   3 

Family members have 
other commitments 

  5   7   0   0 

Family members (or their 
homes) are not suitable 

  4   5   2   6 

Parents wouldn’t ask or 
family doesn’t offer 

  4   5   4 12 

Have had unsatisfactory 
past experiences 

  3   4   0   0 

Not well-known enough   2   3   0   0 

Youngster wouldn’t want to 
go/is not allowed 

  2   3   2   6 

The youngster’s behaviour   0   0   2   6 

 
More parents waiting to receive a short-break service said that they would not ask 

their friends or neighbours to look after their youngster; friends or neighbours did not 

offer to do so; or they would find it difficult to ask them because of the youngster’s 

behaviour, as Table 5.6 highlights.   

 
Table 5.6: Reasons why parents found it difficult to ask friends or neighbours 
to look after the youngster 

 Receiving a short-break 
service (n=73) 

Waiting to receive 
short-breaks (n=33) 

Reasons why it is difficult to 
ask friends/neighbours 

Number of 
responses

% reporting 
this 

Number of 
responses 

% reporting 
this 

Friends/neighbours live too far 
away 

  0   0   2   6 

Youngster has complex or very 
specific needs 

46 63   9 27 

Age/physical health of  
friend/neighbour 

  0   0   1   3 

They couldn’t cope, find it too 
difficult or lack confidence 

  3   4   0   0 

They have other commitments   2   3   0   0 
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They (or their homes) are not 
suitable 

  9 12   2   6 

Parents wouldn’t ask or 
friends/neighbours don’t offer 

11 15 15 45 

Have had unsatisfactory past 
experiences 

  1   1   0   0 

Not known well enough   4   5   0   0 

Youngster wouldn’t want to go/is 
not allowed 

  2   2   0   0 

The youngster’s behaviour   0   0   9 27 

Concerns about safety/parents 
would worry too much 

  6   8   4 12 

 

Far fewer parents mentioned things that made it easy for them to let other family 

members, friends or neighbours look after the youngster.  In general, parents found it 

easy to ask family members if they were already used to the youngster or because of 

the family relationship itself.  Things that made it easy for parents to let friends or 

neighbours look after the youngster were: the ‘easy’ nature of the child, friends or 

neighbours being well-known to them, or their friends or neighbours having 

experience of disabled children themselves.  

 
REASONS FOR APPLYING TO THE SHORT-BREAK SERVICE 
Parents gave a number of reasons as to why they applied to join a short-break 

service, which are summarised in Table 5.7.  Most reasons centred on the needs of 

the parents or the rest of the family.  More parents waiting to receive a service said 

that they had applied to increase the youngster’s social activities, to develop their 

independence and to give the youngster a break from the rest of their family.  Three 

of the families receiving a service and one waiting to receive a service said that they 

had felt under pressure to join - all because they felt that there was no alternative. 

 
Table 5.7: Reasons why parents applied to join a short-break service 

Receiving a short-break 
service 
(n=73) 

Waiting to receive short 
breaks (n=33) 

 
 
Reasons for joining the 
service 

Number of 
responses

% reporting 
this 

Number of 
responses 

% reporting 
this 

To give parents a break 43 59 22 67 
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To provide support/help for 
parents &/or family 

28 38 12 36 

To have more time with the rest 
of the family 

12 16 13 39 

Liked the idea of the 
arrangement 

  6   8   0   0 

Changes in existing services 
used 

  5   7   1   3 

To increase youngster’s social 
activities 

  4   5   6 18 

To increase youngster’s 
independence 

  4   5   4 12 

To provide support with 
behavioural problems 

  3   4   0   0 

No one else to help/no choice   3   4   1   3 

To benefit the parents and the 
youngster 

  2   3   0   0 

For the youngster to have a 
break from their family 

  0   0   5 15 

 

EXPERIENCE OF THE APPLICATION PROCESS 
Three-quarters (74%) of families already receiving a short-break service had been 

linked to a carer within 12 months of applying, but 19 families had had to wait over a 

year.  The families who waited over a year were more likely to have been told that 

their youngster was a low priority (14%), than those who were linked sooner (3%).  

Almost two-thirds (63%) of families who had had to wait over a year were offered an 

alternative service whilst they were waiting, compared with half (47%) of those who 

waited less than a year.  Alternative services most frequently offered included daily 

respite care, residential care, sitting services, and befriending services. 

 

Of the 33 families waiting for a short-break service, almost half (45%) had last heard 

from the scheme they applied to in the last three months, as Figure 5.1 shows.  Even 

so, three/almost a third (30%) had not heard about their application for a year or 

more.  Half of these families had tried to contact the scheme themselves; one had 

been told their application could not be found, one that there was a shortage of 

carers, another that there were no families for teenagers, and one that there was 



 27

nothing the scheme could do.  The fifth parent said they were told “not to bother 

them”. 

 

Figure 5.1: When families waiting for a service had last heard about their 
application 
   

                 

 
 

             W he n  la s t h e a rd  a b o u t th e  ap p lic a tio n

ov e r a  ye a r ag o
7 -1 2 m ths  ag o

4 -6  m ths  ag o
1 -3  m ths  ag o 

%  
50 

40 

30 

20 

10 

0  

 
 
 

Almost half (48%) of the families waiting for a service knew what stage their 

application had reached.  Of these 16 families, five said that they had just been 

allocated and three that they thought they were top of the priority list.  One had been 

warned that their youngster was not a high priority, one had been told that a different 

authority would be providing the service, and six knew only that they were on the 

waiting list. 

 

In all, 22 of the 33 families waiting for a service had been given the impression that a 

short-break carer would not  be found soon.  Most (12 of the 22) could not remember 

being told anything specific about this, but others said they had been told it was 

because of a shortage of carers (n=7) or the age or sex of the youngster (n=3).  

Twelve of the families thought this was unreasonable but had not contacted the 

scheme.   

 

Eight of the 33 families waiting for a short-break service were given the impression 

that a carer would be found soon.  These families said that they were still waiting for 

a service: because the youngster’s medical needs were complex (n=4), no suitable 
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carer had been found (n=2), there was a lack of suitable accommodation (n=1) or 

because of organisational issues (n=1). 

 

When asked if there was any type of short-break carer that they would not consider 

suitable for their youngster, most parents waiting for a service (61%) said that there 

was.  A quarter (24%) wanted the carer to be female (no parents specified a male), 

15% mentioned the number of adults or children in the family and 15% wanted the 

carer to be of a particular age group (generally ‘not too old’).  Other parents wanted 

the carer to be of the same cultural origin (10%), not to be homosexual (6%), to be 

relatively active (3%), a non-smoker (3%) or ‘not right wing’ (3%). 

 

Almost two-thirds of the families waiting for a short-break service (64%) said that 

they currently needed the short-break service more than when they had first applied.  

A third (33%) said their need for the service was the same and just one family said 

that their need was currently less than when they first applied. 

 

If they were unable to get breaks through the short-break service, a third of the 

families (33%) said that they would explore and possibly apply to other services, 

most commonly residential services.  Almost the same proportion (30%) said that 

they would just have to carry on regardless and would try and manage.  Six of the 

families (18%) mentioned being distressed or upset, not managing, “cracking up” or 

“going mad”.  Other families said that there was nothing they could do (6%), or that 

they would complain to their MP (6%). 

 

PERCEPTIONS OF SHORT-BREAK CARERS AND PAYMENT MECHANISMS 
All parents were asked why they thought short-break carers joined the scheme.  The 

most frequently mentioned reasons given were that the carers enjoyed being with 

children and/or disabled people (31% of parents receiving a service and 48% of 

parents waiting for a service) or because they liked to help others (23% of parents 

receiving a service and 27% of parents waiting). 

 

Parents were asked whether they thought the carer’s role was that of a professional 

or a volunteer.  A half (51%) of parents receiving a service saw it as professional, 

compared with 36% of parents waiting to receive a service.  A third (33%) of parents 
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waiting to receive a service thought of the carer’s role as that of a volunteer 

compared with just 3% of the parents already receiving a service.  Other families 

thought that there were aspects of both professional and voluntary work in the 

carer’s role.  

 

Eleven of the 73 parents already receiving a service said they knew how much the 

carers were paid.  Of these, six thought carers were not paid enough, four felt that 

they were, and one did not know.  Only two families waiting for a service knew how 

much short-break carers were paid; neither thought that carers were paid enough.   

 

Parents were also asked whether they thought that paying short-break carers more 

would encourage more people to become carers.  Over half (60%) of parents 

receiving a service thought that it would or probably could, as did 51% of parents 

waiting to receive a service.  However, many parents qualified their responses by 

adding a note of caution: 

 

“Not sure – concerned about motives if finance is the main incentive”. 
 
“Perhaps, but it could attract the wrong sort of people”. 
 
“No, carers should be ‘child centred’ not money motivated”. 
 
“Yes, but would they be the right people?”. 
 

 
The majority of parents (77% linked, 67% waiting) thought that carers who looked 

after children with ‘challenging’ behaviour or complex needs should be paid more 

than carers looking after other children.  A third of parents receiving a service (35%) 

and a quarter of those waiting (27%) thought that carers should be paid a salary so 

that caring became a job.  Many stated direct or indirect benefits from paying 

salaries that could accrue to parents themselves, such as an increased capacity or 

quality of service, and more valued and committed carers. 

 

When asked about requirements for formal qualifications for carers, approximately a 

quarter of parents (25% linked, 21% waiting) thought that carers did need formal 

qualifications, even if they were at a basic level, such as first aid or administering 
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medication.  However, whilst three-quarters of parents waiting to receive a service 

(79%) thought that carers did not necessarily need a formal qualification, it seems 

that there was more room for doubt in the views of parents already receiving a 

service, with only a half (56%) suggesting this. 

 

YOUNG PEOPLE’S USE OF SERVICES 
At the first interview, all families involved in the study were asked what services their 

disabled child had used over the previous three months.  Information was collected 

on the use of: short-break care, hospital services, community health services, social 

services, private sector services, voluntary sector services, school-related services 

and education.  Average use of services per child using or waiting for a short-break 

service are compared in Table 5.8. 

 
As Table 5.8 shows, disabled youngsters use a very broad range of services.  Short-

break care was provided by social services (shared care/family link schemes) and/or 

the voluntary sector, such as Barnardos.  Children linked to a short-break carer 

made substantial use of these services, receiving approximately 10 sessions of care, 

on average, during the previous three months.  A few short-break services were 

used by children on the waiting list, which is likely to be due to the use of short-break 

care not provided by schemes included in the study. 

 

Outpatient care was the most frequently used hospital service in both groups.  On 

average, little use was made of hospital services in either group, although use by 

young people receiving a service was slightly higher than those waiting.  A range of 

community health services were used by children in the study, with speech therapy, 

physiotherapy, occupational therapy and general practitioners being the most 

commonly used services for those receiving or waiting to receive a short-break 

service. 

 

Apart from short-break care, the most commonly used social services were: home 

care, sitting services, holiday play-schemes and family support workers, with more of 

these services being used by the waiting list group, on average.  A number of 

voluntary sector services were used, with few obvious differences between those 

already receiving or waiting to receive a short-break service, with the exception of 
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Barnardos services.  This was due to the inclusion of some Barnardos short-break 

services in the study. 

 
School nurses were the most frequently used school-related service, with use by 

those receiving a short-break service (8.4 contacts per child over the three months) 

being, on average, twice that of those on the waiting list (4.9 contacts per child). 

Schools for children with learning difficulties were the most commonly attended 

school type.  Classroom support was also used frequently.  On average, children on 

the waiting list spent longer at schools for children with learning difficulties and were 

provided with more classroom support and home tuition than those already receiving 

a short-break service.  Young people on the waiting list also spent more time in 

further education and training.  Those receiving short-break care spent more time in 

mainstream and pre-schools, schools for children with physical disabilities and 

residential schools. 

 
Table 5.8: Use of services over the three months before first interview; mean 
per child 

 Use of services (mean)  
 
Service 

Receiving a 
short-break 

service (n=72)

Waiting to 
receive short 
breaks (n=29) 

Unit 

Hospital Services    
Inpatient 0.4 0.3 Nights 
Outpatient 1.4 1.0 Attendance 
Daypatient 0.1 0.0 Attendance 
Accident and emergency 0.1 0.2 Attendance 

Community Health Services    
General practitioner 1.2 1.0 Contact 
Practice nurse 0.2 0.2 Contact 
Community paediatrician 0.2 1.9 Contact 
Community paediatric nurse 0.6 0.1 Contact 
Community psychiatric nurse 0.1 0.1 Contact 
District nurse 0.0 0.0 Contact 
Health visitor 0.3 0.5 Contact 
Psychologist 0.1 0.1 Contact 
Occupational therapist 1.0 0.9 Contact 
Speech therapist 2.7 5.0 Contact 
Physiotherapist 5.2 2.4 Contact 
Other community health services 1.4 0.3 Contact 

Social Services    
Social worker 1.0 0.5 Contact 
Family support worker 0.9 1.1 Contact 
Drop-in centre 0.0 0.0 Contact 
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Sponsored childminder 0.3 0.0 Contact 
Social services playgroup 0.4 0.1 Contact 
Art/drama/music club 0.5 0.8 Contact 
Holiday play-scheme 0.7 1.3 Contact 
Sitting service 1.3 1.7 Contact 
Befriending service 0.2 0.3 Contact 
Shared care/family link 6.8 0.6 Contact 
Home care/home help 2.3 1.3 Contact 
Support group 0.1 0.7 Contact 
Residential care 0.6 0.6 Day 
Foster care 0.6 0.0 Day 
Other social services 0.1 0.5 Contact 

Voluntary services    
NSPCC 0.0 0.0 Contact 
Barnardos* 3.0 0.5 Contact 
Children’s society 0.0 0.5 Contact 
Youth club 1.4 1.5 Contact 
Crossroads (caring for carers) 1.7 2.0 Contact 
After school club 0.5 0.8 Contact 
Children’s hospice 0.4 0.3 Day 
Sure start/home start 0.2 0.0 Contact 
Other voluntary sector services 1.4 0.7 Various 

School-related services    
School doctor 0.3 0.3 Contact 
School nurse 8.4 4.9 Contact 
Education welfare officer 0.0 0.0 Contact 
Educational psychologist 0.2 0.3 Contact 
Other school-related services 0.8 0.2 Contact 

Education    
Mainstream school 6.4 4.6 Day 
Pre-school unit/nursery 1.7 1.6 Day 
Special school (learning difficulties) 27.8 32.3 Day 
Special school (physical impairments) 5.4 1.9 Day 
Residential school 0.7 0.0 Day 
Classroom support 3.1 6.8 Day 
Home tuition 0.1 2.3 Day 
Further education & training /other 0.0 1.6 Day 

Private sector services    
Health services 0.0 0.3 Contact 
Child minder/nanny 2.3 2.1 Contact 
Other private sector services 1.0 0.2 Contact 

* Barnardos services include babysitting, childminding, family link, respite care and shared 
care/family link services. 

 

MENTAL HEALTH-RELATED QUALITY OF LIFE OF PARENTS 
Table 5.9 details the proportion of parents reporting a problem on each of the 12 

items of the GHQ-12 at T1.  Fewer than half of the parents reported a problem on 

any of the items with the exception of the item ‘felt constantly under strain’ (54% 

linked, 63% waiting).  A greater proportion of parents in the waiting list group 

reported problems on all dimensions apart from one, which was equal across the two 
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groups.  The overall GHQ-12 score was higher for parents in the waiting list group 

(4.59) than those receiving short-break care (3.66), indicating that more anxiety and 

depression related problems were experienced by the waiting list group. 

 

Table 5.9: Mental health status of parents at first interview; GHQ-12 

% of parents mentioning a 
problem 

 
 
Have you recently (over the past few weeks)… Receiving a 

short-break 
service (n=72) 

Waiting for 
short breaks 

(n=30) 
Been less/much less able to concentrate on 
whatever you’re doing? 

39 47 

Lost rather/much more much sleep over worry? 40 47 

Felt less/much less than usual that you are playing a 
useful part in things? 

17 33 

Felt less/much less than usually capable of making 
decisions about things? 

26 40 

Felt constantly under strain rather/much more than 
usual? 

54 63 

Felt that you couldn’t overcome your difficulties 
rather/much more than usual? 

26 31 

Been able to enjoy your normal day-to-day activities 
less/much less than usual? 

39 47 

Been able to face up to your problems less/much 
less than usual? 

17 17 

Been feeling unhappy and depressed rather/much 
more than usual? 

36 47 

Been losing confidence in yourself rather/much more 
than usual? 

29 40 

Been thinking of yourself as a worthless person 
rather/much more than usual? 

14 23 

Been feeling less/much less happy than usual all 
things considered? 

29 33 

Mean overall GHQ-12 score 
95% confidence interval for the mean 
Median 
Range 

3.66 
2.78-4.53 

2.00 
1 – 12 

4.59 
3.05-6.13 

4.00 
1 – 12 
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HEALTH-RELATED QUALITY OF LIFE OF PARENTS 
Results from the EQ-5D measure of self-reported health-related quality of life are 

presented in Table 5.10.  Results are provided firstly on the respondent’s answers to 

the five dimensions on mobility, self-care, usual activities, pain/discomfort and 

anxiety/depression.  Second, weighted EQ-5D scores (or utility scores) are 

presented.  The higher the score, the greater the health-related quality of life.  A 

larger percentage of parents in the waiting list group reported a problem on four of 

the five dimensions (mobility, usual activities, pain/discomfort and 

anxiety/depression), whilst a greater proportion of parents receiving a short-break 

service reported a problem only on the self-care dimension.  Over two-thirds of 

parents in the waiting list group (71%) reported a problem on the anxiety/depression 

dimension, as compared to 40% of parents receiving a service.  Overall, the mean 

EQ-5D index score was slightly lower for parents in the waiting list group (0.72) than 

the service-user group (0.79), suggesting a poorer level of health-related quality of 

life, although this difference was not statistically significant (p=0.18; 95% confidence 

interval –0.04 to 0.21). 

 

Table 5.10: Health-related quality of life of parents at first interview; EQ-5D 

% of parents mentioning a 
problem 

 
 
EQ-5D dimensions Receiving a 

short-break 
service (n=58) 

Waiting for 
short breaks 

(n=29) 
Mobility 11 13 

Self-care 10   7 

Usual activities 23 36 

Pain/discomfort 30 45 

Anxiety/depression 40 71 

Mean weighted EQ-5D score 
95% confidence interval for the mean 
Median 
Range 

0.79 
0.72 to 0.87 

0.85 
-0.43 to 1.00 

0.72 
0.62 to 0.81 

0.80 
-0.02 to 1.00 
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SUMMARY 

• Twice the proportion of families receiving a service had an annual income of less 

than £20,000 than did families waiting to receive a service.  

• Most families reported one or more pressures on their family during the past year, 

but this was more frequently the case for those waiting to receive a service. 

• Fifty six per cent of youngsters receiving a service were boys, as compared with 

67% of those waiting for a service. 

• More parents waiting to receive a service described the youngster’s behaviour as 

‘challenging’ than did those already receiving a service. 

• Three-quarters of families receiving a service had been linked to a short-break 

carer within 12 months of applying. 

• Almost a third of families waiting to receive a service had not heard about the 

progress of their application for over a year. 

• Almost a third of the families waiting to receive a service said they would explore, 

and possibly apply to, residential services if they were unable to get breaks 

through the short-break service. 

• Half of parents receiving a service thought of the carer’s role as that of a 

professional, compared with a third of parents waiting. 

• Over half of all parents thought that paying short-break carers more could 

encourage more people to become carers. 

• Over two-thirds of all parents thought that carers who looked after children with 

‘challenging’ behaviour or complex needs should be paid more than other carers. 

• Fewer than a third of all parents thought that carers should be paid a salary. 

• Fewer than a quarter of all parents thought that carers should have formal 

qualifications. 

• Although differences are seen in the average use of services between the two 

groups, no obvious trends were evident. 

• Mental health status and health-related quality of life of parents were found to be 

poorer in the waiting list group, although these differences were not statistically 

significant. 

• Seventy one per cent of parents waiting for short-break care reported a problem 

on the anxiety/ depression dimension of the EQ-5D measure of health-related 

quality of life, as compared to 40% of parents receiving a service. 
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CHAPTER 6: COMPARISON OF FAMILIES LINKED TO ‘STANDARD’ OR 

‘ENHANCED’ SHORT-BREAK CARERS 
 
CHARACTERISTICS OF THE FAMILIES AND YOUNG PEOPLE 
Seventy-three families receiving a short-break service were interviewed for this 

study.  Thirty-nine were linked to a ’standard’ carer and 34 were linked to an 

‘enhanced’ carer.  There was little difference in the proportion of youngsters linked to 

‘standard’ or ‘enhanced’ carers according to their age, gender, the number of people 

in the household, pressures on the family during the past year, or usual household 

income. 

 

There was a difference in the proportion of youngsters linked to ‘standard’ or 

‘enhanced’ carers according to the type of help they needed (see Table 6.1).  In 

general, a greater proportion of youngsters linked to an ‘enhanced’ carer needed 

help with most aspects of daily living, most notably toileting, drinking and getting 

around.  They were also more likely to require help at night. 

 
Table 6.1: Proportion of youngsters needing help or support 

% of youngsters requiring help  
 
Aspects of daily living 

Linked to 
‘standard’ carer

Linked to 
‘enhanced’ carer 

Washing 95 94 
Dressing 87 94 
Communicating 74 85 
Toileting* 72 91 
Occupying self 72 82 
Getting around * 
(Uses a wheelchair)* 

59 
(26) 

91 
(71) 

Feeding 56 71 
Drinking * 36 62 
Requires constant supervision 82 94 
Behaviour causes problems 77 62 
Requires help at night * 64 85 
Requires regular medication 56 71 
Has long term health problems 54 71 
* Statistical difference between ‘standard’ and ‘enhanced’ care is <0.05 

 

 



 37

EXPERIENCE OF THE APPLICATION PROCESS 
Once families had applied to the scheme, three-quarters (74%) were linked to a 

short-break carer within 12 months.  There was little difference between families 

linked to a ‘standard’ carer (77%) and an ‘enhanced’ carer (70%).  Nor was there any 

difference in the proportion of families offered an alternative service while they 

waited (50% ‘standard’, 51% ‘enhanced’). 

 
USE OF SHORT-BREAK SERVICES 
Just under a quarter of the families had a regular arrangement for short-break care 

(23% ‘standard’, 21% ‘enhanced’), and a further 42% said that breaks were arranged 

at least a month in advance (38% ‘standard’, 47% ‘enhanced’).  Two-thirds of the 

families (69% ‘standard’, 62% ‘enhanced’) said they found it easy to ask the short-

break carers if the youngster could visit.  What made it easy to ask for a visit was the 

relationship that parents had with the carer (37%), and the carer being approachable 

(28%) or flexible (18%).  As easy as it was for these 48 families to ask for visits, most 

of them (56% ‘standard’, 71% ‘enhanced’) had had one or more previous requests 

turned down.  This was due to: the carers already being committed (36% of 

responses), illness of the carer or a member of their family (22% of responses), or it 

not being convenient for the carer (22% of responses).  

 

A fifth of all families (22%) had never asked their short-break carer if the youngster 

could visit, generally because regular arrangements had been set up.  However, nine 

families (10% ‘standard’, 15% ‘enhanced’) said that they found it ‘difficult’ or ‘not so 

easy’ to ask.  They gave a range of reasons for this, including that they knew the 

carer had other commitments, inflexibility on the part of carers and/or social services, 

or because the carer would usually refuse or cancel the arrangement if asked.  

Indeed, for eight of these nine families, the carer had previously been unable to look 

after the youngster when asked. 

 

Once a link had been set up, almost a third of the families (33% ‘standard’, 29% 

‘enhanced’) said they had no further contact with social services about using the 

scheme.  Those that did have ongoing contact (n=48) generally did so at review 

meetings or by telephone.  The frequency of contact varied, as Table 6.2 shows.  

Almost a half (45%) of families in touch with a social worker and linked to an 
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‘enhanced’ carer were in contact at least once a month, compared with only 19% of 

families linked to a ‘standard’ carer. 
 

Table 6.2: Frequency of contact with social workers 

Linked to 
‘standard’ carer 

Linked to 
‘enhanced’ carer 

 
 
Frequency of contact  
 

Number of 
responses

% of 
responses

Number of 
responses 

% of 
responses

Monthly or more often   5 19 10 45 

Every 2-3 months   5 19   2   9 

6 monthly   7 27   4 18 

Annually   3 12   3 14 

Occasionally/infrequently/ 
hardly ever 

  3 12   1   4 

Missing   3 12   2   9 

 

A half (50%) of the families linked to an ‘enhanced’ carer, and 20% of families linked 

to a ‘standard’ carer said they thought that improvements could be made in the way 

arrangements were made for the young person to stay at the short-break carer’s 

home.  From these 25 families, a number of improvements were suggested, which 

are summarised in Table 6.3. 

 

Table 6.3: Improvements parents would like to the way arrangements are made 
for short breaks 

 
Suggested improvements 

Number of 
responses 

% of parents 
mentioning this 

Increased frequency or availability of the 
service 

8 11 

Better transport arrangements 7 10 

More consultation with families 6 8 

More flexibility in the service 6 8 

More regular provision 4 5 

Availability of back-up/ short notice care 3 4 

A fairer allocation of the service 2 3 

Clarity about particular issues such as 
manual handling and paying expenses 

2 3 
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Most of the improvements suggested are self-explanatory, although two of the 

categories deserve further mention.  Several parents mentioned that they would like 

to see better transport arrangements, for transport to be more reliable, and in 

particular, for there to be the option of having their son or daughter collected from 

home if necessary.  A similar number of parents wanted more flexibility in the 

service.  Two particular issues are raised here – the possibility of short-break carers 

coming to the youngster’s home to provide care, rather than the youngster always 

going to the carer’s home; and the provision of alternatives should the carer have to 

cancel the arrangement. 

 
PARENTS’ PERCEPTIONS OF THE SHORT-BREAK CARERS 
All but two of the families (97%) thought that the short-break carer they were linked 

with enjoyed having their youngster to stay.  One family linked to a ‘standard’ carer 

was ambivalent; one linked to an ‘enhanced’ carer thought not, explaining that they 

thought this was because the short-break carer seemed ‘disillusioned’.  

 

All the families that felt the short-break carers enjoyed having the youngsters to stay 

thought it was evidenced by the things that the carer said or did – the way they were 

pleased to see the youngster (37%) and their welcoming, enthusiastic attitude (32%).  

Rather less commonly, parents mentioned that the youngster seemed to be treated 

as part of the carer’s family (14%) and seemed pleased to go (10%). 

 

Most families said that they knew the short-break carers they were linked to ‘very 

well’ (48%) or ‘quite well’ (43%).  The seven families who did not know the carers as 

well as this (13% ‘standard’, 6% ‘enhanced’) generally had regular arrangements for 

short-break care, or arrangements were made through a social worker.  Only one of 

these parents said that they were involved in suggesting when visits should take 

place – and this was in conjunction with a social worker.  Two mentioned that direct 

input and/or communication with the carers would improve the service for them. 

 

Although a few families might not have known the carers they were linked to very 

well, three-quarters (77% ‘standard’, 76% ‘enhanced’) said that they got on with the 

carer ‘very well’.  Of the remaining families, all but one said that they got on with 

them ‘quite well’.  The family that did not get on with the carer was linked to an 
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‘enhanced’ carer, had felt under pressure to join the scheme in the first place, felt 

that the carer no longer enjoyed having the youngster to stay and found it difficult to 

ask for a break.  They were in fortnightly contact with a social worker. 

 

When asked how much the families talked to the short-break carers about the 

youngsters, few parents gave time-related responses, most preferring to say that 

they spoke ‘often’ (39% ‘standard’, 47% ‘enhanced’), regularly (34% ‘standard’, 21% 

‘enhanced’) or ‘enough’ (8% ‘standard’, 12% ‘enhanced’).  Almost two-thirds of 

parents in both groups said they thought the carers coped very well (see Table 6.4).  

Two parents (both ‘standard’) thought that the short-break carers did not cope with 

their youngsters well, and neither felt that they knew the carer very well.  

Arrangements for both of the youngsters were made through social workers, with no 

input from the parents.  Both of these families were in contact with their social 

workers at least once a month. 

 

Table 6.4: How well parents thought the carers coped with their youngsters 

Linked to 
‘standard’ carer 

Linked to 
‘enhanced’ carer 

 
 
How well carers cope 
 

Number of 
parents 

% of 
parents 

Number of 
parents 

% of 
parents 

Very well/brilliantly 25 64 22 65 

Quite well/well 4 10 8 24 

Fine/OK/alright/no problems 8 20 4 12 

Not very well 2 5 0 0 

 

A small number of families (two ‘standard’, two ‘enhanced’) said that although they 

thought the carers coped well with looking after their child, they had been unhappy 

on one or more occasions about the care the youngster had received at the carer’s 

house.  Two of these concerns related to safety issues, one to the amount of time 

the carer spent with the youngster and one because the youngster had mentioned 

that s/he was not happy there. 

 

Many of the parents in the study were unaware of the preparation that carers had for 

their role.  However, 24 mothers (28% ‘standard’, 42% ‘enhanced’) and eight fathers 

(26% ‘standard’, 25% ‘enhanced’) said they thought that the short-break carers 
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received ‘good enough’ training, although we do not know whether these parents 

had a clear idea of exactly what training was received.  Many parents were able to 

suggest ways in which the preparation of short-break carers could be improved, as 

Table 6.5 shows.  
 

Table 6.5: Parents’ suggestions for improving the training of short-break 
carers 

Parents’ suggestions for improving the training 
of short-break carers 

Number of 
responses 

% of parents 
suggesting this 

Improvements to the structure of training e.g. more 
appropriate length of training, joint training for 
parents and carers, ongoing training 

  8 11 

Training to be more appropriate to the needs of the 
individual carers 

  7 10 

Training targeted to meet the specific needs of the 
individual youngster the carer is to be linked with 

  7 10 

Training on general aspects of care e.g. first aid, 
lifting and positioning, communication, health  

  5   7 

Training to cover the importance of family-centred 
care 

  2   3 

 

THE YOUNGSTERS’ STAYS WITH THEIR SHORT-BREAK CARERS 
The majority of parents (85% ‘standard’, 94% ‘enhanced’) thought their child 

definitely enjoyed going to stay with the short-break carer’s family.  They believed 

this because the youngster got excited about going, helped to pack their things or 

talked about it positively.  None said that the youngsters definitely did not enjoy 

going.  However, over a quarter of all parents (32% ‘standard’, 28% ‘enhanced’) said 

they thought their son or daughter was ‘sometimes’ or ‘always’ unhappy about being 

away from home.  This included 16 youngsters whose parents said their child 

definitely enjoyed going to stay with the short-break carer.  It therefore seems that 

just under a quarter (22%) of all parents in the study thought that their son or 

daughter definitely enjoyed going to stay with the short-break carer’s family, but at 

the same time believed the youngster to be unhappy about being away from home.  

 

The 21 parents who thought their son or daughter was ‘sometimes’ or ‘always’ 

unhappy to be away from home gave a number of examples of how the youngsters 
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demonstrated their unhappiness, which are summarised in Table 6.6.  Some gave 

more than one example.  Almost a third of the responses concerned the youngster 

crying; other youngsters spoke about their unhappiness or showed it through their 

gestures or behaviour. 

 
Table 6.6: How youngsters were said to show their feelings of unhappiness 
about being away from home 

 
Demonstration of feelings of unhappiness 

Number of 
responses 

% of parents 
mentioning this

Cries 8 11 

Reluctant to leave/apprehensive before going 5 7 

Talks about it or uses signs 4 5 

Grizzles, sulks or becomes irritable  4 5 

Needs reassurance/asks for parents when there 3 4 

Change in behaviour – becomes naughty 2 3 

Change in behaviour – withdraws, becomes quiet 1 1 

 

Over half of all parents (64% ‘standard’, 53% ‘enhanced’) said that their son or 

daughter did things whilst staying with the carer’s family that they would not normally 

do at home.  Most commonly, parents mentioned specific activities, such as: going to 

fetes, swimming, shopping, to playgrounds or parks, to church or just generally going 

‘out and about’ or on ‘trips out’.  

 

A quarter of the families interviewed (26% ‘standard’, 28% ‘enhanced’) thought their 

son or daughter’s behaviour had changed since they started going to the short-break 

carers.  Most parents thought their behaviour had improved, as Table 6.7 shows.  

According to six parents (four ‘standard’, two ‘enhanced’), however, their youngsters 

behaviour had changed adversely, although this was often for a temporary period 

after returning home.  These parents mentioned problematic behaviour, anxiety, and 

difficulties in getting the youngster back into a routine after a visit.  One of the 

parents had sought help for these difficulties.  Nevertheless, all of these six parents 

thought their son or daughter benefited from receiving the short-break service. 
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Table 6.7: Differences in the youngsters’ behaviour since they started going to 
the short-break carers 

 
Differences in behaviour  

Number of 
responses 

% of parents 
mentioning this

More anxious or more difficult behaviour 6 8 

Coming on developmentally/sleeping 
better/improved day-to-day living skills 

5 7 

More sociable 4 5 

Calmer/more settled 4 5 

More independent/confident/capable 4 5 

More grown up or mature 3 4 

 

Overall, over three-quarters of the parents (77% linked to ‘standard’ and ‘enhanced’ 

carers) mentioned one or more benefit their son or daughter had gained from 

receiving the short-break service, summarised in Table 6.8.   

 
Table 6.8: Benefits that parents thought their son or daughter had gained from 
receiving the short-break service 

 
Benefits  

Number of 
responses 

% of parents 
mentioning this

Gets to know different people 18 25 

Experiences new activities/is stimulated 15 20 

Youngster’s family benefits from the break 15 20 

Gets more attention and ‘special time’ 10 14 

Experiences a different environment 8 11 

Has a break from their own family 6 8 

Is more content, happy or settled 6 8 

Has more confidence/ is more independent 5 7 

Learns that other people can care for him/her 5 7 

Learns about different attitudes, boundaries 
and rules 

4 5 

Appreciates own family more 2 3 

Benefits in small ways, making slow progress 1 1 
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Although parents were specifically asked about the benefits for their youngster, and 

several parents said that the youngsters themselves benefited from the break from 

their family, 16% of responses related to benefits for the youngster’s family.  The 

main benefits that youngsters were thought to gain included: getting to know (and 

spending time with) different people, getting out and doing new things and having 

more individualised attention than they would get at home.  

 

Sixteen parents (eight ‘standard’, eight ‘enhanced’) did not mention any benefits that 

they thought their son or daughter had gained; one parent linked to a ‘standard’ carer 

did not know. 

 
PARENTS’ PERCEPTIONS OF THE SERVICE RECEIVED 
Parents were asked how much care or how many breaks they received from the 

short-break care service, whether they thought it was sufficient, and how much more 

or less help they would like.  None of the parents thought that they were getting too 

many breaks, and just over half (53% ‘standard’, 59% ‘enhanced’) thought the 

number of breaks they received was about right.  However, this leaves nearly half of 

families (47% ‘standard’, 41% ‘enhanced’), who thought that they got too few breaks 

and would like more help.  Of the families who thought that the amount of support 

they currently got was ‘about right’, most (83%) were getting breaks at monthly 

intervals or more frequently.  In contrast, of the families who thought that the amount 

of support they currently got was too little, the proportion getting breaks at monthly 

intervals or more frequently was substantially less, at 65%. 

 

Most of the parents, (85% linked to ‘standard’ and ‘enhanced’ carers) said that the 

carer never looked after the youngster in the youngster’s own home.  Of these 62 

families, three-quarters (76%) thought that they would not find it helpful.  There were, 

nevertheless, 14 families who thought that this could be helpful to them (30% 

‘standard’, 14% ‘enhanced’).  As was mentioned earlier, this was one of the ways 

that a number of parents thought the service could be improved. 

 

Three-quarters of all the parents (79% ‘standard’, 73% ‘enhanced’) thought that their 

expectations about the service had been met.  One parent did not answer and one 
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was ambivalent.  There were therefore 16 families (18% ‘standard’, 27% ‘enhanced’) 

whose expectations about the service had not been met. 

 

When considering overall satisfaction with the service, 72% of parents linked to a 

‘standard’ carer and 50% linked to an ‘enhanced’ carer said that they were ‘very 

satisfied’ and 26% linked to a ‘standard’ carer and 32% linked to an ‘enhanced’ carer 

were ‘fairly satisfied’.  Six parents (one ‘standard’, five ‘enhanced’) said they were 

not satisfied in some way with the service; all of these said that their expectations of 

the service had not been met for different reasons, including: 

• the service was not flexible enough 

• the service was not consistent enough 

• the family had been offered insufficient breaks 

• there was poor communication with carers and social workers 

• the arrangement had broken down 

• the parent felt under more pressure and needed more help than when they 

started with the service. 

 

Although the number of families that were not satisfied with the service is small (n=6) 

they share a number of commonalities.  All the youngsters needed constant attention 

and help with getting around and all the parents said that there had been particular 

pressures on the family in the past year.  All six of these parents said that they 

wanted more breaks.  Their dissatisfaction, however, does not lie solely with the 

perceived inadequacy of the number of breaks but also:  

• the lack of alternatives, such as sitting or childminding arrangements, or 

alternative carers 

• the lack of consultation when arranging the breaks 

• the youngster engaging in activities that lacked variety. 

 

Despite the dissatisfaction of a small number of families, almost all (97% ‘standard’, 

90% ‘enhanced’) said that receiving the service had made a difference to their family 

as a whole.  One parent linked to a ‘standard’ carer was not sure, and three linked to 

an ‘enhanced’ carer thought not.  Of the three that thought receiving the service had 
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not made a difference to their family as a whole, one was very satisfied with the 

service, one was fairly satisfied and one was not satisfied at all. 

 

YOUNG PEOPLE’S USE OF SERVICES  
Average use of services per child linked to a ‘standard’ or ‘enhanced’ carer during 

the three months prior to T1 interview are compared in Table 6.9.  Short-break 

sessions (shared care/family link) were high for both groups, although children linked 

with ‘enhanced’ carers on average received a greater number of sessions over the 

three months than those linked with ‘standard’ carers (7 sessions ‘standard’, 12 

sessions ‘enhanced’).  

 

Average use of all hospital services over the three-month period was higher among 

the group of children linked to an ‘enhanced’ carer, although the use of hospital 

services was limited in both groups.  When considering community health services, 

both groups made most use of physiotherapy and speech therapy services, and had 

relatively high contact with general practitioners.  Little use was made of other 

services in this sector, although service-use tended to be higher in the ‘enhanced’ 

group.  

 

On average, children linked to a ‘standard’ carer spent more time in residential care 

over the three months (0.73 days ‘standard’, 0.45 days ‘enhanced’), but less time in 

foster care (0 days ‘standard’, 1.23 days ‘enhanced’). 

 

Overall, limited use was made of voluntary sector services and differences between 

‘enhanced’ and ‘standard’ groups were small, with the exception of Barnardos.  

Barnardos services included: babysitting, shared care, childminding, and respite 

services, as well as some of the short-break schemes included in this study.  

Children linked to ‘enhanced’ carers made greater use of Barnardos services than 

children linked to ‘standard’ carers, demonstrating a similar pattern to the use of 

short-break services provided by social services. 

 

On average, more use was made of school-related services over the three months 

by children linked to an ‘enhanced’ carer.  For both groups, the most commonly used 

school service was the school nurse, whilst the most commonly attended school type 
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was for children with learning difficulties.  In terms of education, attendance at 

mainstream school and special schools for children with physical impairments was 

high for both groups.  The ‘standard’ care group attended mainstream school for 

more days, on average (7.9 days ‘standard’, 4.6 days ‘enhanced’) over the three 

months and attended special schools for children with physical impairments less 

often (3.4 days ‘standard’, 7.7 days ‘enhanced’).  No use was made of residential 

school or classroom support in the ‘enhanced’ group compared to the ‘standard’ 

group who made some use of residential schools (1.3 days per child) and substantial 

use of classroom support (5.8 days per child). 

 

All private sector service use was higher in the ‘enhanced’ group than the ‘standard’ 

group.  In both groups, considerable use was made of childminder and nanny 

services (2.0 contacts ‘standard’, 2.6 contacts ‘enhanced’). 

 

Table 6.9: Use of services over the three months before first interview; mean 
per child 

 Use of services (mean)  
 
Service 

 
Linked to a 
‘standard’ 

carer (n=39) 

 
Linked to an 
‘enhanced’ 
carer (n=33) 

 
Unit 

Hospital services    
Inpatient 0.1 0.8 Nights 
Outpatient 0.9 2.0 Attendance 
Daypatient 0.1 0.1 Attendance 
Accident and emergency 0.1 0.1 Attendance 

Community health services    
General practitioner 1.2 1.1 Contact 
Practice nurse 0.2 0.1 Contact 
Community paediatrician 0.2 0.2 Contact 
Community paediatric nurse 0.1 1.0 Contact 
Community psychiatric nurse 0.0 0.2 Contact 
District nurse 0.0 0.0 Contact 
Health visitor 0.1 0.6 Contact 
Psychologist 0.0 0.2 Contact 
Occupational therapist 1.1 0.8 Contact 
Speech therapist 3.3 2.0 Contact 
Physiotherapist 5.3 5.0 Contact 
Other community health services 0.6 1.8 Contact 

Social services    
Social worker 1.0 1.1 Contact 
Family support worker 1.1 0.8 Contact 
Drop-in centre 0.0 0.1 Contact 
Sponsored childminder 0.2 0.4 Contact 
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Social services playgroup 0.1 0.8 Contact 
Art/drama/music club 0.9 0.0 Contact 
Holiday play-scheme 1.1 0.6 Contact 
Sitting service 0.8 2.0 Contact 
Befriending service 0.4 0.0 Contact 
Shared care/family link 5.4 8.6 Contact 
Home care/home help 1.6 3.1 Contact 
Support group 0.1 0.0 Contact 
Residential care 0.7 0.5 Day 
Foster care 0.0 1.2 Day 
Other social services 0.1 0.1 Contact 

Voluntary services    
NSPCC 0.0 0.1 Contact 
Barnardos* 1.7 4.5 Contact 
Youth club 1.5 1.2 Contact 
Crossroads (care for carers) 2.0 1.3 Contact 
After school club 0.0 1.2 Contact 
Children’s hospice 0.3 0.5 Day 
Sure start/Home start 0.3 0.0 Contact 
Other voluntary sector service 0.9 1.9 Various 

School-related services    
School doctor 0.3 0.3 Contact 
School nurse 3.6 14.0 Contact 
Education welfare officer 0.0 0.0 Contact 
Educational psychologist 0.2 0.2 Contact 
Other school-related services 0.5 1.4 Contact 

Education    
Mainstream school 7.9 4.6 Day 
Pre-school unit/nursery 1.5 1.7 Day 
Special school (learning difficulties) 30.0 27.6 Day 
Special school (physical impairments) 3.4 7.7 Day 
Residential school 1.3 0.0 Day 
Classroom support 5.8 0.0 Day 
Home tuition 0.0 0.3 Day 

Private sector services    
Child minder/nanny 2.1 2.6 Contact 
Other private sector services 0.5 1.6 Contact 

* Barnardos services include babysitting, childminding, respite care and shared 
care/family link services. 
 
MENTAL HEALTH-RELATED QUALITY OF LIFE OF PARENTS 
Table 6.10 provides information on the percentage of parents reporting a problem on 

each of the 12 items of the GHQ-12 at the first interview.  Over half of the parents in 

both groups reported a problem on the item ‘felt constantly under strain rather/much 

more than usual’.  The percentage of parents in the ‘enhanced’ group mentioning a 

problem was higher than that for the ‘standard’ group on two items, lower on nine 

items and equal for one item.  The overall mean GHQ-12 score was slightly higher 

for parents in the ‘standard’ group (3.85 ‘standard’, 3.42 ‘enhanced’), indicating a 
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greater level of anxiety and depression in parents whose son or daughter was linked 

to a ‘standard’ carer.  The difference, however, was not statistically significant 

(p=0.63; 95% confidence interval –1.35 to 2.20). 

 

Table 6.10: Mental health status of parents at first interview; GHQ-12 

% of parents mentioning a 
problem 

 
 
Have you recently (over the past few weeks)… Linked to a 

‘standard’ 
carer (n=39) 

Linked to an 
‘enhanced’ 
carer (n=33)

Been less/much less able to concentrate on whatever 
you’re doing? 

36 42 

Lost rather/much more much sleep over worry? 41 39 

Felt less/much less than usual that you are playing a 
useful part in things? 

23 9 

Felt less/much less than usually capable of making 
decisions about things? 

28 24 

Felt constantly under strain rather/much more than 
usual? 

51 56 

Felt that you couldn’t overcome your difficulties 
rather/much more than usual? 

28 24 

Been able to enjoy your normal day-to-day activities 
less/much less than usual? 

39 39 

Been able to face up to your problems less/much less 
than usual? 

18 15 

Been feeling unhappy and depressed rather/much 
more than usual? 

39 33 

Been losing confidence in yourself rather/much more 
than usual? 

31 27 

Been thinking of yourself as a worthless person 
rather/much more than usual? 

18 9 

Been feeling less/much less happy than usual all 
things considered? 

33 24 

Mean overall GHQ-12 score 
95% confidence interval for the mean 
Median 
Range 

3.85 
2.55 to 5.14 

3.00 
0 to 12 

3.42 
2.22 to 4.62 

2.00 
0 to 11 
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HEALTH-RELATED QUALITY OF LIFE OF PARENTS 
Table 6.11 shows that a greater proportion of parents in the ‘enhanced’ group 

reported problems on each of the five EQ-5D dimensions, as compared to parents in 

the ‘standard’ group.  Half of those linked to an ‘enhanced’ carer (50%) reported a 

problem on the anxiety/depression dimension as compared to a third of those linked 

to a ‘standard’ carer (32%).  On average, self-reported health-related quality of life 

was lower for parents whose son or daughter was linked to an ‘enhanced’ carer  

(0.82 ‘standard’, 0.77 ‘enhanced’) suggesting a poorer level of health-related quality 

of life for those linked to ‘enhanced’ carers, although this difference was not 

statistically significant (p=0.55; 95% confidence interval –0.10 to 0.19).  

 

Table 6.11: Health-related quality of life of parents at first interview; EQ-5D 

% of parents mentioning a problem  
EQ-5D dimensions ‘standard’ carer 

group (n=39) 
‘enhanced’ carer 

group (n=33) 

Mobility 10 12 

Self-care 5 15 

Usual activities 18 28 

Pain/discomfort 28 31 

Anxiety/depression 32 50 

Mean weighted EQ-5D score 
95% confidence interval for the mean 
Median 
Range 

0.82 
0.73 to 0.91 

1.00 
-0.2 to 1.00 

0.77 
0.65 to 0.89 

0.85 
-0.43 to 1.00 

 

SUMMARY 

• There was little difference in the proportions of youngsters linked to ‘standard’ or 

‘enhanced’ carers according to their age, gender, the number of people in the 

household, household income and family stress. 

• There was a difference in the proportions of youngsters linked to ‘standard’ or 

‘enhanced’ carers according to type of help needed.  A greater proportion of 

youngsters in the ‘enhanced’ group needed help with most aspects of daily living 

and were more likely to have other support needs, such as requiring help at night. 
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• Seventy seven per cent of families linked to a ‘standard’ carer and 70% of those 

linked to an ‘enhanced’ carer had been linked within a year of applying to the 

scheme. 

• Sixty nine per cent of families linked to a ‘standard’ carer and 62% linked to an 

‘enhanced’ carer said they found it easy to ask the carer if the youngster could 

visit. 

• Twenty per cent of families linked to a ‘standard’ carer and 50% of those linked to 

an ‘enhanced’ carer thought that improvements could be made to the way 

arrangements were made for the youngster to stay at the carer’s home. 

• All but five families linked to a ‘standard’ carer and two families linked to an 

‘enhanced’ carer said they knew the carer ‘very well’ or ‘quite well’.  

• Seventy four per cent of families linked to a ‘standard’ carer and 89% of those 

linked to an ‘enhanced’ carer said they thought the carer coped ‘very well’ or 

‘quite well’. 

• Eighty five per cent of families linked to a ‘standard’ carer and 94% linked to an 

‘enhanced’ carer thought their child definitely enjoyed going to stay with the 

carer’s family.  

• Twenty two per cent of all parents receiving a short-break service thought their 

son or daughter enjoyed going to stay with the carer, but at the same time they 

believed the youngster was unhappy about being away from home. 

• Twenty six per cent of families linked to a ‘standard’ carer and 27% linked to an 

‘enhanced’ carer thought their son or daughter’s behaviour had changed since 

they started going to the short-break carers. In all but six cases, their behaviour 

had improved.  

• Forty seven per cent of families linked to a ‘standard’ carer and 41% of those 

linked to an ‘enhanced’ carer thought they got too few breaks and would like 

more help.  Eighty three per cent of families who thought their support was ‘about 

right’ had breaks at monthly intervals or more frequently, compared with 65% of 

those who thought the amount of support they got was too little. 

• Thirty per cent of families linked to a ‘standard’ carer and 14% of those linked to 

an ‘enhanced’ carer said they thought it would be helpful to them if the carer 

looked after the youngster in the youngster’s own home. 
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• Seventy nine per cent of families linked to a ‘standard’ carer and 73% of those 

linked to an ‘enhanced’ carer thought that their expectations about the service 

had been met. 

• Seventy two per cent of families linked to a ‘standard’ carer and 50% linked to an 

‘enhanced’ carer said that overall, they were ‘very satisfied’ with the short-break 

service. 

• Short-break service-use among the group of children linked to an ‘enhanced’ 

carer was higher than for those children linked to a ‘standard’ carer. 

• The mental health status of parents linked to a ‘standard’ carer was worse than 

that of parents linked to an ‘enhanced’ carer.  However, on the 

anxiety/depression dimension of the health-related quality of life measure, a 

greater proportion of parents linked to an ‘enhanced’ carer reported a problem 

(32% ‘standard’, 50% ‘enhanced’). 

• Overall, parents in the ‘enhanced’ care group reported poorer levels of health-

related quality of life, although the difference was not statistically significant. 
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CHAPTER 7: THE VIEWS OF YOUNG PEOPLE USING A SHORT-BREAK SERVICE 
 

An important part of the Better Rewards study was the guided discussions that took 

place with 10 young people currently using a short-break service.  The aim was to 

find out how well the young people were getting on with their links to their carers and 

what their views of their short-breaks were.  

 

HOW THE GUIDED DISCUSSIONS WERE CARRIED OUT 
The class teachers of the young people concerned conducted the guided 

discussions.  The teachers were sent a folder containing guidance notes, the 

pictorial questionnaire, sets of stickers depicting different activities that young people 

might enjoy, a copy of the letter that was sent to the young person’s parents, a copy 

of the leaflet asking for consent, a copy of the completed consent form, a form on 

which to add their own comments about the young person’s responses or the 

interview materials and a stamped addressed envelope in which to return a copy of 

the questionnaire.  The young people were invited to keep the original questionnaire 

when it was completed. 

 

The teachers were asked to use whatever means of communication that they 

normally used with the young person.  The young person’s responses were recorded 

on the questionnaire, together with any photos, drawings or stickers as used.  

 
THE YOUNG PEOPLE 
Guided discussions were held with six boys and four girls.  Their ages ranged from 

nine to 16, with an average age of 12.  Five of the young people were reported by 

their parents to have long-term health problems in addition to their learning 

difficulties.  They covered a wide range on the learning difficulty spectrum, from 

‘profound and multiple’ to being able to write about the visits in their school diary.  

The young people attended eight different schools in four regions of England and 

Scotland.   

 

The length of time that the young people stayed with their short-break carer varied 

from daytime visits to visits of a week at a time.  There was no apparent difference in 
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the length of stay according to the youngster’s age, sex or whether they had 

additional long-term health problems. 

 

REASONS WHY THE YOUNG PEOPLE WENT TO STAY WITH A SHORT-BREAK CARER 
Eleven reasons were given by the 10 young people as to why they went to stay with 

their short-break carers.  Four young people mentioned reasons primarily for the 

benefit of the young person themselves: three went to stay with their short-break 

carer because they wanted to or because they liked it there, and one because they 

needed a rest from their family.  Four young people mentioned reasons primarily for 

the benefit of their family: three said that they went because their mum or dad 

needed a rest, and one so that their mum and dad could spend some more time with 

the young person’s sister.  The remaining three young people went because they 

were told to go or because it was expected of them.  The young person who gave 

two reasons suggested benefits both to herself and her family. 

 
FEELINGS ABOUT GOING TO STAY WITH A SHORT-BREAK CARER 
Two of the 10 young people were not happy being with their short-break carer.  One 

went because it was expected of her, but said that she was able to let her mum or 

dad know if she did not want to go.  The teacher interviewing her wrote: 

 

“I genuinely felt that she was not really that happy any more to go…not for any 

real reason she could explain, just outgrown it…while she obviously enjoys the 

activities they do with her, on balance, she would now probably prefer not to go 

and to be at home”. 

 

The other young person who was not happy to be with their short-break carer, said 

that he went because his mum or dad needed a rest.  He was able to tell his school 

teacher if he did not want to go.  

 

Three of the young people said that it was ‘OK’ being with their short-break carer.  

Two of these young people went because they were told to go and one because 

their mum or dad needed a rest.  None of these youngsters named anybody that 

they could tell if they did not want to go. 
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Half of the young people interviewed said that they liked being with their short-break 

carer ‘a lot’, or that they were ‘happy’ there.  All but one said that they went to stay 

with their short-break carer because they wanted to or because they liked it there, or 

because it gave them a break from their family.  Most (three out of the five) were 

able to tell their parents if they did not want to go. 

 

It seems, therefore, that the happiest shared-care arrangements from the young 

people’s point of view, were those where the youngster went to stay with their short-

break carers primarily for the benefit of the young person themselves and where they 

had some say and a degree of control over the arrangements.   

 

AT THE HOME OF THEIR SHORT-BREAK CARER 
Once at the home of their short-break carers, all but three of the youngsters said that 

they felt part of the family.  For one young person this was too abstract a concept for 

him to comment on.  The two young people who did not feel part of their short-break 

carer’s family both said that they went to stay because they were told to go and 

neither named anyone that they could tell if they did not want to go.  Both said that it 

was ‘OK’ being with their short-break carer.  The teacher of one of the youngsters 

wrote that he was: 

 

“Always unsettled/upset in school when he is going to respite care”. 

 

All of the young people’s questionnaires were illustrated with drawings, pictures or 

stickers showing a range of activities that the youngsters enjoyed doing when 

staying with their short-break carer.  These included both social activities, such as 

swimming, bowling or going to the park, and more solitary pursuits such as listening 

to music or story tapes, playing with pets or watching television.  

 

Two questionnaires were illustrated only with examples of more solitary leisure 

pursuits.  Of these, one youngster said that he liked going to stay with his short-

break carer ‘a lot’ and was able to tell his parents if he did not want to go.  The other 

youngster was not happy to be with his short-break carer and said that he went 

because his mum and dad needed a rest.  This youngster was able to tell his teacher 
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if he did not want to go.  Both, however, said that they felt part of the short-break 

carer’s family. 

 

All of the young people questioned, for whom it was relevant, said that they liked the 

other children and pets in the family.  All but one of the youngsters liked the food that 

they were given at their short-break carer’s house. 

 
CONTACT WITH SOCIAL WORKERS 
Three of the 10 youngsters said they had a social worker; two of these said that they 

could talk to their social worker about staying with their short-break carer.  Five 

young people said that they did not have a social worker: one of these, however, 

mentioned a Barnardo’s carer who she could talk to about her short-break stays.  For 

another, the teacher elaborated that the youngster should have, but was currently 

between, social workers.  Social workers did not therefore seem to feature as key 

sources of support for the young people should they wish to talk about their short-

break stays. 

 

OTHER COMMENTS 
A number of teachers gave comments of their own about the guided discussions that 

they had with the youngsters about their short-break stays.  Some of these 

comments related to how the discussions were conducted: 

 

“Tried to go through this over a period of two weeks…just doing a bit at a time, 

but it was extremely difficult – tried doing some bits with the LSAs [learning 

support assistants] as well, just to see if we could get more independent 

responses”. 

 

“A bit disjointed and contradictory”. 

 
Other comments given by the teachers related to their own knowledge of the young 

person: 

 

“He enjoys his visits to his carer but it is obvious that he misses his mum as he 

is more demanding for our attention whilst there”. 
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“The validity of his answers cannot be guaranteed… was surprised he didn’t 

choose books”. 

 
SUMMARY 

• Of the 10 youngsters, four seemed to have fairly positive experiences of their 

short-break care: they enjoyed being there, went because they wanted to, felt 

part of the short-break carer’s family, and all but one were able to talk to their 

parents if they wanted, or did not want to go. 

• For four of the youngsters, their short-break placement did not seem to be such a 

positive experience for them.  They had little or no choice as to whether to go or 

not, saying that they went because they were told to go, it was expected that they 

go or that it was to give their parents a rest.  Two said they were not happy to be 

there; two said that it was ‘OK’ but that they did not feel part of the family.  One 

was able to talk to her parents if she did not want to go, one could talk to his 

teacher or social worker, and two did not name anyone that they could talk to. 

• The remaining two young people interviewed seemed to have more middling 

experiences.  Both went to stay with their short-break carers so that their parents 

could spend more time with the other children in their families.  One had not liked 

it at first, but was happy enough at the present; one said that it was ‘OK’ but 

apparently missed his mum considerably.  One was able to talk to their parents if 

they did not want to go; one did not name anyone that they could talk to.  Both 

engaged in a variety of activities when staying with their short-break carer and 

said that they felt part of the family. 
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CHAPTER 8:  THE VIEWS OF SHORT-BREAK CARERS 
 

THE CARERS 
Interviews were held with 86 carers.  Almost three-quarters (71%) were paid on a 

‘standard’ basis and are referred to as ‘standard’ carers.  Just over a quarter (29%) 

were paid on an ‘enhanced’ basis and they are referred to as ‘enhanced’ carers.  

 

The carers had been in their role for lengths of time varying from one month to 18 

years.  The average length of time that ‘standard’ carers had been caring was five 

years and six months. The average length of time that ‘enhanced’ carers had been 

caring was four years and eight months. 

 

Almost a half (48%) of the carers were linked to only one youngster, but at the other 

end of the spectrum, nine of the carers had links with five or more youngsters.  The 

average number of links per carer was 2.3.  Figure 8.1 shows the number of 

youngsters that the carers were currently linked with.  

 
Figure 8.1: The number of youngsters cared for 
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There was a big difference in the average number of youngsters cared for by 

payment type, with ‘standard’ carers being linked with 1.5 youngsters on average as 

compared to 4.2 for an ‘enhanced’ carer. 
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When asked if they would be able to provide any more care, about half (49%) of the 

carers thought not and half (49%) thought that they could.  One carer was not sure 

and one did not respond.  ‘Standard’ carers were less likely to say that they could 

provide any more care than ‘enhanced’ carers (46% ‘standard’, 56% ‘enhanced’). 

 

The amount of extra capacity that carers had varied.  Over a third (40%) of carers 

were able to provide extra care on a weekly basis (including one ‘standard’ carer), 

and another third (32%) said that they could be flexible, providing variable amounts 

of care, sometimes on an emergency basis.  The remaining carers could increase 

their capacity to a lesser degree, providing extra sessions fortnightly (5%) or monthly 

(21%).  One ‘standard’ carer was able to increase her capacity during holidays only. 

 

Most carers had first heard about the scheme via a social worker or social services, 

through friends or family or through a newspaper or magazine article or 

advertisement, as Table 8.1 shows. 

 

Table 8.1:  How carers first heard about the short-break service 

 
 

 
Number 
of carers 

% of carers 
mentioning 

this 
Friend or family member 25 29 
Social worker or other contact at social services 22 26 
Newspaper or magazine article or advertisement 15 17 
Through a special school   7   8 
Poster or leaflet   6   7 
Through the carer’s own employment   4   5 
Word of mouth   4   5 
GP, Health Visitor or Community Nurse   2   2 
Had to actively phone around to find out   1   1 
 
When asked what initially attracted them to apply, carers gave a number of 

responses, summarised in Table 8.2.  In general, carers were attracted to the role 

because of their experience of working with disabled children, or of caring work in 

general, because they already had personal contact with a short-break service or 

because they enjoyed being with, or working with children.  
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Table 8.2:  What initially attracted carers to short-break care 

 
What attracted the carers to their role 

% of carers 
mentioning this 

(n=86) 
Experience of work with disabled children 26 
Personal contact/experience of the service 13 
Experience of caring work 13 
Enjoy being with/working with children 11 
Wanted to support a particular child/family   7 
Long-term interest   7 
Wanted to help/saw the need   6 
To extend own family, get a sense of achievement, work 
from home, to fit lifestyle  

  5 

To give something/do something worthwhile   5 
It was something the carer could do   5 
Saw an advert   4 
 
Although only a quarter of carers said that it was their previous experience of 

working with disabled children that had initially attracted them to becoming a short-

break carer, most of the carers (83%) did, in fact, have some previous experience of 

disabled children.  Three-quarters (76%) of the 71 carers with previous experience, 

had gained this through professional work; a third (33%) had contact with disabled 

children through their friends or family; and 22% had done some voluntary work with 

disabled children.  ‘Enhanced’ carers were more likely to have gained experience 

with disabled children through previous professional work, such as teaching, nursing 

or social work, than were ‘standard’ carers (see Table 8.3). 

 

Table 8.3: Type of previous experience with disabled young people 

 
Type of previous experience 

‘Standard’ 
carer (n=61) 

%* 

‘Enhanced’ 
carer (n=25) 

%* 
Professional experience (e.g. teaching, 
nursing, social work etc) 

61 92 

Experience through family or friends 
 

39 28 

Voluntary experience (e.g. sitting service, 
befriending, play-scheme etc) 

20 24 

        *percentage of responses given  
 

In addition to having previous experience of disabled children, over half of the carers 

(57% ‘standard’, 60% ‘enhanced’) had had one or more previous links through the 

short-break scheme.  The carers gave a number of reasons as to why these links 
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had ended (see Table 8.4).  In general, more links ended because of the changed 

circumstances or requirements of the youngsters.  Presumably, many carers who 

ended the link themselves would have left the service and not therefore be captured 

in this study.  Of the 34 families who had had a link with a previous short-break carer 

in the past, 65% said that the link had ended because the carer had left the service, 

the carer’s circumstances had changed or the carer was unable to cope any longer. 

 
Table 8.4: Reasons why previous links had ended, according to carers 

 
Reason why previous link(s) ended 

 
Number of 
responses 

% of carers 
mentioning 
this (n=86) 

Child’s own, or family circumstances changed e.g. 
moved house, went to college or residential school 

16 19 

Youngster moved on to other care provision e.g. 
permanent foster care, residential care etc. 

10 12 

The youngster no longer needed short-break care 
 

8 9 

The youngster died 
 

7 8 

The parents didn’t want to continue the link 
 

4 5 

The youngster didn’t want to stay 
 

1 1 

The carer found it too difficult e.g. behaviour 
management, lifting and carrying, transport etc. 

7 8 

The carers own circumstances changed e.g. 
moved away from the area 

4 5 

The carers own health, or that of their family, was 
problematic 

2 2 

The link didn’t work e.g. difficulties with carers’ 
own children, relationships broke down etc 

10 12 

It was a temporary or short-term arrangement only 
 

9 10 

The youngster became too old for the service 
 

8 9 

The scheme stopped running 
 

1 1 

 
PREPARATION FOR BECOMING A SHORT-BREAK CARER 
The majority of the carers (83%) had attended a preparation course before being 

approved as a short-break carer (85% ‘standard’, 76% ‘enhanced’).  Table 8.5 

summarises the proportion of all carers who had received initial training in a number 

of key aspects of being a short-break carer.  Other things such as first aid, lifting and 
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handling, communication skills, information about specific impairments or behaviour 

management were mentioned as having been covered in their initial training by only 

a handful of carers, but, as will be mentioned later, were commonly covered in 

ongoing training sessions. 

 

Table 8.5: Proportion of carers who received preparatory training in key 
aspects of being a short-break carer 

 
 
Aspects of preparatory training  

% of all  carers 
who received 

training 
Working with the family of a disabled child 72 
Confidentiality 72 
Exploring feelings about becoming a short-break carer 70 
Child protection 70 
Safety in the home 69 
Carers’ own values and how they might affect what they do  65 
Different needs of children including religious & cultural identity 63 
Managing challenging behaviour 55 
The carers’ own training needs 55 
The effects of labeling disabled people 55 

 

Approximately three-quarters of the carers who had received preparatory training 

(79% ‘standard’, 65% ‘enhanced’) thought that this had adequately prepared them 

for the first time they looked after a youngster on the short-break scheme.  Even so, 

43% of the trained ‘standard’ carers and 76% of the trained ‘enhanced’ carers 

thought that the preparation could be improved in some way. Some of the suggested 

improvements included: 

 

“More contact with disabled children and their families during training”. 
 

“Information on caring needs to be made more positive – it was quite 
negative”. 
 
“‘Feeling of responsibility’ for child not covered”. 
 
“Need more contact with other carers”. 
 
“Training too general – should be more specific”. 

 
 

Generally, the recommended improvements could be categorised into: 
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• Improvements to the course content such as: more ‘hands on’ practice, talking 

with other carers, more information about the youngster and their family, more 

discussion about the difficulties and stresses of caring, and making the 

training more positive. 

• Improvements to course delivery, such as using professional trainers. 

• Improvements to the course structure, such as changing the length. 

• Improvements to the course organisation, such as preparing carers for a 

National Vocational Qualification (NVQ) standard, better preparation on behalf 

of the scheme. 

 

ASSESSMENT BEFORE BECOMING A SHORT-BREAK CARER 
The most commonly reported length of assessment for prospective carers was three 

to six months.  The assessment period for ‘enhanced’ carers was, in general, shorter 

than for ‘standard’ carers, which may be due to the fact that many ‘enhanced’ carers 

had previously been working as ‘standard’ carers. 

 

All except nine of the 65 carers with partners said that their partners had been 

involved in the assessment process.  All except 16 of the 61 carers with children still 

living at home said that their children had been involved in the process.  Most of the 

youngsters were asked their views by a scheme or social worker, sometimes on an 

individual basis without their parents present.  A small number had attended a 

discussion group or preparation course, and two had been included through the 

provision of reading or colouring books for the children to look at.  

  

Most of the carers (80% ‘standard’, 84% ‘enhanced’) said they had no problems with 

the assessment process.  Fifteen carers did report problems, such as the length of 

time that the procedure took, or that the process was “off putting” “childish and 

embarrassing” or “too personal”. 

 

Although the majority of carers had had no problems themselves with the 

assessment procedure, half (n = 40) were able to suggest ways in which it could be 

improved.  Most comments focused on speeding up the procedure, making the 

assessment and training more focused, taking previous experience into account, 
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reducing the delay between assessment and gaining panel approval, or ensuring 

that social workers had smaller, more manageable case loads.  Others thought that 

the assessment should be less personal and intrusive, that potential carers should 

be able to attend panel meetings, that communication and feedback needed to be 

improved and that potential applicants should have the opportunity to meet disabled 

children and their families, and other carers, during the assessment process.  

 

ONGOING TRAINING PROVIDED TO CARERS 
Almost all of the short-break carers (97% ‘standard’, 88% ‘enhanced’) said that they 

had been provided with ongoing training.  Most of those who were provided with 

training (61% ‘standard’, 82% ‘enhanced’) were expected to attend.  Training was 

provided on a range of topics, as illustrated in Table 8.6. 

 
Table 8.6: Ongoing training offered 

 
Topic 

% of 
‘standard’ 

carers 

% of 
‘enhanced’ 

carers 
First Aid 75 86 
Health and safety issues including moving and 
handling 

68 86 

Managing challenging behaviour 66 73 
Epilepsy 66 68 
Autism 59 54 
Safety in the home 51 68 
Makaton/Total Communication 51 54 
Disability awareness 51 59 
Confidentiality 49 68 
Safe caring – protecting carers and children 47 54 
Toys and play 44 54 
HIV and AIDS 44 50 
Emerging sexuality of young people 42 54 
Risk assessments 41 54 
Race awareness 36 41 
Providing intimate care 34 32 
Working with disabled people in an age-
appropriate way 

30 18 

Working with severe sensory impairment 29 32 
Complex health care 27 50 
Understanding of disability/civil rights including 
the 1995 Disability Discrimination Act 

25 41 

Services and support for disabled children under 
current legislation 

20 9 
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Assertiveness training 19 41 
 

Three-quarters of carers who said they were provided with ongoing training (78% 

‘standard’, 82% ‘enhanced’) were ‘satisfied’ or ‘very satisfied’ with what was 

available to them.  Thirteen carers were not satisfied and seven of the carers who 

were satisfied gave reasons as to why there had been some difficulties or problems. 

These are detailed in Table 8.7. 

 
Table 8.7: Difficulties experienced by carers in their ongoing training 

 
 
 
 
Difficulties or problems  

Number of 
responses

 

% of carers 
provided with 

ongoing training 
mentioning this 

(n=81) 
Problems with the practicalities of the training 
e.g. not enough notice, difficulty reaching 
venue, poor access, no reimbursement 

7 9 

Training not specific enough e.g. needed to 
cover particular impairments, and should 
include more practical work 

7 9 

Not enough training sessions provided, and 
little chance to catch up on missed sessions 

5 6 

Training needed to be more intensive, less 
repetitive, of higher quality and with the option 
of working for an NVQ 

5 6 

Training inappropriate to the needs of the carer 
e.g. focus on younger children not teenagers 

3 4 

No involvement from those who know the child 
best 

2 2 

Assumptions were made about the previous 
experience of the carer 

1 1 

Needs to be a brochure outlining all the training 
courses available 

1 1 

 

Although few of the carers specifically mentioned problems with the practical 

arrangements for training, when asked directly if the training was held at a time and 

place convenient to them, 41% of ‘standard’ carers and 18% of ‘enhanced’ carers 

with access to training said that it was not.  Ten carers stressed the need to vary the 

timing of training sessions, 13 mentioned that evenings were the best time for them, 

six wanted training to be provided nearer their home, and three wanted transport to 

be provided if necessary.  Others thought that there should be more choice of 
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location, that attention should be paid to the safety of carers going home in the dark 

and that there should be more advance notice about training opportunities. 

 

Although the majority of carers who were provided with ongoing training 

opportunities were not reimbursed for attending training (64% ‘standard’, 50% 

‘enhanced’), only eight carers (five ‘standard’, three ‘enhanced’) said that they would 

possibly be more motivated to attend if they were paid.  For many ‘enhanced’ carers, 

however, the salary element is intended to cover the cost of attending training, thus 

more ‘enhanced’ carers are effectively ‘reimbursed’ than this would suggest. 

 

Just over a half of carers with access to training (51% ‘standard’, 59% ‘enhanced’), 

said that they would like a certificate of attendance.  A number of reasons were 

given: to provide proof of their experience, acknowledgement of their work, to 

provide a sense of recognition and achievement, useful for their CV or future job 

prospects, to give them confidence, as a reminder of what they had covered and that 

it would be reassuring for the link families. 

 
ONGOING SUPPORT 
In general, scheme workers were in regular contact with short-break carers by letter, 

telephone or visits.  Three-quarters (77%) of the carers said that the scheme workers 

contacted them at least every six weeks or so, but this was the case for only 62% of 

‘standard’ carers as compared to 92% of ‘enhanced’ carers.  Most scheme workers 

seemed to be in contact with carers to review their work on an annual basis (36% 

‘standard’, 52% ‘enhanced’) and to participate in children’s reviews twice a year 

(34% ‘standard’, 32% ‘enhanced’).  Support group meetings with scheme workers 

were rare, with two-thirds (67%) of ‘standard’ carers and 40% of ‘enhanced’ carers 

not responding to the question or saying that this never or only rarely happened.  

‘Standard’ carers who were in touch with scheme workers at support group meetings 

were more likely to access this support ‘as necessary’ whereas ‘enhanced’ carers 

attended support group meetings on a more regular basis.  

 
Approximately three-quarters of carers who had reviews to discuss their role or to 

review their work (79% ‘standard’, 71% ‘enhanced’) found these helpful.  A similar 

proportion (73% ‘standard’, 81% ‘enhanced’) said that their training needs had been 
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discussed with them at the review meeting and, in two out of three cases, this helped 

the carers access the training they needed.  

 

The majority of carers (87% ‘standard’, 84% ‘enhanced’) had an ‘excellent’ or ‘very 

good’ relationship with scheme workers. More middling relationships (‘good’ or ‘OK’) 

were mentioned by all but one of the rest of the carers.  The exception was one 

‘standard’ carer who described the relationships that she had with two scheme 

workers as being ‘excellent’ with the one and ‘poor’ with the other.  

 

Despite the seemingly overwhelming satisfaction that carers expressed about their 

relationships with the scheme workers, a third of carers (n=23) were able to suggest 

one or more aspects of the relationship that could be improved, as Table 8.8 

summarises. 

 

Table 8.8: Carers’ views of improvements that could be made to their 
relationships with scheme workers 

 
Suggested improvements 
 

Number of 
responses 

% of carers 
mentioning 

this 
More contact with scheme workers 8 9 
More support from scheme workers 6 7 
Provision of more information by scheme workers 6 7 
Improved consistency of workers, better structural 
organisation within the scheme 

6 7 

More forward planning by scheme workers 3 3 
Making it easier to contact workers in an emergency 2 2 
Scheme workers to be more proactive 1 1 
Need to build up more trust 1 1 
 
Seven of the carers mentioned that their own children received support, through, for 

example, support groups particularly targeted at them.  Whilst a number of other 

youngsters may have grown up and no longer live at home with their parents, it 

seems that few of the children of carers were supported while their parents were 

caring for other youngsters. 
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SOURCES OF SUPPORT USED BY THE CARERS  
Apart from receiving support from scheme workers, carers received support from a 

number of other sources.  A third of ‘standard’ carers (36%) and two-thirds of 

‘enhanced’ carers (68%) received some help or support from one or more 

professional sources, including: medical and nursing staff, occupational therapists, 

physiotherapists and school staff.  

 

Almost all the carers (90% ‘standard’, 96% ‘enhanced’) received support from family 

and friends.  Such support took a variety of forms, ranging from completely accepting 

the link child as a member of the family, to supporting the carer in their caring role.  

Additionally, a quarter of ‘standard’ carers (24%) and two-thirds of ‘enhanced’ carers 

(68%) said they received support from other carers.  For many, this was through 

meeting up socially or talking on the phone.  Only one carer mentioned that they 

received support from other carers at a support group meeting, although such 

meetings may have been influential in introducing carers to each other. 

  

PAYMENTS FOR SHORT-BREAK CARERS 
The 61 ‘standard’ carers were asked if they would consider taking on the care of 

more children if they were paid a fee or salary.  Twenty-one carers did not answer 

the question.  Of the 40 who did, over half (56%) thought they would not consider 

taking on the care of extra children if they were paid a fee or salary.  The most 

frequently given reason for this was that the carer was already fully committed, in 

terms of having no more space to accommodate another child, and no time or 

energy to do so.  The second most frequently given reason was that the carer 

thought the money they received to cover expenses was already enough and that 

the payment of a fee or salary would interfere with their benefits arrangements. 

 
Nine of the ‘standard’ carers thought that they would consider taking on the care of 

extra children if they were paid a fee or salary.  Six mentioned that if they had a 

guaranteed income they would be able to give up other full- or part-time jobs.  Three 

thought that they would appreciate the extra financial help. 

 

Eight of the ‘standard’ carers were undecided whether they would take on the care of 

extra children if they were paid a fee or salary.  This was because they would have 
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to assess the time and pay implications, would need to find out if it affected their 

benefits, or would want to know if they would be expected to take placements on a 

long-term or short-term basis.  

 

When the carers were asked more generally if they thought that paying fees or 

salaries would attract more carers to the scheme, 74% of ‘standard’ carers and 80% 

of ‘enhanced’ carers thought that it would.  Eight ‘standard’ carers (13%) thought that 

it could, but that they would have some reservations about it.  There was also a 

recognition that different people might benefit from this: including families (21%), 

‘everyone’ (20%), carers (17%) and children (12%).   

 

Over a half of ‘standard’ carers and three-quarters of ‘enhanced’ carers thought that 

the system of paying fees or salaries would work well for the short-break scheme as 

a whole and carers could think of many advantages.  The main advantages were 

thought to be greater stability of a regular income for carers, improved status as a 

professional carer, and encouraging more people to become carers (see Table 8.9).  

 
Table 8.9: Carers’ views of the advantages of paying fees or salaries 

 
Advantages of paying fees or salaries 

 
Number of 
responses 

% of carers 
mentioning 
this (n=86) 

Advantages to the carers   
Would provide the stability of a regular income 25 29 
Improved status of a ‘proper’ professional job 15 17 
Carers more committed to the job and stay longer 4 5 
Carers would feel more valued 3 3 
Carers could work from home 3 3 
It would be fairer for carers 2 2 

Advantages to the scheme itself   
Might encourage more people to become carers 19 22 
More flexibility & variety of placements 6 7 
Could help more children 4 5 
Would be advantageous to the scheme generally 2 2 

 
Carers also identified a number of potential disadvantages if schemes were to pay 

fees or salaries to carers, summarised in Table 8.10.  The most commonly 

mentioned disadvantage was that fees or salaries may attract the ‘wrong’ kinds of 

people.  
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Table 8.10: Carers’ views of the disadvantages of paying fees or salaries 

 
Disadvantages of paying fees or salaries 

 
Number of 
responses 

% of carers 
mentioning 
this (n=86) 

Might attract the wrong kinds of people  9 10 
The practicalities would be difficult 5 6 
People would think of it as ‘just a job’ 3 3 
The fee is currently too low 2 2 
Carer would lose flexibility and a certain amount of their 
own time 

2 2 

Would be more like a ‘care home’ than an ordinary home 2 2 
Carers might feel pressurised and over-commit 
themselves 

2 2 

 
Almost half of the ‘standard’ carers (46%) and a quarter of the ‘enhanced’ carers 

(24%) thought that it would not affect group feeling if some carers were paid fees or 

salaries and others were not.  However, 18% of the ‘standard’ carers and 16% of 

‘enhanced’ carers thought that it would.  Other carers said that they would not know 

because they did not attend group meetings, had no contact with other carers or 

were not aware of what other carers were paid. 

 

Over half of the carers (57% ‘standard’, 60% ‘enhanced’) thought that the present 

payment system worked well for them.  Even so, this means that the present system 

was not working entirely satisfactorily for a significant minority of carers.  Many did 

not mention why this was so, but three said that it was because they did not receive 

a pay slip or written breakdown of how their pay was calculated, two mentioned a 

long delay in getting paid, two said that they were out of pocket for their caring work 

and one mentioned difficulties as a result of being reimbursed for expenses in 

arrears. 

 

On the whole, there were mixed feelings about whether the carers felt adequately 

rewarded for the effort that they put into the scheme.  Almost a half (44%) thought 

that they were not paid enough (41% ‘standard’, 52% ‘enhanced’).  There was little 

or no difference between the groups when household income was taken into 

consideration.  Carers on below average household incomes (less than £15,000 a 

year) were as likely to say that they thought they were adequately rewarded as were 

carers with an above average household incomes (£25,000 - £35,000 a year).  A few 

carers who thought that they were not paid enough suggested more reasonable 
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amounts.  These ranged from £3.50 – £15 per hour, a daily rate of £50 – £100, a 

weekend rate of £100 – £120, a monthly fee of £200 or an annual salary of £14,000 

plus expenses and an allowance to cover heating, lighting and washing.  

 

Five carers (three ‘standard’, two ‘enhanced’) suggested that they should be paid the 

statutory minimum wage.  When carers were asked if anyone from the scheme had 

ever discussed the statutory minimum wage with them, only four said that they could 

remember this happening.  One said that she was told it did not apply because they 

were paid a tax-free ‘reward’ for their work, not a salary. 

 

Over half of the carers commented more broadly on other issues regarding 

payments.  Other than two ‘enhanced’ carers who found it difficult to manage issues 

around their self-employed status, and two commenting that they thought there 

should be a definite pay scale for salaried carers, most of the comments were 

shared by carers in general, irrespective of whether they were ‘standard’ or 

‘enhanced’.  The comments are summarised in Table 8.11. 

 
Table 8.11:  Additional comments carers made about their pay 

 
Carers’ additional comments  
 

Number of 
responses 
 

% of carers 
mentioning 

this 
Full out-of-pocket expenses and an allowance for wear 
and tear should be paid as a minimum 

9 10 

Carers should be paid ‘properly’ to reflect their role and 
bring them in line with alternative provision 

6 7 

Extra pay should be offered for caring during holidays, 
overnight and for children with complex needs 

5 6 

Carers should have monthly pay slips with an itemised 
account of how their pay is made up. They should be 
able to have their pay paid straight into their bank 

3 3 

All carers should be paid an hourly rate 2 2 
It needs to be made clear which expenses are 
allowable and which are not 

2 2 

More information should be provided about pensions 
and illness protection plans 

1 1 

All carers should be entitled to 4 weeks annual leave 1 1 
A retainer should be paid if plans change 1 1 
 
Additionally, one carer wrote that she thought that under the current arrangements: 



 72

“The Social Work department is getting ‘residential care’ on the cheap”  

 

and another said: 

 

“We believe you need to be able to afford to do voluntary work”. 

 

SHORT-BREAK CARERS CHARACTERISTICS AND MOTIVATIONS 
Three-quarters (74%) of the ‘standard’ carers thought of themselves as a ‘volunteer’ 

and a quarter (21%) thought of themselves as a ‘professional’.  However, equal 

proportions thought the short-break service staff considered them to be volunteers 

(46%) as considered them to be professionals (41%).  Most of the ‘enhanced’ carers 

(64%) thought of themselves as professionals, fewer than a quarter (20%) thought of 

themselves as ‘volunteers’ and three-quarters (76%) thought the short-break service 

staff considered ‘enhanced’ carers to be professionals. 

 

When asked what they thought motivated short-break carers to provide support for 

children considered to be ‘challenging’, those with autism or those requiring medical 

interventions such as tube-feeding, most carers were able to think of one or two 

reasons, as Table 8.12 illustrates.  

 

Table 8.12: What carers thought motivated short-break carers to provide 
support for children with complex needs 

 
Motivation 

Number of 
responses 

% of carers 
mentioning 
this (n=86) 

They find it rewarding/satisfying 24 28 
For the challenge 18 21 
They have specific skills to offer 18 21 
They enjoy such work 17 20 
Particular personal qualities such as empathy, 
understanding needs etc 

14 16 

Because the need is there and they want to help 13 15 
For the benefit of the child and their family 12 14 
For personal emotional reasons eg. fulfils a need, 
wants to give something back 

11 13 

To support other parents 10 12 
For practical reasons e.g. it fits in with the family 4 5 
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Many of the motivations listed in Table 8.12 were similar to the ones that sustained 

the carers in their current role.  When asked what had helped them to continue 

caring for as long as they had, most carers mentioned that they enjoyed it and found 

it satisfying and rewarding.  In addition, about a quarter of the carers thought that it 

was the particular relationship that they enjoyed with the child and their family that 

helped them to continue in their role.  One parent commented that what made it 

worthwhile for her was: 

 

“Seeing the child’s smile as they arrive at the door”.  

 

LINK RELATIONSHIPS 
In general, just over half of the carers said that they had ‘excellent’ relationships with 

the children’s families and a further third said that their relationships were ‘very 

good’.  There was little difference between the responses of ‘standard’ and 

‘enhanced’ carers.  

 

Over half of the carers (51% ‘standard’, 64% ‘enhanced’) thought the work that they 

did was for the benefit of the parents and the child equally.  A quarter or more (25% 

‘standard’, 36% ‘enhanced’) thought it was mainly the parents who benefited.  

Eighteen per cent of ‘standard’ carers and no ‘enhanced’ carers thought that the 

children were the primary beneficiaries.  

 

Thirty-three of the 86 carers (38% ‘standard’, 40% ‘enhanced’) mentioned one or 

more difficulties that they had experienced with a family, summarised in Table 8.13.   

 

Table 8.13: Type of difficulties that carers had experienced with families 

 
Type of difficulties  
 

Number of 
responses 

% of carers 
mentioning 

this 

Parents attitude towards carer 10 12 
Practical difficulties 8 9 
Communication/information exchange 7 8 
Relationship described as ‘awkward’ or ‘difficult’ 6 7 
Parents attitude or behaviour towards their child 5 6 
Clear boundaries not set at the outset 4 5 
The unpredictability of arrangements 2 2 
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The parents/family have particular needs  2 2 
Comparison with other carers 1 1 
 

Most seemed to centre on the parents’ attitude towards the carer, such as being too 

demanding or expecting too much, practical difficulties such as parents not packing 

appropriate clothes or medication and difficulties with the exchange of information 

and/or communicating with each other.  

 

When asked if they thought that the parents had realistic or reasonable expectations 

about the level of commitment they expected from the carers, most of the carers 

thought that they did (75% ‘standard’, 68% ‘enhanced’).  The reasons why some 

carers thought the parents’ expectations to be unrealistic included: the parents 

wanting too much time or help, unrealistic expectations of what the carer could do, 

inability to see the other demands placed on the carers, lack of consideration, or 

being treated like an employee. 

 

Almost all of the carers (90% ‘standard’, 84% ‘enhanced’) thought the scheme 

workers had realistic or reasonable expectations of the level of commitment they 

expected from them.  The few carers who thought scheme workers had 

unreasonable expectations stated that this was because the scheme workers had a 

lack of understanding about the support needed by the child and family, that they 

were pressurised to do more, or that the scheme workers were not involved enough.  

 

Overall, almost three-quarters (71% ‘standard’, 72% ‘enhanced’) of the carers said 

they were ‘very satisfied’ with their situation as a short-break carer, and a further 

quarter (26% ‘standard’, 28% ‘enhanced’) were ‘fairly satisfied’.  One ‘standard’ carer 

said they were ‘not very satisfied’, and one did not comment.  

 

Perhaps reflecting the general levels of satisfaction of the carers, about two-thirds 

(67% ‘standard’, 64% ‘enhanced’) thought that they would still be a carer for the 

short-break scheme in three years time and a further quarter (20% ‘standard’, 28% 

‘enhanced’) thought that they probably would or that they hoped so.  Eight ‘standard’ 

(13%) and two ‘enhanced’ carers (8%) thought not, or that they did not know.  
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There were many things that carers said they got from being a short-break carer. 

The enjoyment and satisfaction have already been mentioned, along with the 

feelings of helping someone else, giving something back and building up a good 

relationship with a child and their family.  Other positive things about being a carer 

were: the extra dimension that the child had brought to their lives, seeing the child 

develop and progress and the love and friendship that was a part of the job. 

 

“A great deal of satisfaction, love and friendship”. 
 

“Good experience for our children”. 
 
“It has broadened our view and given us a greater understanding of disability”. 

 
“Both of us really enjoy it. We have great fun with the children. We know we 
are supporting and helping families”. 
 
“Enrichment”. 

 

SUMMARY 

• The average number of youngsters cared for by a ‘standard’ carer was 1.5, 

compared with 4.2 for an ‘enhanced’ carer. 

• Forty six per cent of ‘standard’ carers thought that they could provide more care, 

compared with 56% of ‘enhanced’ carers. 

• In general, carers were attracted to their role because of previous experience of 

caring work, because they already had personal contact with a short-break 

service or because they enjoyed being with children. 

• The majority of carers (83%) had attended a preparation course before being 

approved as a carer.  Most felt this had adequately prepared them for the first 

time they looked after a child. Even so, 43% of ‘standard’ and 76% of ‘enhanced’ 

carers thought the preparation could be improved. 

• Most of the carers (82%) said they had no problems with the assessment prior to 

becoming a short-break carer.  Even so, half thought there were ways in which 

the assessment process could be improved. 

• Almost all carers were provided with ongoing training. Eighty per cent of those 

were satisfied with what was available.  However, 41% of ‘standard’ carers and 

18% of ‘enhanced’ carers said the training was not held at a convenient time or 

place. 
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• Sixty four per cent of ‘standard’ carers and 50% of ‘enhanced’ carers were not 

reimbursed for attending training.  Only eight carers said they would be more 

motivated to attend if they were paid. 

• Fifty one per cent of ‘standard’ carers and 59% of ‘enhanced’ carers with access 

to training said they would like certificates of attendance. 

• Sixty two per cent of ‘standard’ carers and 92% of ‘enhanced’ carers were in 

touch with scheme workers at least every six weeks or so. 

• Over 80% of all carers said they had an ‘excellent’ or ‘very good’ relationship with 

scheme workers. 

• ‘Enhanced’ carers had more access to support from professional sources and 

from other carers than ‘standard’ carers. 

• Just over a half of ‘standard’ carers (56%) thought they would not take on the 

care of more children if they were paid a fee or salary. 

• Seventy four per cent of ‘standard’ carers and 80% of ‘enhanced’ carers thought 

that paying carers would attract more carers to the scheme. 

• Fifty seven per cent of ‘standard’ and 60% of ‘enhanced’ carers thought that the 

current payment system worked well for them.  However, 41% of ‘standard’ 

carers and 52% of ‘enhanced’ carers thought they were not paid enough. 

• Most ‘standard’ carers (74%) thought of themselves as volunteers; most 

‘enhanced’ carers (64%) thought of themselves as professionals. 

• Seventy five per cent of ‘standard’ and 68% of ‘enhanced’ carers thought that 

parents’ expectations of their role were realistic.  90% of ‘standard’ and 84% of 

‘enhanced’ carers thought the scheme workers had realistic expectations of 

them. 

• Seventy one per cent of ‘standard’ carers and 72% of ‘enhanced’ carers said they 

were very satisfied with their situation as a short-break carer.  Two thirds thought 

that they would still be a carer in three years time. 
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CHAPTER 9: THE CHANGING CIRCUMSTANCES OF FAMILIES RECEIVING, OR 

WAITING TO RECEIVE, A SHORT-BREAK SERVICE 
 
Follow-up telephone interviews (T2) were held approximately six months after the 

first interview (T1) with 59 of the 73 families who were receiving a short-break 

service and 21 of the 33 families who were waiting to receive a service at the start of 

the study.  Of the 59 families who were receiving a short-break service, 34 (58%) 

were linked to a ‘standard’ carer and 25 (42%) to an ‘enhanced’ carer.  

 

Over a half of those receiving services (53% ‘standard’, 60% ‘enhanced’) were 

receiving the same amount of help from the short-break or shared care service as 

they were when first interviewed approximately six months earlier.  Approximately a 

quarter (24% ‘standard’, 24% ‘enhanced’) thought they received less support than 

when originally interviewed.  Even so, the majority of those receiving a short-break 

service (85% ‘standard’, 80% ‘enhanced’) still had the same short-break carer as 

when first interviewed.  Six of the families had been introduced to a new carer during 

that period.  Three families on the waiting list had been allocated to a short-break 

carer between the first and second interview. 

 

OVERALL CHANGES IN FAMILY CIRCUMSTANCES 
There was little difference in the proportion of families linked to ‘standard’ or 

‘enhanced’ carers with respect to the number of major changes happening in their 

family since their first interview.  Over three-quarters (77% ‘standard’, 80% 

‘enhanced’) had experienced one or more major change over the period, as 

compared to 100% of those waiting to receive a service. 

 

CHANGES IN THE HEALTH OF THE YOUNGSTERS AND THEIR FAMILIES 
A third of families linked to ‘standard’ carers (32%), and around a half of those linked 

to ‘enhanced’ carers (56%) or waiting to receive a service (48%) mentioned one or 

more changes in the health of the youngster in the last six months.  Responses are 

summarised in Table 9.1.  Most of the changes were associated with some 

deterioration in health.  Just four youngsters (two ‘standard’, two ‘enhanced’) were 
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said to have had a general improvement in their health between the first and follow-

up interviews. 

 

Table 9.1: Changes in the health of the youngsters since first interview 

% of parents mentioning this  
 
Changes in the health of the 
youngster 

Linked to 
‘standard’ 

carer 
(n=34) 

Linked to 
‘enhanced’ 

carer 
(n=25) 

Waiting 
to receive 
a service 

(n=21) 
Deterioration in health    

Has received new diagnosis 12 12 5 
Is awaiting hospital appointment/new 
investigations/surgery 

9 12 14 

Has started new treatment/significant 
change in treatment 

6 12 5 

Has had serious acute illness 3 16 5 
Has required hospital admission 3 12 0 
General worsening of physical health 3 12 19 
Emotional/behavioural deterioration 3 4 9 

Improvement in health    
General improvement in health 6 8 0 

 

CHANGES IN THE HEALTH OF THE PARENTS  
Almost a third of families linked to ‘standard’ carers (29%) and a half of those linked 

to ‘enhanced’ carers (52%) or waiting to receive a service (48%) mentioned one or 

more changes in the health of the parent(s) in the last six months, which are 

summarised in Table 9.2.  Twelve to fifteen per cent of all parents said there had 

been a deterioration in their emotional or psychological health, mentioning that they 

were more stressed, had clinical depression or had started taking antidepressants.  

Families linked to an ‘enhanced’ carer more frequently mentioned changes in the 

physical health of the parent(s), or that they had experienced an acute illness, than 

did other parents. 

 

Table 9.2: Changes in the health of parents since first interview 

% of parents mentioning this  
 
Changes in the health of the 
parent(s) 

Linked to 
‘standard’ 

carer 
(n=34) 

Linked to 
‘enhanced’ 

carer 
(n=25) 

Waiting 
to receive 
a service 

(n=21) 



 79

Deterioration in health 
Emotional/psychological deterioration 15 12 14 
General worsening of physical health 6 16 0 
Has received new diagnosis 3 8 9 
Awaiting hospital appointment/new 
investigations/surgery 

3 4 9 

Has required hospital admission 3 4 9 
Has had serious acute illness 0 12 0 
Exhaustion/increased fatigue 0 4 9 

Improvement in health    
General improvement in health 0 0 9 

 

CHANGES IN THE HEALTH OF OTHER YOUNGSTERS IN THE FAMILY 
Eighteen per cent of families linked to ‘standard’ carers, 8% linked to ‘enhanced’ 

carers and 19% of families waiting to receive a service mentioned one or more 

changes in the health of other youngsters in the family over the last six months, 

summarised in Table 9.3. 

 
Table 9.3: Changes in the health of other youngsters in the family 

% of parents mentioning this  
 
Changes in the health of other 
youngsters in the family 

Linked to 
‘standard’ 

carer 
(n=34) 

Linked to 
‘enhanced’ 

carer 
(n=25) 

Waiting 
to receive 
a service 

(n=21) 
Deterioration in health 

Has required hospital admission 6 0 5 
Has had serious acute illness 6 0 0 
Has received new diagnosis 3 0 5 
Emotional/psychological deterioration 0 4 9 
Awaiting hospital appointment/new 
investigations/surgery 

0 4 5 

Improvement in health    
General improvement in health 3 0 0 

 

CHANGES IN HOUSEHOLD COMPOSITION 
Seven families (6% ‘standard’, 16% ‘enhanced’, 5% waiting) mentioned that there 

had been changes in the household composition since their previous interview.  Four 

had increased in size, with the addition of children returning home from college, the 

moving in of a partner, step-children or the children of relatives.  Two households 

had decreased in size with the departure of a partner or another child.  The seventh 
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household experienced changes in the provision of Community Service Volunteers  

lived with the family. 

 

WORK-RELATED CHANGES FOR PARENTS 
Seventeen parents (21% ‘standard’, 12% ‘enhanced’, 33% waiting) had experienced 

work-related changes since their previous interview.  Seven had started a new job 

after a period out of paid work, although one had already given up the job because of 

being worse off financially whilst in work.  Another parent had been made redundant. 

Three parents had changed their job. Two had changed the hours they worked.  

Four mentioned increased job insecurity. 

 

CHANGES IN THE EDUCATIONAL ARRANGEMENTS FOR YOUNGSTERS 
Twenty-five parents (26% ‘standard’, 28% ‘enhanced’, 43% waiting) mentioned that 

there had been changes in the educational arrangements for one or more child in the 

family.  Four youngsters had started school for the first time, two had increased their 

hours at pre-school or playgroup, eleven had changed schools, four were preparing 

for a change of school in the near future, and one had permanently left school.  

Other changes mentioned included a long period of absence (n=1), the provision of a 

home tutor (n=1) and difficulties with wheelchair access at school (n=1). 

 

CHANGES IN THE AMOUNT OF FINANCIAL SUPPORT AVAILABLE TO THE FAMILY 
Fourteen parents (21% ‘standard’, 16% ‘enhanced’, 14% waiting) mentioned that 

there had been changes in the amount of financial support available to the family 

since the last interview.  For three families, their income had risen, for six families, 

income had fallen and five families had been negotiating changes in the benefits the 

family received. 

 

OTHER CHANGES IN THE FAMILY CIRCUMSTANCES 
Fourteen parents (16% ‘standard’, 16% ‘enhanced’, 19% waiting) mentioned other 

changes in family circumstances since the last interview.  Three families had moved 

house, and two were considering a future move or housing adaptations; two had 

more social work support, two had more support from family or services, and one 

had been supplied with new aids and equipment; two families had stopped receiving 
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respite support, one was experiencing difficulties with another sibling and in one 

family another sibling was pregnant. 

 

THE EFFECT OF SUCH CHANGES 
Most parents who had experienced a major change in the family since the first 

interview (61%) thought that the changes did not affect their ability to care for the 

youngster at home, although this was the case for fewer parents on the waiting list, 

as Table 9.4 shows.  More parents waiting to receive a short-break service thought 

that the changes had made them less able to care for the youngster at home than 

did parents already receiving a service. 

 

Table 9.4: Whether parents felt more or less able to care for the youngster at 
home as a result of changes in their family circumstances 

% of parents mentioning this  
 
More/less able to care at home 

Linked to 
‘standard’ 

carer 
(n=25) 

Linked to 
‘enhanced’ 

carer 
(n=20) 

Waiting to 
receive a 
service 
(n=21) 

More able to care 20 15 19 

No change in ability to care 64 70 48 

Less able to care 16 15 33 

 

USE OF SHORT-BREAK SERVICES 
Young people linked to a ‘standard’ carer received just over eight regular (pre-

arranged) sessions, on average, between the first and second interview.  These 

sessions lasted for an average of 20 hours.  Young people linked to an ‘enhanced’ 

carer received almost twice as many regular sessions (15) and these sessions lasted 

slightly longer (21 hours).  Relatively few irregular sessions took place 

(approximately half a session per child linked to a ‘standard’ carer and two sessions 

per child linked to an ‘enhanced’ carer).  Irregular sessions tended to last longer for 

the ‘enhanced’ carer group (8 hours) than the ‘standard’ carer group (3 hours), on 

average. 
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SATISFACTION WITH THE SHORT-BREAK SERVICE 
Approximately half (51%) of the parents interviewed at T2 felt as satisfied with the 

short-break service when interviewed the second time as they had been six months 

earlier.  However, there were marked differences in this between the three groups: 

69% of parents linked to a ‘standard’ carer were as satisfied, compared with 42% of 

those linked to an ‘enhanced’ carer and 35% of those waiting to receive a service.  

Approximately a third of all parents (32%) were less satisfied at T2 than they had 

been six months earlier.  Again, there were differences between the groups: 25% of 

parents linked to a ‘standard’ carer were less satisfied, compared with 33% of those 

linked to an ‘enhanced’ carer and 40% of those waiting to receive a service. 

 

CHANGES IN THE MENTAL HEALTH STATUS OF PARENTS 
Table 9.5 details the change in GHQ-12 scores for all parents interviewed at T2.  In 

the ‘standard’ carer group, reductions (indicated by a negative number) were seen in 

the percentage of parents mentioning a problem on all items except two.  Overall, 

their average GHQ-12 score fell by 0.6, indicating an improvement in mental health 

status.  Similarly, parents in the waiting list group reported quite substantial 

improvements in a number of items and their average GHQ-12 score fell by 0.8, 

indicating an improvement in mental health status.  By contrast, parents linked to 

‘enhanced’ carers improved on only two of the twelve items and their overall GHQ-12 

score increased by 0.8, indicating rising levels of anxiety and depression.  No 

statistically significant differences were found between the three groups. 

 
Table 9.5: Changes in mental health status of parents; GHQ-12 

 % of parents mentioning a problem 
Have you recently (over the past few 
weeks)…. 

Linked to 
‘standard’ 

carer 

Linked to 
‘enhanced’ 

carer 

Waiting list 
group 

Been less/much less able to concentrate 
on whatever you’re doing? 

-7 16 6 

Lost rather/much more much sleep over 
worry? 

0 -1 12 

Felt less/much less than usual that you 
are playing a useful part in things? 

-14 8 -27 

Felt less/much less than usually capable 
of making decisions about things? 

-22 1 1 

Felt constantly under strain rather/much 
more than usual? 

-4 7 14 
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Felt that you couldn’t overcome your 
difficulties rather/much more than usual? 

-7 5 4 

Been able to enjoy your normal day-to-
day activities less/much less than usual? 

-12 15 6 

Been able to face up to your problems 
less/much less than usual? 

-9 2 1 

Been feeling unhappy and depressed 
rather/much more than usual? 

7 9 6 

Been losing confidence in yourself 
rather/much more than usual? 

-4 6 -16 

Been thinking of yourself as a worthless 
person rather/much more than usual? 

-6 -5 -23 

Been feeling less/much less happy than 
usual all things considered? 

-15 9 -9 

Mean overall GHQ-12 change score 
95% confidence interval for the mean 
Median 
Range 

-0.56 
-1.64 to 0.51

0.00 
-9.00 to 7.00

0.82 
-0.55 to 2.18 

1.00 
-6.00 to 5.00 

-0.80 
-2.24 to 0.64

-1.00 
-7.00 to 4.00

NB: A negative number indicates an improvement. 

 
CHANGES IN HEALTH-RELATED QUALITY OF LIFE OF PARENTS 
Table 9.6 illustrates changes in EQ-5D scores between first and second interview.  

Both the ‘enhanced’ and ‘standard’ carer groups demonstrated reductions in the 

proportion of parents reporting problems on three of the five EQ-5D dimensions, but 

increases on the pain/discomfort and anxiety/depression dimensions.  Conversely, in 

the waiting list group, decreases were seen in the proportion reporting problems on 

the pain/discomfort and anxiety/depression dimensions and increases on all other 

dimensions.  The overall EQ-5D score fell for parents linked to a carer at T1, 

indicating a deterioration in health-related quality of life; it increased for parents on 

the waiting list at T1, indicating an improvement in health-related quality of life.  No 

statistically significant differences were found. 

 

Table 9.6: Changes in health-related quality of life of parents; EQ-5D 

 % of parents reporting a problem 
EQ-5D dimensions Linked to a 

‘standard 
carer 

Linked to an 
‘enhanced’ 

carer 

Waiting list 
group 

Mobility -4 -4 8 
Self-care -5 -15 9 
Usual activities -3 -11 1 
Pain/discomfort 7 15 -8 
Anxiety/depression 12 8 -8 
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Mean weighted EQ-5D score 
95% confidence interval  
Median 
Range 

-0.02 
-0.08 to 5.15 

0.00 
-0.54 to 0.64 

-0.06 
-0.22 to 0.10 

0.00 
-0.59 to 1.16 

0.02 
-0.09 to 0.13 

0.00 
-0.50 to 0.47 

NB: A negative number on the EQ-5D dimensions indicates an improvement; a negative number on 
the weighted EQ-5D scores indicates a reduction in quality of life. 
 
 
FUTURE PLANS 
Just under a half of the parents already receiving a short-break service (44% of 

those linked to a ‘standard’ carer, and 48% linked to an ‘enhanced’ carer), and over 

half of those waiting to receive a service (60%) said that they planned to change the 

arrangements for their youngster’s care in the future.  For those already receiving a 

short-break service, this mainly involved increasing the number of breaks, moving 

into adult services, starting with a new service, housing adaptations, receiving Direct 

Payments and increasing the amount of residential provision.  For those waiting to 

receive a service, their plans to change the current arrangements largely centred on 

being linked to a short-break carer.  Other planned changes included: increasing the 

amount of residential care received, moving into adult services and receiving other 

services. 

 

SUMMARY 

• Seventy seven per cent of families linked to ‘standard’ carers, 80% linked to 

‘enhanced’ carers and 100% of those on a waiting list at the time of first interview 

had been through one or more major change in their family circumstances since 

the first interview.  More parents on the waiting list thought that the changes had 

made them less able to care for the youngster at home than parents already 

receiving a service. 

• Over 80% of those receiving a short-break service at the time of first interview still 

had the same short-break carer at the second interview.  Just over a half said 

they received the same amount of help and a quarter thought they received less 

support than when originally interviewed. 

• Youngsters linked to an ‘enhanced’ carer received almost twice as many short-

breaks as those linked to a ‘standard’ carer between first and second interview. 

• Sixty nine per cent of parents linked to a ‘standard’ carer were as satisfied with 

the short-break service as they had been when first interviewed. This was the 
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case for only 42% of parents linked to an ‘enhanced’ carer and 35% of those on 

the waiting list. 

• Parents linked to a ‘standard’ carer and those on the waiting list showed an 

overall improvement in mental health status, whilst the opposite was true for 

parents linked to an ‘enhanced’ carer.  No statistically significant differences 

between the three groups were found. 

• Overall health-related quality of life deteriorated slightly for parents linked to a 

carer and improved for parents on the waiting list.  No statistically significant 

differences between the three groups were found. 
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CHAPTER 10: COST AND COST-EFFECTIVENESS OF SHORT-BREAK CARE 

 
A core part of the Better Rewards project was to investigate the cost and cost-

effectiveness of short-break services.  This chapter documents the calculation of unit 

costs for all services used by youngsters in the study, presents and compares total 

costs per child linked to a ‘standard’ carer, an ‘enhanced’ carer and those on a 

waiting list and explores relative cost-effectiveness. 

 

USE OF SERVICES BETWEEN FIRST AND SECOND INTERVIEW 
As part of the follow-up interviews, data was collected on children’s use of services 

over the period between the first and second interview.  Families were asked to 

provide information about their disabled child’s use of services since the first 

interview took place, approximately six months before.  Table 10.1 presents average 

use of services per youngster for those linked to a ‘standard’ or ‘enhanced’ carer and 

those waiting for a service over the six months or so between the two interviews. 

 

Table 10.1: Use of services between first and second interview; mean per child 

 Use of services (mean)  
Service Linked to a 

‘standard’ 
carer (n=34)

Linked to an 
‘enhanced’ 
carer (n=25)

Waiting for a 
service 
(n=20) 

Unit 

Short-break care     
Regular sessions 8.3 15.1 1.1 Sessions 
Regular session hours 19.7 20.6 5.0 Hours 
Irregular sessions 0.5 2.3 0.5 Sessions 
Irregular session hours 2.8 8.2 1.4 Hours 

Hospital services     
Inpatient stays 0.3 1.1 0.0 Nights 
Outpatient 1.7 3.1 2.9 Attendance 
Daypatient 0.3 0.1 0.1 Attendance 
Accident and emergency 0.3 0.3 0.2 Attendance 

Community health services     
General practitioner 2.2 1.2 0.9 Contact 
Practice nurse 0.3 0.1 0.1 Contact 
Community paediatrician 0.5 0.9 0.8 Contact 
Community paediatric nurse 0.1 1.4 0.5 Contact 
Community psychiatric nurse 0.0 0.0 0.3 Contact 
District nurse 0.9 0.4 0.1 Contact 
Health visitor 0.3 0.9 0.0 Contact 
Psychologist 0.0 0.3 0.5 Contact 
Occupational therapist 1.4 1.6 1.8 Contact 
Speech therapist 4.5 2.4 4.5 Contact 
Physiotherapist 7.3 14.6 5.5 Contact 
Other community health services 1.1 2.7 0.1 Contact 
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Social services     

Social worker 2.5 2.4 2.3 Contact 
Family support worker 1.9 0.1 1.5 Contact 
Drop-in centre 0.0 0.1 0.0 Contact 
Sponsored childminder 0.0 1.0 0.0 Contact 
Art/drama/music club 0.2 0.1 0.0 Contact 
Holiday play-scheme 0.6 1.6 2.4 Contact 
Sitting service 2.1 2.1 1.1 Contact 
Befriending service 0.5 0.2 0.5 Contact 
Residential care 3.9 3.2 1.9 Day 
Home care/home help 0.4 1.1 8.9 Contact 
Support group for disabled children 0.8 0.0 1.1 Contact 
Respite care 0.0 0.2 0.3 Contact 

Voluntary services     
NCH Action for Children 0.5 0.0 0.1 Contact 
Barnardos (excluding short breaks) 1.3 0.2 0.1 Contact 
Youth club 4.4 3.3 0.8 Contact 
Crossroads 4.8 2.3 2.1 Contact 
After school club 0.2 2.2 0.1 Contact 
Children’s hospice 0.5 0.3 0.0 Day 
Other voluntary sector service 2.0 10.4 0.6 Various 

School-related services     
School doctor 0.6 0.6 0.4 Contact 
School nurse 2.1 2.9 3.5 Contact 
Education welfare officer 0.4 0.1 0.4 Contact 
Educational psychologist 0.3 0.1 0.3 Contact 

Education     
Mainstream school 11.2 9.6 23.2 Day 
Special school (challenging behaviour) 0.0 4.1 10.6 Day 
Special school (learning difficulties) 50.3 45.8 29.9 Day 
Special school (physical impairments) 15.4 11.6 21.1 Day 
Residential school 4.60 0.0 0.0 Day 
Classroom support 6.13 12.4 10.6 Day 
Further education & training/other 8.32 0.0 4.4 Day 

Private sector services     
Health services 0.0 0.0 0.3 Contact 
Counsellor/therapist 0.0 0.5 0.0 Contact 
Child minder/nanny 1.5 3.6 8.7 Contact 
Other private sector services 0.4 0.5 0.0 Contact 

 
CALCULATION OF UNIT COSTS 
Since the majority of service-use data was collected between 2000 and 2001, unit 

costs applied were for the financial year 2000/2001.  Any unit costs that did not 

relate to this financial year were adjusted using the Hospital and Community Health 

Services Pay and Prices inflation indices (Netten et al., 2001).  Table 10.2 

summarises the unit costs of all services used by youngsters in this study. 

 

Short-break care 
To calculate the costs of short-break services, scheme coordinators in the 10 

schemes participating in the study were sent a short questionnaire.  Information was 
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collected on payments made to short-break carers, the length and frequency of care 

sessions and scheme costs, including the cost of scheme coordinators, social work 

staff, administration staff, travel and equipment.  Capital and other overheads were 

estimated on the basis of published costs for similar services (Netten et al., 2001). 

 

Health services 
Unit costs of hospital services in England were collected from the Health Service 

Financial Database (CIPFA, 2001), which provides inpatient, day patient and 

outpatient costs by speciality for all Trusts.  Similar costs for Scotland were collected 

from the Scottish Health Service (National Health Service in Scotland, 2000).  Unit 

costs for Welsh hospital services were obtained via personal communication with the 

finance department at the University Hospital of Wales NHS Trust (Roberts, 2002).  

Unit costs of all community health services were taken from publications of nationally 

applicable unit costs of health and community care services (Netten et al., 2001). 

 

The British National Formulary (BNF) (British Medical Association, 2001) was used 

to cost all medicines used by youngsters in the study.  A broad range of medications 

were used, including: cardiovascular, central nervous system, dermatology, 

endocrinology, gastro-intestinal, genito-urinal, neuromuscular and respiratory drugs.  

If full dosage details were not provided, a minimum daily dose was assumed, based 

on doses for children specified in the BNF. 

 

Education and school-related services 
The cost of education was calculated on the basis of published statistics (CIPFA, 

2000).  School-related services included school nurses and doctors, educational 

psychologists and educational welfare officers and national published unit costs were 

applied (Netten et al., 2001). 

 

Social services, voluntary and private sector 
A large range of social services were used and for most of these national published 

unit costs were applied (Netten et al., 2001).  Unit costs for sitting and befriending 

services were collected from a previous survey of all short-break services in the UK 

(Prewett, 1999).  Unit costs of voluntary and private sector services were collected 
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from a number of sources including direct from service providers, from appropriate 

web-sites or from published unit costs (Netten et al., 2001). 

 
Table 10.2: Unit cost of all services used 

Service 
 

Unit cost or range 
(£) 

Unit of measurement 

Short-break care*   
‘Standard’ carer 
‘Enhanced’ carer 

£37 - £284 
£97 - £592 

Session 
Session 

Hospital Services   
Inpatient 
Outpatient 
Daypatient 
Accident & Emergency 

£168.47-£464.70 
£25.19-£174.46 

£100.49-£410.66 
£51.05-£136.22 

Nights 
Attendance 
Attendance 
Attendance 

Community health services   
General practitioner £15.00 9.36 minute consultation 
Practice Nurse £11.50 30 minute contact 
Community paediatrician £21.50 30 minute contact 
Community paediatric nurse £29.50 30 minute contact 
Community psychiatric nurse £29.50 30 minute contact 
District nurse £21.50 30 minute contact 
Health Visitor £30.00 30 minute contact 
Psychologist £17.00 30 minute contact 
Occupational therapist £18.00 30 minute contact 
Speech therapist £17.00 30 minute contact 
Physiotherapist £18.00 30 minute contact 
Medication Various Dose 

Social services   
Social worker £12.50 30 minute contact 
Family support worker £13.50 30 minute contact 
Drop-in centre £9.00 Session 
Sponsored childminder £14.31 3 hour session 
Art/drama/music club £27.00 Session 
Holiday play-scheme £20.00 Session 
Sitting service £14.31 3 hour session 
Befriending service £11.04 3 hour session 
Foster care £92.00 Day 
Residential care £276.43 Day 
Home care/home help £25.44 3 hour session 
Support group for disabled children £27.00 Session 
Respite £64.00 Session 
Health services e.g homeopathy £15.00 30 minute contact 
Counsellor/ therapist £28.47 60 minute contact 
Child minder/nanny £26.00 Day 

Voluntary sector services   
NCH Action for Children £37.50 Session 
Barnardos clubs £28.47 Session 
Barnardos childminding or 
babysitting 

£14.31 3 hour session 

Youth club £9.00 Session 
Crossroads £27.00 Session 
After school club £9.00 Session 
Children’s hospice £200 Day 

School-related services   
School doctor £13.00 30 minute contact 
School nurse £13.00 30 minute contact 
Education welfare officer £12.50 30 minute contact 
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Educational psychologist £34.50 30 minute contact 
Education   

Mainstream primary school £9.96-£16.08 Day 
Special school  £49.68-£100.11 Day 
Residential school £228.29 Day 
Classroom support £13.85-£27.35 Day 
Further education & training/other £9.96-£17.46 Day 

* Short-break care sessions vary in length from an average of 6 to 52 hours for ‘standard’ carer 
sessions and 7 to 60 hours for ‘enhanced’ carer sessions. 
 

 
TOTAL COST OF LINKED COMPARED TO WAITING LIST FAMILIES 
 
Costs at first interview 
Over the three months before first interview, total costs per child were higher in all 

service providing sectors for the linked group as compared to the waiting list group, 

as is shown in Table 10.3.  These differences were statistically significant for social 

services and voluntary sector costs and for overall total costs per child.  Total cost 

per child for all sectors over the three-month period was just under £7,500 

(approximately £580 per week) for those linked to a short-break carer as compared 

to just over £3,900 (approximately £300 per week) in the waiting list group.  Thus the 

linked group cost almost twice as much as the waiting list group.  The education 

sector bore the greatest proportion of costs in both groups.  Social services also 

contributed significantly to the total cost of the linked group. 

 
Table 10.3: Total costs per child at first interview; linked versus waiting list 
 
Three month total 
costs per child at 
T1 (£) 

Linked to a 
short-break 
carer (n=71) 

Waiting for a 
service (n=29) 

Difference in means 
(95% CI) 

p-value 

 Mean (SD) Mean (SD)   
Health sector 
 

860 (2322) 
 

462 (583) 398 (-471 to 1268) 0.365 

Voluntary sector 792 (2410) 
 

173 (490) 619 (22 to 1216) 0.042 

Education sector 
 

3110 (2173) 2800 (1634) 309 (-580 to 1199) 0.492 

Social services 
sector 

2654 (5586) 
 

458 (699) 2203 (861 to 3545) 0.002 

Private sector 
 

48 (179) 38 (159) 10 (-66 to 86) 0.797 

Total three month 
costs per child (T1) 

7464 (7713) 3932 3532 (1607 to 5457) 0.000 
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Costs at second interview 
Over the six months from first to second interview, those linked to a short-break 

carer remained almost twice as expensive to care for as the waiting list group (see 

Table 10.4).  The total cost per child in the linked group was approximately £13,700 

over the six-month period, or £525 per week, which was slightly less than the weekly 

cost at first interview.  The total cost per child in the waiting list group was 

approximately £6,700, or £260 per week, which was also slightly less than at first 

interview.  The difference in total cost between the two groups was over £7,000, 

which was statistically significant.  However, this difference became non-significant 

when adjusted for total costs in the three months before entry to the study.  This is 

due to the significant difference in cost at first interview, suggesting that the linked 

group were more service dependent at entry, perhaps as a result of greater need or 

severity of illness. 

 

The main difference in cost between the two groups was due to the use of short-

break services by the linked group.  When the cost of short-break care is removed 

from the analysis the difference between the two groups falls from over £7,000 to 

approximately £2,600 over the six-month period and the results become non-

significant in adjusted and unadjusted statistical analyses.  

 

Table 10.4: Total costs per child at second interview; linked versus waiting list 
 
Six month total 
costs per child 
at T2 (£) 

Linked to a 
short-break 
carer (n=58) 

Waiting for 
a service 

(n=19) 

Difference in means 
(95% CI) 

p-value Adjusted 
p-value1 

 Mean (SD) Mean (SD)    
Short breaks 4477 (10375) 0 (0) 4477 (1748 to 7205) 0.002  
Health sector2 1483 (1830) 999 (761) 484 (-108 to 1077) 0.107  
Voluntary sector2 310 (565) 39 (116) 271 (114 to 428) 0.001  
Education sector 6228 (4486) 4507 (2824) 1721 (-464 to 3905) 0.121  
Social services 
sector 

1158 (4164) 
 

924 (1603) 234 (-1722 to 2189) 0.813  

Private sector 78 (325) 202 (773) -124 (-373 to 125) 0.326  
Total six-month 
cost per child (T2) 

13734 (11848) 6671 (3350) 7062 (3605 to 10520) 0.000 0.139 

Total six-month 
cost per child 
excluding short 
breaks (T2) 

9257 (6213) 6671 (3350) 2586 (-394 to 5566) 0.088 0.166 

1 Adjusted for total costs at first interview. 2 Excludes the cost of short-break services. 
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TOTAL COST OF ‘ENHANCED’ COMPARED TO ‘STANDARD’ CARERS 
 
Costs at first interview 
As Table 10.5 shows, over the three months before first interview, total costs per 

child were higher in all service providing sectors, except education, for youngsters 

linked to an ‘enhanced’ carer as compared to a ‘standard’ carer.  These differences 

were statistically significant for social services and voluntary sector costs.  Total cost 

per child over the three-month period was approximately £10,200 (£780 per week) in 

the ‘enhanced’ carer group as compared to £5,100 (£390 per week), in the ‘standard’ 

carer group.  Although the ‘enhanced’ carer group cost almost twice as much as the 

‘standard’ carer group, this difference was not found to be statistically significant.  

The education and social services sectors bore the greatest proportion of costs in 

both linked groups. 

 

Table 10.5: Total costs per child at first interview; ‘enhanced’ versus ‘standard’ 
carer groups 

Three month total 
costs per child at 
T1 (£) 

Linked to an 
‘enhanced’ 
carer (n=33) 

Linked to a 
‘standard’ 

carer (n=38) 

Difference in means 
 (95% CI) 

p-value 

 Mean (SD) Mean (SD)   
Health sector 
 

1373 (3316) 416 (508) 957 (-229 to 2143) 0.110 

Voluntary sector 
 

1463 (3422) 208 (335) 1255 (37 to 2473) 0.044 

Education sector 
 

2917 (1750) 3277 (2495) -360 (-395 to 676) 0.490 

Social services 
sector 

4379 (7746) 1157 (1480) 3222 (439 to 6006) 0.025 

Private sector 
 

76 (249) 23 (77) 54 (-38 to 145) 0.242 

Total three-month 
costs per child (T1) 

10208 (10241) 5080 (3051) 5128 (1380 to 8877) 0.090 

 

Costs at second interview 
As Table 10.6 shows, over the six months from first to second interview, those linked 

to an ‘enhanced’ carer remained more expensive than those linked to a ‘standard’ 

carer, but this difference was again not statistically significant.  The total cost per 

child over the six-month period in the ‘enhanced’ carer group was approximately 

£17,600, or £675 per week, which is over £100 per week less than at the first 

interview, suggesting a reduction in costs over time.  The total cost per child in the 
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‘standard’ carer group was approximately £11,000, or £420 per week, which is £30 

per week more than at the first interview, suggesting a slight increase in costs over 

time. 

 

Again, the main difference in cost between the two groups was due to differences in 

the use of short-break services.  The total cost per child of short-break services in 

the ‘enhanced’ carer group was approximately £8,700 over the period from first to 

second interview: £7,230 more than the cost per child in the ‘standard’ carer group.  

When the cost of short-break care is removed from the analysis, the difference 

between the two groups falls from over £6,600 to -£600 with the ‘standard’ carer 

group now being slightly more expensive than the ‘enhanced’ carer group.  None of 

these differences were statistically significant in either unadjusted or adjusted 

analyses. 

 

Table 10.6: Total costs per child at second interview; ‘enhanced’ versus 
‘standard’ carer groups 

Six month total 
costs per child 
at T2 (£) 

Linked to an 
‘enhanced’ 
carer (n=24) 

Linked to a 
‘standard’ 

carer (n=34)

Difference in 
means 

(95% CI) 

p-
value 

Adjusted 
p-value1 

 Mean (SD) Mean (SD)    
Short breaks 
 

8715 (15102) 1485 (2166) 7230 (816 to 13643) 0.029  

Health sector2 

 
1877 (1937) 1205 (1725) 672 (-297 to 1642) 0.170  

Voluntary sector2 
 

275 (626) 335 (525) -60 (-364 to 244) 0.694  

Education sector 
 

5585 (5001) 6681 (4102) -1096 (-3496 to 1303) 0.364  

Social services 
sector 

1068 (4372) 
 

1221 (4076) -153 (-2396 to 2091) 0.892  

Private sector 
 

104 (418) 60 (240) 44 (-131 to 219) 0.617  

Total six-month 
cost per child (T2) 

17624 (16493) 10988 (5840) 6637 (-569 to 13843) 0.070 0.387 

Total six-month 
cost per child 
excluding short 
breaks (T2) 

8910 (6620) 9503 (5998) -593 (-3937 to 2751) 0.724 0.514 

1 Adjusted for total costs at first interview. 2 Excludes the cost of short-break services. 
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COST-EFFECTIVENESS ANALYSIS 

A traditional economic evaluation would explore cost-effectiveness using a measure 

of the service recipients’ outcome, i.e. that of the young person.  Given the nature of 

the disabilities experienced by the young people in this study, however, it was not felt 

feasible or appropriate to undertake such assessments of outcome; instead, the 

outcome for parents was evaluated using the GHQ-12 and the EQ-5D.  Exploring 

cost-effectiveness by combining costs of caring for the young people with outcomes 

of the parents involves the assumption that the quality of life of parents is a good 

approximation of the quality of life of the children.  Although this may seem like a 

reasonable assumption to make, Chapter 7 demonstrates that short-break care may 

sometimes be of more benefit to the parents than their children, thus this analysis, 

which is descriptive only, is tentative and the results must be treated with caution. 

 
Cost-effectiveness of linked compared to waiting list families 
Over the period from first to second interview, there was no statistically significant 

difference in cost between the waiting list group and the linked group, in adjusted 

analyses.  Nor was there a statistically significant difference in either mental health 

or general health-related quality of life of the parents in either adjusted or unadjusted 

analyses.  The results, therefore, do not support the hypothesis that the short-break 

care is more cost-effective than remaining on a waiting list. 

 

Since it is possible that the sample sizes in this study were too small to detect 

important differences as statistically significant, an exploration of cost-effectiveness 

in terms of observed, rather than statistically significant, differences was undertaken.  

The linked group was found to demonstrate better outcomes than the waiting list 

group on both the GHQ-12 and EQ-5D at second interview, but was more expensive 

over the period between first and second interview.  Thus better observed outcomes 

were achieved at greater observed cost. 

 

Cost-effectiveness of ‘enhanced’ compared to ‘standard’ carer groups 
Over the period from first to second interview, there was no statistically significant 

difference in cost between the ‘enhanced’ and ‘standard’ carer groups, in either 

adjusted or unadjusted analyses.  Nor was there a statistically significant difference 

in either mental health or general health-related quality of life of the parents.  The 
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results, therefore, do not support the hypothesis that ‘enhanced’ short-break care is 

more cost-effectiveness than ‘standard’ short-break care. 

 

As above, observed differences in cost-effectiveness were also explored.  The 

‘enhanced’ carer group was more expensive than the ‘standard’ carer group and 

outcomes were worse, suggesting that ‘standard’ carers are more cost-effective than 

‘enhanced’ carers.  This result, however, should be treated with extreme caution 

given the use of parental outcomes, the small sample sizes, the lack of 

randomisation and the likelihood of other differences between the groups that were 

not adjusted for. 

 

SUMMARY 

• Children receiving a short-break service cost almost twice as much to care for 

over the three months prior to entry into the study (£580 per week) than children 

on the waiting list (£300 per week).  This was a statistically significant difference. 

• Children receiving a short-break service remained almost twice as expensive 

over the six months from first to second interview (£525 per week) than children 

on the waiting list (£260 per week).  This was a statistically significant difference 

but became non-significant when adjusted for baseline (T1) costs. 

• Children linked to an ‘enhanced’ short-break carer cost almost twice as much to 

care for over the three months prior to entry into the study (£780 per week) than 

children linked to a ‘standard’ short-break carer (£390 per week).  This result was 

not statistically significant. 

• Children linked to an ‘enhanced’ carer remained more expensive over the six 

months from first to second interview (£675 per week) than children linked to a 

‘standard’ carer (£420 per week), but this difference was not statistically 

significant in either adjusted or unadjusted analyses. 

• The main difference in cost between the linked and waiting list groups was use of 

short-break services by the linked group.  When the cost of short-break care was 

removed from the analysis of total costs, the difference between the two groups 

fell and the results become non-significant in statistical analysis. 

• Similarly, the main difference in cost between the two linked groups was due to 

differences in the use of short-break services, with costs being much higher for 
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the ‘enhanced’ than the ‘standard’ carer group.  When the cost of short-break 

care was removed from the analysis of total costs, the difference between the 

groups fell to the extent that the ‘standard’ carer group became slightly more 

expensive than the ‘enhanced’ carer group and the results become non-

significant. 

• Tentative exploration of cost-effectiveness found no significant differences 

between either the linked and waiting list groups or the ‘enhanced’ and ‘standard’ 

carer groups in terms of either costs or effects. 
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CHAPTER 11: DISCUSSION AND CONCLUSIONS 
 

This chapter draws together the key findings about the effectiveness and cost-

effectiveness of short-break schemes that give ‘enhanced’ payments to carers 

compared to those that do not.  Additionally, the impact of payment mechanisms on 

waiting lists is presented. 

 

‘Enhanced’ versus ‘standard’ carers 
As a result of difficulties in recruiting and retaining short-break carers for disabled 

children, family-based short-break schemes have started to introduce ‘enhanced’ 

payments for their short-break carers, in addition to the more traditional voluntary 

and/or fee based systems ‘expenses only’ payments.  ‘Enhanced’ payments, such as 

differentiated rates of pay or salaries, tend to include payments to cover expenses 

and a reward element to compensate carers for their skills and commitment.  

‘Enhanced’ payments are often used to attract carers who are willing to take on 

children for whom it is harder to find placements, such as those with more complex 

health care needs.  Scheme coordinators listed a number of advantages of 

‘enhanced’ care including improved stability of placements, greater satisfaction of 

families, a greater level of commitment by carers and a more experienced pool of 

carers. 

 

A comparison of ‘enhanced’ and ‘standard’ carers found that ‘enhanced’ carers 

generally received more post-approval training, received a more comprehensive 

benefits package (including holiday and sick pay and access to a pension scheme), 

maintained more frequent contact with scheme workers, and had more access to 

support from professional sources or other carers.  ‘Enhanced’ carers were generally 

linked to more children than ‘standard’ carers and provided more breaks per child.  

This pattern remained over time, with youngsters linked to an ‘enhanced’ carer 

receiving almost twice as many short breaks as those linked to a ‘standard’ carer 

between first and second interview. 

 

There was little difference in the proportions of youngsters linked to ‘standard’ or 

‘enhanced’ carers according to their socio-demographic characteristics but there was 

a difference according to the type of help they needed.  A greater proportion of 
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youngsters in the ‘enhanced’ carer group needed help with most aspects of daily 

living and were more likely to have other support needs, such as requiring help at 

night.  This suggests that the youngsters linked to ‘enhanced’ carers had more 

complex needs than those linked to ‘standard’ carers.  This finding is not surprising 

given that some of the schemes in the sample had set up their ‘enhanced’ carer 

service specifically to be able to provide links to young people with more complex 

health needs. 

 

Mental health-related quality of life of parents was similar across those linked to 

‘standard’ and ‘enhanced’ carers at the first interview.  However, over the duration of 

the study the mental health status of the ‘standard’ care parents improved whilst that 

of the ‘enhanced’ care parents worsened, resulting in better mental health-related 

quality of life for ‘standard’ care parents at second interview than for ‘enhanced’ care 

parents.  Even so, these differences were not statistically significant; they could be a 

result of chance and not any actual difference between the groups. 

 

General health-related quality of life was found, at both interviews, to be better for 

parents linked to ‘standard’ carers compared with those linked to ‘enhanced’ carers.  

Again, however, the differences were not statistically significant.  Within each group 

there was little change in health-related quality of life across the two time periods. 

 

These findings must be considered in the light of the health of the youngsters.  First, 

it must be remembered that young people in the ‘enhanced’ care group were found 

to have more complex needs than those in the ‘standard’ care group, which may in 

part explain the poorer parental health and mental health-related quality of life in the 

‘enhanced’ care group. Secondly, a third of families linked to ‘standard’ carers (32%) 

and a half of those linked to ‘enhanced’ carers (56%) mentioned one or more 

changes in the health of the youngsters in the six months between the first and 

second interviews – most associated with a deterioration in their physical health, 

hospitalisation or a serious acute illness.  It is likely that concerns about the health of 

their child could account for these parents’ higher levels of anxiety, stress and 

physical ill health.  This was disproportionately so for parents linked to ‘enhanced’ 

carers.   
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Young people linked to ‘enhanced’ short-break carers received services that cost 

almost twice as much over the three months prior to entry into the study than 

children linked to ‘standard’ short-break carers.  This result was not statistically 

significant.  Over the follow-up period, the ‘enhanced’ carer group remained more 

expensive but, again, this difference was not statistically significant in either 

unadjusted analyses or when adjusted for differences in cost at first interview.   

 

The main difference in cost was due to differences in the use of short-break services, 

with short-break care costs being much higher for the ‘enhanced’ carer than the 

‘standard’ carer group.  When the cost of short-break care was removed from the 

analysis of total costs, the difference between the groups falls to the extent that the 

‘standard’ carer group became slightly more expensive than the ‘enhanced’ carer 

group and the results become statistically non-significant. Thus, the provision of 

‘enhanced’ short breaks does not appear to reduce the need for other services, in 

comparison to ‘standard’ short breaks, perhaps because of the more complex needs 

of the ‘enhanced’ care group. 

 

Tentative exploration of cost-effectiveness over the period from entry into the study 

to follow-up approximately six months later, found no statistically significant 

differences between the ‘standard’ and ‘enhanced’ carer groups in terms of either 

costs or outcomes. Thus, there is no evidence to support the hypothesis that 

‘enhanced’ care is more cost-effective than ‘standard’ care. Although observed 

differences suggest that the ‘enhanced’ care group cost more and had worse 

outcomes than the ‘standard’ care group, this is likely to be due to the more complex 

needs of the ‘enhanced’ care group and the higher rates of deleterious changes in 

health of the youngsters over the follow-up period. 

 
Waiting for a short-break service 
Difficulties in recruiting and retaining carers have, in part, been responsible for an 

increase in the number of disabled young people who are waiting to receive short-

break services.  Comparison of families receiving and waiting to receive short-break 

care suggests additional explanations.  In particular, youngsters waiting to receive a 

service were more likely to be male and more likely to have ‘challenging’ behaviour, 

as reported by their parents.  Eighty five per cent of waiting-list parents said their 
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youngsters’ behaviour caused problems at times, compared with 70% of linked 

families.  Waiting-list families were also more likely to report one or more pressures 

on their family during the previous year, yet almost a third had not heard about the 

progress of their application for over a year.  A similar proportion said they would 

explore, and possibly apply to, residential services if they were unable to get breaks 

through the short-break service.  

 

Assessment of the mental health and general health status of parents at first 

interview found these outcomes to be poorer in the waiting-list group, compared to 

parents receiving a short-break service, although the differences were not 

statistically significant.  At follow-up approximately six months later, all the parents 

on the waiting list had been through one or more major change in their family 

circumstances since first interview, as compared to approximately 80% of parents 

already linked to a carer.  More parents on the waiting list thought that the changes 

had made them less able to care for the youngster at home than parents already 

receiving a service.   

 

Despite this, parents on the waiting list showed an overall improvement in mental 

health status and general health-related quality of life over the follow-up period.  Why 

this is so, is not clear.  It is possible that families on the waiting list had turned to 

alternative services for support, or their support from family and/or friends had 

increased.  It is also possible that they may have been referred to the short-break 

schemes at a time of crisis and this crisis may have dissipated over time with the 

knowledge that they are ‘in line’ for services. Even so, 64% of the waiting families 

said they currently needed the short-break service more than when they had first 

applied.  A third possibility might be found in the health psychology literature, where 

the idea of coping with illness and hence potentially improving health status has 

been discussed, for instance, in the context of adaptive or denial type behaviour 

(Ferguson, 2001). 

 

Young people receiving a short-break service cost almost twice as much to care for 

over the three months prior to entry into the study than children on the waiting list 

and this was a statistically significant difference.  Over time, this pattern remained, 

although the difference became non-significant when adjusted for costs at first 
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interview.  Adjustment for cost differences allows us to take into consideration the 

fact that those receiving a service were more reliant on services at the onset of the 

study, possibly due to their more complex needs.  The non-significance suggests 

that, although observed cost differences between the two groups were large, these 

may be more to do with differences in the characteristics of the young people than 

differences in the services received. 

 

The main difference in cost between the linked and waiting-list groups was use of 

short-break services by the linked group.  When the cost of short-break care was 

removed from the analysis of total costs, the difference between the two groups fell 

and was non-significant in statistical analysis. This result suggests that the receipt of 

a short-break service does not have a significant impact on the use of services 

elsewhere. 

 

Tentative exploration of cost-effectiveness found no significant differences between 

the linked and waiting-list groups in terms of either costs or effects. 

 

The impact of ‘enhanced carers’ on waiting lists 
The impact of ‘enhanced’ carers on waiting lists was ambiguous and was dependent 

upon: the organisation of the waiting list, the exclusion criteria employed and the 

frequency of assessment of the waiting list.  Some waiting lists increased as children 

who had previously been excluded from the service, such as those with particularly 

complex needs, became eligible.  Some waiting lists fell as children that had 

previously been difficult to place were provided with a service.  In addition, some 

schemes reported an increase in new referrals, as referring agencies became more 

familiar with the ‘enhanced’ carer service.  Thus, although children who would 

otherwise not have received a service could now be linked with a short-break carer, 

the absolute number of children on scheme waiting lists did not necessarily fall. 

 

Issues for schemes to consider 
Although scheme workers reported a greater satisfaction, trust and confidence on 

the part of parents in the ‘enhanced’ carer service, this did not seem to be clearly 

borne out by the families themselves.  Almost three-quarters (72%) of families linked 

to ‘standard’ carers said they were ‘very satisfied’ with the service, compared with a 
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half (50%) of those linked to ‘enhanced’ carers.  At the other end of the scale, 4% 

(n=1) of families linked to ‘standard’ carers said they were not satisfied in some way 

with the service, compared with 18% (n=5) of those linked to ‘enhanced’ carers.  

Although there are small numbers involved here, the suggestion that families linked 

to ‘enhanced’ carers were less satisfied with the service than families linked to 

‘standard’ carers is echoed when considering the families’ expectations about the 

service: 18% of ‘standard’ carer families and 27% of ‘enhanced’ carer families said 

their expectations about the service had not been met.  Reasons for dissatisfaction 

with the short-break service included: the desire for more breaks, a lack of available 

alternatives, a lack of consultation in arranging the breaks, unsatisfactory transport 

arrangements and the youngster engaging in activities that lacked variety.  

 

Some of these reasons may have been influenced by the fact that the ‘enhanced’ 

carer group tended to comprise youngsters with more complex needs or who were 

more difficult to place.  Another explanation could be due to the perceived flexibility 

of the service, and the sense of control that parents might have over it.  As 

‘enhanced’ carers have more children to look after than ‘standard’ carers, and are 

more closely in touch with the schemes, they may have comparatively less flexibility 

and control available to them.  What does not seem to be an issue is parental 

satisfaction with the carers – three-quarters of parents in both groups said they got 

on ‘very well’ with the carer, and two-thirds in both groups thought the carers coped 

‘very well’. 

 

Twenty percent of families linked to a ‘standard’ carer and half linked to an 

‘enhanced’ carer thought that improvements could be made to the way 

arrangements were made for the youngster to stay at the carer’s home, and 25% of 

parents thought it would be helpful to them if the carer looked after the youngster in 

the youngster’s own home. 

 

Over half of all carers thought the preparation for becoming a carer could be 

improved.  Generally, the recommended improvements could be categorised into: 

 improvements to the course content, such as more ‘hands on’ practice, talking 

with other carers, more information about the youngster and their family, more 
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discussion about the difficulties and stresses of caring, and making the training 

more positive 

 improvements to course delivery, such as using professional trainers 

 improvements to the course structure, such as changing the length 

 improvements to the course organisation, such as preparing carers for a National 

Vocational Qualification and better preparation on behalf of the scheme. 

 

Over half of all carers thought that there were ways in which the assessment process 

could be improved.  Most comments focused on: 

 speeding the procedure up and reducing the delay between assessment and 

approval, by, for example, ensuring that social workers had smaller, more 

manageable caseloads 

 taking previous experience into account 

 making the assessment less personal and intrusive 

 allowing potential carers to attend panel meetings 

 providing more communication and feedback 

 allowing potential applicants to have the opportunity to meet disabled children 

and their families, and other carers, during the assessment process.  

 

When asked about training, only 10% of carers mentioned specific problems, 

although, when asked, approximately a third of all carers said that training was not 

held at a convenient time or place and over half said they would like certificates of 

attendance.  Difficulties encountered and concerns raised included: 

 practicalities of the training – not enough notice, difficulty reaching venue, no 

reimbursement 

 inappropriate to the needs of the carer, e.g. a focus on younger children not 

teenagers 

 not specific enough e.g. to cover particular impairments, and practical work 

needed 

 not enough training sessions provided, and little opportunity to catch up on 

missed sessions 

 needs to be more intensive, less repetitive, higher quality and should lead to a 

qualification 

 need involvement from those who know the child best, i.e. the family. 
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Guided discussions with a sample of young people in the study found experience of 

short-breaks to vary quite considerably.  Some youngsters had fairly positive 

experiences: they enjoyed being at their carer’s home, they went through choice, 

they felt part of the carer’s family, and were generally able to talk to their parents if 

they wanted, or did not want, to go.  However, a similar number of youngsters had 

much less positive experiences: they had little or no choice about whether to go, 

saying that they went because they were told to, it was expected that they go or that 

it was to give their parents a rest.  These results suggest a need for schemes to 

consult more with young people in order to ensure that the service is of benefit to 

them, not just their parents, and in order to ensure that services are adapted to the 

needs of youngsters. 

 

CONCLUSIONS 
This study suggests that there are many benefits to a short-break service of using 

‘enhanced ‘ carers.  In particular, they can place youngsters with more complex 

needs or who are more difficult to place.  For some schemes, the option of becoming 

an ‘enhanced’ carer was able to attract more people to become carers.  

 

Exploration of cost-effectiveness of ‘enhanced’ compared to ‘standard’ carers found 

no statistically significant differences between the two groups in terms of either costs 

or effects, thus rejecting the hypothesis that ‘enhanced’ carers provide a more cost-

effective service than ‘standard’ carers.  The small sample sizes involved and 

evidence to suggest that young people in the ‘enhanced’ care group had more 

complex needs, however, may help explain the lack of any differences. 

 

The impact of ‘enhanced’ carers on waiting lists was ambiguous and was dependent 

on the prior organisation of the waiting list.  Some waiting lists increased with an 

increase in new referrals and as children who had previously been excluded from the 

service became eligible; other waiting lists decreased as children who had previously 

been difficult to place were provided with a service. 

 

The research also raised a number of issues for short-break schemes to consider.  

Key amongst these were the need for schemes to listen, and take into account, the 

views of the young people themselves; for them to improve the ways in which they 
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keep in touch with waiting families, and those already using the service; the need to 

provide more flexibility for families, particularly with regard to transport, arranging the 

stays, and the option of having the carer come to the family home; providing better 

assessment procedures for carers; and improving introductory and ongoing training 

opportunities for carers. 



 106

 

REFERENCES 
 

Brooks R with the EuroQol Group (1990).  EuroQol – a new facility for the 

measurement of health-related quality of life. Health Policy 16, 199-208. 

British Medical Association (2001). British National Formulary 41, March 2001. 

British Medical Association and the Royal Pharmaceutical Society of Great 

Britain, London. 

Byford S, Harrington R, Torgerson D, Kerfoot M, Dyer E, Harrington V, Woodham A, 

Gill J & McNiven F (1999).  Cost-effectiveness analysis of a home-based 

social work intervention for children and adolescents who have deliberately 

poisoned themselves: the results of a randomised controlled trial. British 

Journal of Psychiatry 174, 56-62. 

CIPFA (2001). The health services database, 2001. Charted Institute of Public 

Finance and Accountancy, London. 

CIPFA (2000). Education statistics 1999-2000 actuals. Charted Institute of Public 

Finance and Accountancy, London. 

Department of Health (1991). Foster placement (children’s) regulations. Guidance to 

the Children Act 1989. Vol 3: Family Placements. HMSO, London. 

Department of Health (1998). Disabled children: directions for their future. HMSO, 

London. 

Department of Health Social Services Inspectorate (1998a). Disabled children: 

directions for their future care. HMSO, London. 

Department of Health Social Services Inspectorate (1998b). Removing barriers for 

disabled children: inspection of services to disabled children and their 

families. HMSO, London. 

Department of Health Social Services Inspectorate (2001). Quality protects work 

programme: disabled children. Available from: 

www.doh.gov.uk/qualityprotects/info/publications 

http://www.doh.gov.uk/qualityprotects/info/publications�


 107

Ferguson E (2001). Personality and coping traits: A joint factor analysis. British 

Journal of Health Psychology 6 (4), 311-325. 

Fostering Network (2002).  Foster care. Feb-April, Issue 108. 

Goldberg D, Williams P (1988).   A user’s guide to the General Health Questionnaire. 

NFER-Nelson, Windsor. 

Harrington R, Peters S, Green J, Byford S, Woods J, & McGowan R (2000). 

Randomised comparison of the effectiveness and costs of community and 

hospital based mental health services for children with behavioural disorders. 

British Medical Journal 321, 1047-1050. 

NFCA (2000). Foster care allowances and income tax. 2000/2001 edition. National 

Foster Care Association, London. 

National Health Service in Scotland (2000). Scottish health service costs. Information 

and Statistics Division, Edinburgh. 

Netten A, Rees T  & Harrison G (2001).  Unit costs of health and social care, 2001. 

PSSRU, University of Kent, Canterbury. 

Prewett B. (1999). Short-term break, long-term benefit: family-based short-term care 

for disabled children and adults. Joint Unit for Social Services Research, 

Sheffield. 

Roberts D (2002). University of Wales NHS Trust hospital costs, Personal 

communication. 

Servian R, Jones V, Lenehan C & Spires S for Shared Care Network (1998). 

‘Towards a healthy future. Multi-agency working in the management of 

invasive and life-saving procedures for children in family-based services’, The 

Policy Press. University of Bristol. 

Stalker K & Robinson C (1991). You’re on the waiting list. Fourth interim report to the 

Department of Health. Norah Fry Research Centre, Bristol.  

 


	The organisations involved in the research
	Shared Care Network
	Norah Fry Research Centre
	Centre for Health Economics

	Index
	List of Tables
	List of Figures
	Chapter 1: Introduction
	Chapter 2: How the research was done
	The Sample
	Information provided by scheme coordinators
	Development of the research materials
	Questionnaires for families
	Questionnaire for carers
	Questionnaire for disabled youngsters


	The conduct of the research
	Data collection
	Table 2.1: The data collected
	Calculation of unit costs
	Data analyses
	Analysing the economic data
	Summary

	Chapter 3: ‘Standard’ and ‘enhanced’ payment mechanisms
	‘Standard’ and ‘enhanced’ payment mechanisms
	Differences between ‘standard’ and ‘enhanced’ carers
	Number of links
	Employment status
	Work entitlements
	Payment rates




	Carer agreements
	Training schedules
	Perceived benefits associated with an ‘enhanced’ service
	Impact on the waiting list of an ‘enhanced’ service 
	Costs of using ‘enhanced’ carers
	Summary

	Chapter 4: Comparison between study participants and survey data
	Families receiving a service
	Table 4.1: Comparison of age, gender and impairment of service users
	Families waiting to receive a service
	Table 4.2: Comparison of age, gender and impairment of those waiting
	The Carers
	Summary

	Chapter 5: Comparison of families receiving and waiting to receive a short-break service
	Characteristics of the families 
	Table 5.1: Changes in the family circumstances of those on a waiting list
	Table 5.2: Pressures on the family during the past year
	Characteristics of the youngsters
	Table 5.3: Proportion of youngsters needing help with aspects of daily living
	Table 5.4: Parents’ description of how their youngster behaved
	Table 5.5: Reasons why parents found it difficult to ask family members to look after the youngster
	Table 5.6: Reasons why parents found it difficult to ask friends or neighbours to look after the youngster
	Reasons for applying to the short-break service
	Table 5.7: Reasons why parents applied to join a short-break service
	Experience of the application process
	Figure 5.1: When families waiting for a service had last heard about their application
	Perceptions of short-break carers and payment mechanisms
	Young people’s use of services
	Table 5.8: Use of services over the three months before first interview; mean per child
	Service
	Hospital Services
	Community Health Services
	Social Services
	Other social services
	Voluntary services
	School-related services
	Education
	Private sector services


	Mental health-related quality of life of parents
	Table 5.9: Mental health status of parents at first interview; GHQ-12
	Health-related quality of life of parents
	Table 5.10: Health-related quality of life of parents at first interview; EQ-5D
	EQ-5D dimensions
	Mean weighted EQ-5D score
	Summary

	Chapter 6: Comparison of families linked to ‘standard’ or ‘enhanced’ short-break carers
	Characteristics of the families and young people
	Table 6.1: Proportion of youngsters needing help or support
	Use of short-break services
	Table 6.2: Frequency of contact with social workers
	Table 6.3: Improvements parents would like to the way arrangements are made for short breaks
	Parents’ perceptions of the short-break carers
	Table 6.4: How well parents thought the carers coped with their youngsters
	Table 6.5: Parents’ suggestions for improving the training of short-break carers
	The youngsters’ stays with their short-break carers
	Table 6.6: How youngsters were said to show their feelings of unhappiness about being away from home
	Table 6.7: Differences in the youngsters’ behaviour since they started going to the short-break carers
	Table 6.8: Benefits that parents thought their son or daughter had gained from receiving the short-break service
	Parents’ perceptions of the service received
	Young people’s use of services 
	Table 6.9: Use of services over the three months before first interview; mean per child
	Service
	Hospital services
	Community health services
	Social services
	Voluntary services
	School-related services
	Education
	Private sector services

	Mental health-related quality of life of parents
	Table 6.10: Mental health status of parents at first interview; GHQ-12
	Mean overall GHQ-12 score

	Health-related quality of life of parents
	Table 6.11: Health-related quality of life of parents at first interview; EQ-5D
	Summary

	Chapter 7: The views of young people using a short-break service
	How the guided discussions were carried out
	The young people
	Reasons why the young people went to stay with a short-break carer
	Feelings about going to stay with a short-break carer
	At the home of their short-break carer
	Contact with social workers
	Other comments
	Summary

	Chapter 8:  The views of short-break carers
	The carers
	Figure 8.1: The number of youngsters cared for
	Table 8.1:  How carers first heard about the short-break service
	Table 8.2:  What initially attracted carers to short-break care
	Table 8.3: Type of previous experience with disabled young people
	Type of previous experience

	Table 8.4: Reasons why previous links had ended, according to carers
	Reason why previous link(s) ended
	Preparation for becoming a short-break carer
	Table 8.5: Proportion of carers who received preparatory training in key aspects of being a short-break carer
	“More contact with disabled children and their families during training”.
	“Training too general – should be more specific”.


	Assessment before becoming a short-break carer
	Ongoing training provided to carers
	Table 8.6: Ongoing training offered
	Table 8.7: Difficulties experienced by carers in their ongoing training
	Ongoing support
	Table 8.8: Carers’ views of improvements that could be made to their relationships with scheme workers
	Sources of support used by the carers 
	Payments for short-break carers
	The 61 ‘standard’ carers were asked if they would consider taking on the care of more children if they were paid a fee or salary.  Twenty-one carers did not answer the question.  Of the 40 who did, over half (56%) thought they would not consider taking on the care of extra children if they were paid a fee or salary.  The most frequently given reason for this was that the carer was already fully committed, in terms of having no more space to accommodate another child, and no time or energy to do so.  The second most frequently given reason was that the carer thought the money they received to cover expenses was already enough and that the payment of a fee or salary would interfere with their benefits arrangements.

	Table 8.9: Carers’ views of the advantages of paying fees or salaries
	Advantages to the carers
	Advantages to the scheme itself

	Table 8.10: Carers’ views of the disadvantages of paying fees or salaries
	Table 8.11:  Additional comments carers made about their pay
	“The Social Work department is getting ‘residential care’ on the cheap” 

	Short-break carers characteristics and motivations
	Table 8.12: What carers thought motivated short-break carers to provide support for children with complex needs
	Motivation

	Link relationships
	Table 8.13: Type of difficulties that carers had experienced with families
	“A great deal of satisfaction, love and friendship”.
	“It has broadened our view and given us a greater understanding of disability”.

	Summary

	Chapter 9: The changing circumstances of families receiving, or waiting to receive, a short-break service
	Overall changes in family circumstances
	Changes in the health of the youngsters and their families
	Table 9.1: Changes in the health of the youngsters since first interview
	Deterioration in health
	Improvement in health
	Changes in the health of the parents 
	Table 9.2: Changes in the health of parents since first interview
	Deterioration in health

	Improvement in health
	Changes in the health of other youngsters in the family
	Table 9.3: Changes in the health of other youngsters in the family
	Deterioration in health

	Changes in household composition
	Work-related changes for parents
	Changes in the educational arrangements for youngsters
	Changes in the amount of financial support available to the family
	Other changes in the family circumstances
	The effect of such changes
	Table 9.4: Whether parents felt more or less able to care for the youngster at home as a result of changes in their family circumstances
	Satisfaction with the short-break service

	Table 9.6: Changes in health-related quality of life of parents; EQ-5D
	EQ-5D dimensions
	Future plans
	Summary

	Chapter 10: Cost and cost-effectiveness of short-break care
	Use of services between first and second interview
	Table 10.1: Use of services between first and second interview; mean per child
	Social worker
	Calculation of unit costs
	Short-break care
	Health services
	Education and school-related services
	Social services, voluntary and private sector



	Hospital Services
	Social services
	Social worker

	* Short-break care sessions vary in length from an average of 6 to 52 hours for ‘standard’ carer sessions and 7 to 60 hours for ‘enhanced’ carer sessions.
	Total cost of linked compared to waiting list families
	Costs at first interview
	Table 10.3: Total costs per child at first interview; linked versus waiting list
	Costs at second interview
	Table 10.4: Total costs per child at second interview; linked versus waiting list



	Total cost of ‘enhanced’ compared to ‘standard’ carers
	Costs at first interview
	Table 10.5: Total costs per child at first interview; ‘enhanced’ versus ‘standard’ carer groups
	Costs at second interview
	Table 10.6: Total costs per child at second interview; ‘enhanced’ versus ‘standard’ carer groups

	Cost-effectiveness analysis
	Summary




	Chapter 11: Discussion and conclusions
	The impact of ‘enhanced carers’ on waiting lists
	Issues for schemes to consider

	References

