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Appendix R: Completed Methodology checklists: economic evaluations

Appendix R: Completed Methodology
checklists: economic evaluations

A.l Interventions aimed at the prevention of behaviour that

challenges in people with learning disabilities

A.1.1 Psychosocial interventions for adaptive behaviour

Study: Chasson GS, Harris G, Harris GE. Cost comparison of early intensive
behavioral intervention and special education for children with autism. Journal of
Child and Family Studies 2007; 16(3): 401-413

Economic Question: Early Intensive Behavioural Intervention (EIBI) versus standard
educational service (special education) for children with autism

Section 1: Applicability (relevance to specific guideline Yes/ Partly/ Comments
review question and the NICE reference case) No/Unclear/
NA
1.1 Is the study population appropriate for the guideline? Partly Children with
autism
1.2  Are the interventions and services appropriate for the  Yes
guideline?
1.3 Is the healthcare system in which the study was No US study
conducted sufficiently similar to the current UK NHS
context?
1.4  Are costs measured from the NHS and personal No State, local,
social services (PSS) perspective? federal) &
private costs
1.5  Are non-direct health effects on individuals excluded? NA Cost analysis
1.6  Are both costs and health effects discounted at an No Time horizon
annual rate of 3.5%7? 18 years
1.7 Is the value of health effects expressed in terms of NA
quality-adjusted life years (QALYs)?
1.8  Are changes in health-related quality of life (HRQoL) NA
reported directly from patients and/or carers?
1.9 Is the valuation of changes in HRQoL (utilities) NA
obtained from a representative sample of the general
public?
1.10 Overall judgement: Partially applicable
Other comments:
Section 2: Study limitations (level of methodological Yes/ Partly/ Comments
quality) No/Unclear/
NA
2.1  Does the model structure adequately reflect the Partly Simple
nature of the health condition under evaluation? model
including
educational
aspects only
2.2 Is the time horizon sufficiently long to reflect all Yes 18 years
important differences in costs and outcomes?
2.3  Are all important and relevant health outcomes NA Cost analysis

included?

Challenging behaviour and learning disabilities
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ations

Study: Chasson GS, Harris G, Harris GE. Cost comparison of early intensive
behavioral intervention and special education for children with autism. Journal of

Child and Family Studies 2007; 16(3): 401-413

2.4 Are the estimates of baseline health outcomes from
the best available source?

2.5 Are the estimates of relative treatment effects from
the best available source?

2.6 Are all important and relevant costs included?

2.7 Are the estimates of resource use from the best
available source?

2.8 Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or
can it be calculated from the data?

2.10 Are all important parameters whose values are
uncertain subjected to appropriate sensitivity
analysis?

2.11 Is there no potential conflict of interest?
2.12 Overall assessment: Potentially serious limitations
Other comments:

NA

No

Partly

No

No
NA

No

Yes

Clinical
parameters
based on
review &
assumptions

Only
educational
costs
included

Estimates
following
personal
communicati
on

Local costs

Study: Jacobson JW, Mulick JA, Green J. Cost-benefit estimates for early intensive
behavioral intervention for young children with autism - General model and single

state case. Behavioral Interventions 1998; 13(4): 201-226.

Economic Question: Early Intensive Behavioural Intervention (EIBI) vs. no

intervention

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1 Isthe study population appropriate for the guideline?

1.2 Are the interventions and services appropriate for the
guideline?

1.3 Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

1.4  Are costs measured from the NHS and personal social
services (PSS) perspective?

1.5 Are non-direct health effects on individuals excluded?

1.6 Are both costs and health effects discounted at an annual
rate of 3.5%7?

1.7 Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

Challenging behaviour and learning disabilities
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Yes/
Partly/

No/Uncle

ar/NA
Partly

Yes

Partly

No

NA
Unclear

NA

Comments

Children with
autism

us

Societal
perspective

Cost analysis

Cost analysis
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Study: Jacobson JW, Mulick JA, Green J. Cost-benefit estimates for early intensive
behavioral intervention for young children with autism - General model and single

state case. Behavioral Interventions 1998; 13(4): 201-226.

1.8 Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

1.9 Is the valuation of changes in HRQoL (utilities) obtained
from a representative sample of the general public?

1.1 Overall judgement: Partially applicable
0

Other comments:

Section 2: Study limitations (level of methodological
quality)

2.1 Does the model structure adequately reflect the nature of
the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all important
differences in costs and outcomes?

2.3 Are all important and relevant health outcomes included?

2.4 Are the estimates of baseline health outcomes from the
best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6 Are all important and relevant costs included?

2.7 Are the estimates of resource use from the best available
source?

2.8 Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or can it
be calculated from the data?

2.1 Are all important parameters whose values are uncertain
0 subjected to appropriate sensitivity analysis?

2.1 Isthere no potential conflict of interest?
1

2.1 Overall assessment: Very serious limitations
2

NA

NA

Yes/
Partly/
No/Uncle
ar/NA
Yes

Yes

Yes

Partly

Partly

Yes
Partly

Yes

NA

No

Yes

Comments

From 3 to 55
years of age

Cost
analysis, but
level of
functioning
considered

Literature
review and
assumptions

Literature
review and
assumptions

Published
literature and
further
assumptions

National
sources
(state)

Cost analysis

Limited
sensitivity
analysis

Other comments: intervention cost considered in both arms of the model; unrealistic

assumptions implicitly made for outcomes of ‘no intervention’

Challenging behaviour and learning disabilities
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Study: Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte PC. The Cost-Effectiveness
of Expanding Intensive Behavioural Intervention to All Autistic Children in Ontario.

Healthcare Policy 2006; 1(2):135-151.

Economic Question: Early Intensive Behavioural Intervention (EIBI) vs. standard
service (mixture of EIBI and no intervention) vs. no intervention

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1 Is the study population appropriate for the guideline?

1.2 Are the interventions and services appropriate for the
guideline?

1.3 Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

1.4 Are costs measured from the NHS and personal social
services (PSS) perspective?

1.5 Are non-direct health effects on individuals excluded?

1.6 Are both costs and health effects discounted at an annual
rate of 3.5%7?

1.7 Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

1.8 Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

1.9 Isthe valuation of changes in HRQoL (utilities) obtained
from a representative sample of the general public?

1.1 Overall judgement: Partially applicable
0

Other comments: no QALYs estimated but outcome measure considered

conclusions based on dominance

Section 2: Study limitations (level of methodological
guality)

2.1 Does the model structure adequately reflect the nature of
the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all important
differences in costs and outcomes?

2.3 Are all important and relevant health outcomes included?

2.4 Are the estimates of baseline health outcomes from the
best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

Challenging behaviour and learning disabilities
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Yes/
Partly/
No/Uncle
ar/NA

Partly
Yes

Partly

Partly

Yes
Partly

No

NA

NA

Yes/
Partly/
No/Uncle
ar/NA
Yes

Yes

Yes

Partly

Partly

Comments

Preschool
children with
autism

Canada -
primary care
setting,
public funded
system

Direct

healthcare
and social
care costs

3%

Number of
dependency-
free years

relevant;

Comments

Up to 65
years of age

Level of
dependency

Literature
review &
further
assumptions

Literature
review &
further
assumptions
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Study: Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte PC. The Cost-Effectiveness
of Expanding Intensive Behavioural Intervention to All Autistic Children in Ontario.
Healthcare Policy 2006; 1(2):135-151.

2.6 Are all important and relevant costs included? Yes
2.7 Are the estimates of resource use from the best available Yes Provincial
source? government
estimates
2.8 Are the unit costs of resources from the best available Yes Provincial
source? government

2.9 Is an appropriate incremental analysis presented or canit Yes
be calculated from the data?

2.1 Are all important parameters whose values are uncertain ~ Yes
0 subjected to appropriate sensitivity analysis?

2.1 Isthere no potential conflict of interest? Yes
1

2.1 Overall assessment: Potentially serious limitations

2

Other comments:

Study: Peters-Scheffer N, Didden R, Korzilius H, Matson J. Cost comparison of early
intensive behavioral intervention and treatment as usual for children with autism
spectrum disorder in the Netherlands. Research in Developmental Disabilities 2012;
33(6): 1763-1772.

Economic Question: Early Intensive Behavioural Intervention (EIBI) vs. treatment as
usual

Section 1: Applicability (relevance to specific guideline Yes/ Comments
review question and the NICE reference case) Partly/

No/Uncle

ar/NA

1.1 Is the study population appropriate for the guideline? Partly Preschool

children with
autism
(mean age 3
years)

1.2 Are the interventions and services appropriate for the Yes
guideline?

1.3 Is the healthcare system in which the study was Partly Netherlands
conducted sufficiently similar to the current UK NHS —publicly
context? funded

system

1.4  Are costs measured from the NHS and personal social No Public sector
services (PSS) perspective? costs

1.5 Are non-direct health effects on individuals excluded? Yes

1.6 Are both costs and health effects discounted at an annual No
rate of 3.5%?

1.7 Is the value of health effects expressed in terms of NA Cost analysis
guality-adjusted life years (QALYS)?

1.8 Are changes in health-related quality of life (HRQoL) NA
reported directly from patients and/or carers?

1.9 Is the valuation of changes in HRQoL (utilities) obtained NA
from a representative sample of the general public?

1.1 Overall judgement: Partially applicable

0

Challenging behaviour and learning disabilities
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Study: Peters-Scheffer N, Didden R, Korzilius H, Matson J. Cost comparison of early
intensive behavioral intervention and treatment as usual for children with autism
spectrum disorder in the Netherlands. Research in Developmental Disabilities 2012;
33(6): 1763-1772.

Other comments:

Section 2: Study limitations (level of methodological Yes/ Comments
guality) Partly/

No/Uncle

ar/NA

2.1 Does the model structure adequately reflect the nature of  Yes
the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all important  Yes Up to 65
differences in costs and outcomes? years of age
2.3 Are all important and relevant health outcomes included? Yes Level of
dependency
2.4  Are the estimates of baseline health outcomes from the Yes Literature
best available source? review &
local data
2.5 Are the estimates of relative treatment effects from the Partly Review of
best available source? meta-
analyses &
assumptions
2.6 Are all important and relevant costs included? Yes
2.7 Are the estimates of resource use from the best available  Partly National data
source? &
assumptions
2.8 Are the unit costs of resources from the best available Partly National data
source? &
assumptions
2.9 Is an appropriate incremental analysis presented or canit NA Cost analysis

be calculated from the data?

2.1 Are all important parameters whose values are uncertain ~ Partly
0 subjected to appropriate sensitivity analysis?

2.1 Isthere no potential conflict of interest? Yes
1

2.1 Overall assessment: Potentially serious limitations

2

Other comments: efficacy data selected based on their applicability to the Dutch setting /
naive addition of meta-analytic data across same treatment arms

A.1.2 Health awareness interventions

Study: Romeo R, Knapp M, Morrison J, Melville C, Allan L, Finlayson J, Cooper SA
(2009) Cost estimation of a health-check intervention for adults with intellectual
disabilities in the UK. Journal of Intellectual Disability Research, 53(5), 426-39.
AND

Cooper SA, Morrison J, Melville C, Finlayson J, Allan L, Martin G, Robinson N (2006)
Improving the health of people with intellectual disabilities: outcomes of a health
screening programme after 1 year. Journal of Intellectual Disability Research, 50(Pt
9), 667-77.

Section 1: Applicability (relevance to specific guideline Yes/ Partly/ Comments
review question and the NICE reference case) No/Unclear
INA
1.1 s the study population appropriate for the guideline? Partly People with
learning

Challenging behaviour and learning disabilities
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Study: Romeo R, Knapp M, Morrison J, Melville C, Allan L, Finlayson J, Cooper SA
(2009) Cost estimation of a health-check intervention for adults with intellectual
disabilities in the UK. Journal of Intellectual Disability Research, 53(5), 426-39.

AND

Cooper SA, Morrison J, Melville C, Finlayson J, Allan L, Martin G, Robinson N (2006)
Improving the health of people with intellectual disabilities: outcomes of a health
screening programme after 1 year. Journal of Intellectual Disability Research, 50(Pt

9), 667-77.

1.2  Are the interventions and services appropriate for the
guideline?

1.3 Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

1.4  Are costs measured from the NHS and personal
social services (PSS) perspective?

1.5 Are non-direct health effects on individuals excluded?

1.6  Are both costs and health effects discounted at an
annual rate of 3.5%7

1.7 Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

1.8  Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

1.9 Is the valuation of changes in HRQoL (utilities)
obtained from a representative sample of the general
public?

1.10 Overall judgment: Directly applicable

Yes

Yes

Partly

Yes
NA

No
NA

NA

disabilities

UK study

Societal

Time horizon
12 months

Other comments: no QALYs estimated but intervention dominant, so no further
judgments required to assess cost effectiveness

Section 2: Study limitations (level of methodological
quality)

21

2.2

2.3

2.4

2.5

2.6
2.7

Does the model structure adequately reflect the
nature of the health condition under evaluation?

Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

Are all important and relevant health outcomes
included?

Are the estimates of baseline health outcomes from
the best available source?

Are the estimates of relative treatment effects from the
best available source?

Are all important and relevant costs included?

Are the estimates of resource use from the best
available source?

Challenging behaviour and learning disabilities
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Yes/ Partly/
No/Unclear
INA

NA

No

Partly

Partly

Partly

Yes
Partly

Comments

Cohort study
with matched
controls

12 months

Intermediate
outcomes
relating to
detected and
met health
needs

Cohort study
with matched
controls,
N=100

Cohort study
with matched
controls

Cohort study
with matched
controls,
N=100
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Study: Romeo R, Knapp M, Morrison J, Melville C, Allan L, Finlayson J, Cooper SA
(2009) Cost estimation of a health-check intervention for adults with intellectual
disabilities in the UK. Journal of Intellectual Disability Research, 53(5), 426-39.

AND

Cooper SA, Morrison J, Melville C, Finlayson J, Allan L, Martin G, Robinson N (2006)
Improving the health of people with intellectual disabilities: outcomes of a health
screening programme after 1 year. Journal of Intellectual Disability Research, 50(Pt

9), 667-77.
2.8  Are the unit costs of resources from the best available Yes National
source? sources &
further
estimates
2.9 Is an appropriate incremental analysis presented or NA Cost
can it be calculated from the data? consequence
analysis
2.10 Are all important parameters whose values are Yes Statistical
uncertain subjected to appropriate sensitivity analyses
analysis? conducted
2.11 Is there no potential conflict of interest? Yes

2.12 Overall assessment: Potentially serious limitations

Other comments: Participants matched with controls for age, gender and level of learning
disability; costs collected prospectively for intervention group and retrospectively for control
group; small study sample (N=100)

A.2 Interventions aimed at reducing and managing behaviour
that challenges in people with learning disabilities

A.2.1 Psychosocial interventions aimed at reducing and managing behaviour that
challenges in people with learning disabilities

Study: Hassiotis et al (2009) Randomized, single-blind, controlled trial of a specialist
behavior therapy team for challenging behavior in adults with intellectual disabilities.
American Journal of Psychiatry 166:1278-1285.

AND Hassiotis et al (2011) Applied behaviour analysis and standard treatment in
intellectual disability: 2-Year outcomes. British Journal of Psychiatry 198:490-491.

Section 1: Applicability (relevance to specific guideline Yes/ Partly/ Comments

review question and the NICE reference case) No/Unclear
INA
1.1  Is the study population appropriate for the guideline? Yes Adults with
learning
disabilities
and behavior
that
challenges
1.2  Are the interventions and services appropriate for the  Yes
guideline?
1.3 Isthe healthcare system in which the study was Yes UK study
conducted sufficiently similar to the current UK NHS
context?
1.4  Are costs measured from the NHS and personal Yes NHS & PSS
social services (PSS) perspective?
1.5 Are non-direct health effects on individuals excluded? Yes
1.6  Are both costs and health effects discounted at an No Costs
annual rate of 3.5%7 reported for 2
time periods:

Challenging behaviour and learning disabilities
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Study: Hassiotis et al (2009) Randomized, single-blind, controlled trial of a specialist
behavior therapy team for challenging behavior in adults with intellectual disabilities.

American Journal of Psychiatry 166:1278-1285.

AND Hassiotis et al (2011) Applied behaviour analysis and standard treatment in
intellectual disability: 2-Year outcomes. British Journal of Psychiatry 198:490-491.

1.7 Isthe value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

1.8  Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

1.9 Is the valuation of changes in HRQoL (utilities)
obtained from a representative sample of the general
public?

1.10 Overall judgment: Directly applicable

No

NA

NA

Other comments: no QALYs estimated but intervention dominant

Section 2: Study limitations (level of methodological
quality)

2.1  Does the model structure adequately reflect the
nature of the health condition under evaluation?

2.2  Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

2.3  Are all important and relevant health outcomes
included?

2.4  Are the estimates of baseline health outcomes from
the best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6  Are all important and relevant costs included?

2.7  Are the estimates of resource use from the best
available source?

2.8  Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or
can it be calculated from the data?

2.10 Are all important parameters whose values are
uncertain subjected to appropriate sensitivity
analysis?

2.11 s there no potential conflict of interest?

2.12 Overall assessment: Potentially serious limitations

Yes/ Partly/
No/Unclear
INA

NA

Partly

Yes
Partly
Yes

Yes
Partly

Yes

No

Yes

Yes

0-6 & 18-24
months

Comments

Economic
analysis
alongside
RCT

Total
duration 2
years, but
costs
reported for
periods 0-6 &
18-24
months

Challenging
behaviour

RCT

RCT

RCT

National
costs

Costs and
benefits not
combined

Statistical
analyses
conducted

Other comments: Costs and outcomes measured over different periods of time; no
information of costs between 6-18 months. Small study sample (N=63)

Challenging behaviour and learning disabilities
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Study: Felce et al (2014) Cognitive behavioural anger management intervention for
people with intellectual disabilities: costs of intervention and impact on health and

social care resource use. Journal of Intellectual Disability Research doi:

10.1111/jir.12112
Willner et al. (2013) A cluster randomised controlled trial of a manualised cognitive-
behavioural anger management intervention delivered by supervised lay therapists to
people with intellectual disabilities. Health Technology Assessment 17(21)

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1

1.2

1.3

1.4

15
1.6

1.7

1.8

1.9

Is the study population appropriate for the guideline?

Are the interventions and services appropriate for the
guideline?

Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

Are costs measured from the NHS and personal social
services (PSS) perspective?

Are non-direct health effects on individuals excluded?

Are both costs and health effects discounted at an
annual rate of 3.5%7?

Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

Is the valuation of changes in HRQoL (utilities) obtained
from a representative sample of the general public?

1.10 Overall judgement: Directly applicable
Other comments: no QALYs measured but intervention likely dominant
Section 2: Study limitations (level of methodological

quality)

2.1 Does the model structure adequately reflect the nature
of the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

2.3 Are all important and relevant health outcomes
included?

2.4 Are the estimates of baseline health outcomes from the
best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6  Are all important and relevant costs included?

2.7 Are the estimates of resource use from the best
available source?

2.8 Are the unit costs of resources from the best available

source?

Challenging behaviour and learning disabilities
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Yes/
Partly/
No/Unclea
r/INA

Yes

Yes

Yes

Partly

Yes
NA

No
NA

NA

Yes/
Partly/
No/Unclea
r/INA

NA

Partly

Yes

Partly

Yes

Yes
Yes

Yes

Comments

Adults with
learning
disabilities
and behavior
that
challenges

UK study

NHS and
PSS

Time horizon
10 months

Comments

RCT

10 months

RCT

RCT

RCT

National unit
costs; local
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Study: Felce et al (2014) Cognitive behavioural anger management intervention for
people with intellectual disabilities: costs of intervention and impact on health and
social care resource use. Journal of Intellectual Disability Research doi:
10.1111/jir.12112

Willner et al. (2013) A cluster randomised controlled trial of a manualised cognitive-
behavioural anger management intervention delivered by supervised lay therapists to
people with intellectual disabilities. Health Technology Assessment 17(21)

unit costs
where former
not available

2.9 Is an appropriate incremental analysis presented or can  No Cost

it be calculated from the data? consequence

analysis

2.1 Are all important parameters whose values are Yes

0 uncertain subjected to appropriate sensitivity analysis?

2.1 Is there no potential conflict of interest? Yes

1

2.12 Overall assessment: Potentially serious limitations
Other comments:

Study: Guideline economic analysis

Economic Question: parent training for the management of behavior that challenges
in children and young people with learning disabilities

Section 1: Applicability (relevance to specific guideline Yes/ Partly/ Comments

review question and the NICE reference case) No/Unclear
INA
1.1  Is the study population appropriate for the guideline? Yes Children and
young
people with
learning
disabilities
and behavior
that
challenges
1.2  Are the interventions and services appropriate for the  Yes
guideline?
1.3 Is the healthcare system in which the study was Yes
conducted sufficiently similar to the current UK NHS
context?
1.4  Are costs measured from the NHS and personal Yes
social services (PSS) perspective?
1.5 Are non-direct health effects on individuals excluded? Yes
1.6  Are both costs and health effects discounted at an NA Time horizon
annual rate of 3.5%7 61 weeks
1.7 Is the value of health effects expressed in terms of Yes
quality-adjusted life years (QALYS)?
1.8  Are changes in health-related quality of life (HRQoL) Yes
reported directly from patients and/or carers?
1.9 Is the valuation of changes in HRQoL (utilities) Partly SG,
obtained from a representative sample of the general Canadian
public? population

1.10 Overall judgement: Partially applicable
Other comments:

Challenging behaviour and learning disabilities
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Study: Guideline economic analysis
Section 2: Study limitations (level of methodological

quality)

2.1  Does the model structure adequately reflect the
nature of the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

2.3 Are all important and relevant health outcomes
included?

2.4  Are the estimates of baseline health outcomes from
the best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6  Are all important and relevant costs included?

2.7  Are the estimates of resource use from the best
available source?

2.8  Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or
can it be calculated from the data?

2.10 Are all important parameters whose values are
uncertain subjected to appropriate sensitivity
analysis?

2.11 Is there no potential conflict of interest?

2.12 Overall assessment: potentially serious limitations
Other comments: probability of relapse based on assumption due to lack of evidence

Study: Guideline economic analysis

Economic Question: interventions for the management of sleep problems in children
and young people with learning disabilities

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1

1.2

1.3

Is the study population appropriate for the guideline?

Are the interventions and services appropriate for the
guideline?

Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

Challenging behaviour and learning disabilities
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Yes/ Partly/
No/Unclear
INA

Yes

Partly

Yes

Partly

Yes

Partly

Partly

Yes
Yes

Yes

Yes

Yes/
Partly/
No/Uncle
ar/NA

Yes

Yes

Yes

Comments

61 weeks

Guideline
meta-
analysis

Guideline
meta-
analysis

Costs of
behavior that
challenges
not included

RCT-
reported data
&
assumptions

National unit
costs

PSA

Comments

Children and
young
people with
learning
disabilities
and sleep
problems
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Study: Guideline economic analysis

1.4  Are costs measured from the NHS and personal social
services (PSS) perspective?

1.5 Are non-direct health effects on individuals excluded?

1.6 Are both costs and health effects discounted at an annual
rate of 3.5%7?

1.7 Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

1.8 Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

1.9 Is the valuation of changes in HRQoL (utilities) obtained
from a representative sample of the general public?

1.10 Overall judgement: Partially applicable
Other comments:

Section 2: Study limitations (level of methodological
quality)

2.1 Does the model structure adequately reflect the nature of
the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all important
differences in costs and outcomes?

2.3 Are all important and relevant health outcomes included?

2.4 Are the estimates of baseline health outcomes from the
best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6 Are all important and relevant costs included?

2.7 Are the estimates of resource use from the best available
source?

2.8 Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or can it
be calculated from the data?

2.1 Are all important parameters whose values are uncertain
0 subjected to appropriate sensitivity analysis?

2.1 Isthere no potential conflict of interest?
1

2.12 Overall assessment: potentially serious limitations

Yes

Yes
NA

Yes
Yes

Partly

Yes/
Partly/
No/Uncle
ar/NA
Yes
Partly

Yes
Partly

Yes

Partly

Partly
Yes
Yes
Yes

Yes

Time horizon
38 weeks

SG,
Canadian
population

Comments

38 weeks

Guideline
meta-
analysis &
further
assumptions

Guideline
meta-
analysis
Costs
associated
with sleep
problems not
included

RCT-
reported data

National unit
costs

PSA

Other comments: probability of relapse based on assumption due to lack of evidence

Challenging behaviour and learning disabilities
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Appendix R: Completed Methodology checklists: economic evaluations

A.2.2 Pharmacological interventions aimed at reducing and managing behaviour that

challenges in people with learning disabilities

Study: Romeo et al (2009) The treatment of challenging behaviour in intellectual
disabilities: cost-effectiveness analysis. Journal of Intellectual Disability Research
53:633-643.

AND Tyrer et al (2008) Risperidone, haloperidol, and placebo in the treatment of

aggressive challenging behaviour in patients with intellectual disability: a randomised
controlled trial. The Lancet 371, 57-63.
AND Tyrer et al. (2009) Neuroleptics in the treatment of aggressive challenging
behaviour for people with intellectual disabilities: a randomised controlled trial
(NACHBID). Health Technology Assessment 13(21)

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1

1.2

1.3

1.4

15
1.6

1.7

1.8

1.9

1.10

Is the study population appropriate for the guideline?

Are the interventions and services appropriate for the
guideline?

Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

Are costs measured from the NHS and personal
social services (PSS) perspective?

Are non-direct health effects on individuals excluded?

Are both costs and health effects discounted at an
annual rate of 3.5%?

Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

Is the valuation of changes in HRQoL (utilities)
obtained from a representative sample of the general
public?

Overall judgment: Partially applicable

Other comments:

Section 2: Study limitations (level of methodological
qguality)

2.1

2.2

2.3

Does the model structure adequately reflect the
nature of the health condition under evaluation?

Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

Are all important and relevant health outcomes
included?

Challenging behaviour and learning disabilities
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Yes/ Partly/
No/Unclear
INA

Yes

Yes

Yes

Partly

Yes
NA
No
NA

NA

Yes/ Partly/
No/Unclear
INA

NA

Partly

Yes

Comments

Adults with
learning
disabilities
and behavior
that
challenges

UK study

Societal
(services &
informal
care)

Time
horizon: 26
weeks

Comments

Economic
analysis
alongside
RCT

Total
duration 26
weeks

Challenging
behaviour &
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Study: Romeo et al (2009) The treatment of challenging behaviour in intellectual
disabilities: cost-effectiveness analysis. Journal of Intellectual Disability Research

53:633-643.

AND Tyrer et al (2008) Risperidone, haloperidol, and placebo in the treatment of
aggressive challenging behaviour in patients with intellectual disability: a randomised

controlled trial. The Lancet 371, 57-63.

AND Tyrer et al. (2009) Neuroleptics in the treatment of aggressive challenging
behaviour for people with intellectual disabilities: a randomised controlled trial

(NACHBID). Health Technology Assessment 13(21)

2.4 Are the estimates of baseline health outcomes from
the best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6  Are all important and relevant costs included?

2.7 Are the estimates of resource use from the best
available source?

2.8 Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or
can it be calculated from the data?

2.10 Are all important parameters whose values are
uncertain subjected to appropriate sensitivity
analysis?

2.11 Is there no potential conflict of interest?

2.12 Overall assessment: Potentially serious limitations
Other comments: Small study sample (N=58)

Study: Guideline economic analysis

Economic Question: Antipsychotics aimed at behavior that challenges in

and young people with learning disabilities

Section 1: Applicability (relevance to specific guideline
review question and the NICE reference case)

1.1 Is the study population appropriate for the guideline?

1.2  Are the interventions and services appropriate for the
guideline?

1.3 Is the healthcare system in which the study was
conducted sufficiently similar to the current UK NHS
context?

1.4  Are costs measured from the NHS and personal
social services (PSS) perspective?

1.5 Are non-direct health effects on individuals excluded?

1.6  Are both costs and health effects discounted at an

annual rate of 3.5%?

Challenging behaviour and learning disabilities
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Partly
Yes

Yes
Partly

Yes
Yes

Yes

Yes

Yes/ Partly/
No/Unclear
INA

Yes

Yes

Yes

Yes

Yes
NA

QoL
RCT

RCT

RCT

National
costs

Statistical &
sensitivity
analyses,
PSA

children

Comments

Children and
young
people with
learning
disabilities
and behavior
that
challenges

Time horizon
34 weeks
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Study: Guideline economic analysis

1.7

1.8

1.9

Is the value of health effects expressed in terms of
quality-adjusted life years (QALYS)?

Are changes in health-related quality of life (HRQoL)
reported directly from patients and/or carers?

Is the valuation of changes in HRQoL (utilities)
obtained from a representative sample of the general
public?

1.10 Overall judgement: Partially applicable
Other comments:
Section 2: Study limitations (level of methodological

quality)

2.1  Does the model structure adequately reflect the
nature of the health condition under evaluation?

2.2 Is the time horizon sufficiently long to reflect all
important differences in costs and outcomes?

2.3  Are all important and relevant health outcomes
included?

2.4  Are the estimates of baseline health outcomes from
the best available source?

2.5 Are the estimates of relative treatment effects from the
best available source?

2.6  Are all important and relevant costs included?

2.7  Are the estimates of resource use from the best
available source?

2.8  Are the unit costs of resources from the best available
source?

2.9 Is an appropriate incremental analysis presented or
can it be calculated from the data?

2.10 Are all important parameters whose values are
uncertain subjected to appropriate sensitivity
analysis?

2.11 Is there no potential conflict of interest?

2.12 Overall assessment: potentially serious limitations
Other comments: probability of relapse based on assumption due to lack of evidence

Challenging behaviour and learning disabilities
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Yes
Yes

Partly

Yes/ Partly/
No/Unclear
INA

Yes

Partly

Yes

Partly

Yes

Partly

Partly
Yes
Yes

Yes

Yes

SG,
Canadian
population

Comments

34 weeks

Guideline
meta-
analysis

Guideline
meta-
analysis

Costs
associated
with
behaviour
that
challenges
not included

RCT-
reported data

National unit
costs

PSA
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Appendix S: Evidence tables of economic evaluations

Appendix S: Evidence tables of economic evaluations

Interventions aimed at the prevention of behaviour that challenges in people with learning
disabilities

Psychosocial interventions for adaptive behaviour

References to included studies

1.

Chasson GS, Harris G, Harris GE. Cost comparison of early intensive behavioral intervention and special education for children with
autism. Journal of Child and Family Studies 2007; 16(3): 401-413

Jacobson JW, Mulick JA, Green J. Cost-benefit estimates for early intensive behavioral intervention for young children with autism -
General model and single state case. Behavioral Interventions 1998; 13(4): 201-226. EXCLUDED

Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte PC. The Cost-Effectiveness of Expanding Intensive Behavioural Intervention to All
Autistic Children in Ontario. Healthcare Policy 2006; 1(2):135-151.

Peters-Scheffer N, Didden R, Korzilius H, Matson J. Cost comparison of early intensive behavioral intervention and treatment as usual for
children with autism spectrum disorder in the Netherlands. Research in Developmental Disabilities 2012; 33(6): 1763-1772.

Challenging behaviour and learning disabilities
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Study
Country
Study type
Chasson et al.,

2007
us

Cost analysis

Intervention
details

Interventions:
Early Intensive
Behavioural
Intervention for
3 years (EIBI)

Standard
educational
service for
children with
autism,
comprising
special
education for 18
years

Study population
Study design
Data sources

Children with autism, aged
4 years at the start of
analysis

Economic modelling

Source of resource use
and unit costs: state
estimates (Texas) based
on assumptions and
personal communication

Source of clinical
effectiveness data
(proportion of children
receiving EIBI who
improve and do not require
special education):
estimates based on
published literature

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and
values

Costs:

EIBI, special education (state-
budgeted, local, federal, and
private); regular education costs
omitted since common in both arms
(baseline, standard costs)

Mean cost per child:
EIBI: $151,500

Standard educational service:
$360,000

Cost difference per child: -$208,500

Results: Cost-
effectiveness

N/A

Comments

Perspective: public
(state, local, federal) &
private — confined to
intervention costs
Currency: US$

Cost year: probably
2004

Time horizon: 18
years

Discounting: not
applied

Applicability: partially
applicable

Quiality: potentially
serious limitations
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Study
Country Intervention
Study type  details
Jacobson et Interventions:
al., 1998 Early Intensive
Behavioural
us Intervention
(EIBI) for
children with
Cost . autism
analysis

No intervention

Study population
Study design
Data sources

Children with autism
or pervasive
developmental
disorder (PDD),
aged 3 years at the
start of analysis

Economic modelling

Source of resource
use and unit costs:
state estimates
(Pennsylvania)
based on published
literature

Source of clinical
effectiveness data
(effectiveness of
EIBI): estimates
based on
assumptions —
different values
tested to estimate
financial benefits

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and values

Costs: EIBI, regular, special and intensive
special education, , family support services,
supplemental security income/aid to
dependent children (SSI/ADC), adult
developmental disability services, adult
home- and community based services,
intensive adult community services, adult
institutional services, supported work services,
supported wages

Total net cost of EIBI per person (from 3 to 55
years):

For effectiveness of EIBI 20% (normal
functioning)

-$ 656,385

For effectiveness of EIBI 30% (normal
functioning)

-$798,251

For effectiveness of EIBI 40% (normal
functioning)

-$940,118

For effectiveness of EIBI 50% (normal
functioning)

-$1,081,984

Results: Cost-
effectiveness

NA

Comments

Perspective: societal
(public & wages)
Currency: US$

Cost year: 1996

Time horizon: 52 years
Discounting: possibly
3%, except SSI/ADC
which was discounted
at 1,5%

Applicability: partially
applicable

Quality: very serious
limitations (no
intervention implicitly
assumed to lead to
zero levels of normal
functioning)
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Study
Country
Study type

Motiwala et al.,
2006

Canada

Cost
effectiveness
analysis

Intervention
details

Interventions:

Expansion of 3
years of Early
Intensive
Behavioural
Intervention to
all eligible
children (EIBI)

Standard
service,
including 3
years of EIBI
(37% of eligible
children) and no
intervention
(63% of eligible
children)

No intervention

Study population
Study design
Data sources

Children with autism, aged
2-5 years

Economic modelling

Source of resource use
and unit costs: provincial
government data (Ontario,
Canada)

Source of clinical
effectiveness data
(proportion of children with
normal functioning, semi-
dependent and very
dependent): published
literature and further
assumptions

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and
values

Costs:

EIBI cost (training costs of
therapists; contractual payments to
service providers; salaries, benefits
& overheads incurred by provincial
civil servants), educational and
respite services, adult day
programmes, accommodation,
supported employment

Mean total cost per person:
EIBI: $960,595

Standard service: $995,074
No intervention: $1,014,315

Primary measure of outcome:
number of dependency-free years
per person

Number of dependency-free years
per person:

EIBI: 14.0
Standard service: 11.2
No intervention: 9.6

Results: Cost-
effectiveness

EIBI dominant over
standard service and no
intervention

Standard service
dominant over no
intervention

Results sensitive to EIBI
efficacy and discount rate

Comments

Perspective: public
(provincial
government in
Canada)

Currency: Canadian$
Cost year: 2003
Time horizon: up to 65
years of age
Discounting:3%
Applicability: partially
applicable

Quiality: potentially
serious limitations
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Study

Country

Study type
Peters-Scheffer

etal., 2012

Netherlands

Cost analysis

Intervention
details

Interventions:
Early Intensive
Behavioural
Intervention
(EIBI) plus
treatment as
usual (TAU)

TAU alone

Study population
Study design
Data sources

Children with autism of
preschool age

Economic modelling

Source of resource use
and unit costs: national
data and assumptions

Source of clinical
effectiveness data
(proportion of children with
normal functioning, semi-
dependent and very
dependent): review of
published meta-analyses —
selection of data based on
their applicability to the
Dutch setting / naive
addition of data across
treatment arms and further
assumptions

Challenging behaviour and learning disabilities

Costs: description and values

Outcomes: description and
values

Costs:

EIBI (personnel, capital assets,
transportation, materials and
supplies), educational services,
speech therapy & physiotherapy,
daytime activities and care, social
benefits for parents, payments for
future adult living expenses, day
programs or supported work,
sheltered environment services

Mean total cost per child:
EIBI: €2,578,746

TAU: €3,681,813
Difference: -€1,103,067

Results: Cost-
effectiveness

EIBI less costly than TAU

Using more optimistic
data for TAU:
cost difference: -€250,761

Comments

Perspective: public
services

Currency: Euros (€)
Cost year: likely 2011
Time horizon: up to 65
years of age
Discounting: not
undertaken
Applicability: partially
applicable

Quiality: potentially
serious limitations
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A.1.2 Health awareness interventions

A.1.2.1 Referenceto included study

Romeo R, Knapp M, Morrison J, Melville C, Allan L, Finlayson J, Cooper SA (2009) Cost estimation of a health-check intervention for adults with
intellectual disabilities in the UK. Journal of Intellectual Disability Research, 53(5), 426-39.

AND

Cooper SA, Morrison J, Melville C, Finlayson J, Allan L, Martin G, Robinson N (2006) Improving the health of people with intellectual disabilities:
outcomes of a health screening programme after 1 year. Journal of Intellectual Disability Research, 50(Pt 9), 667-77.

Challenging behaviour and learning disabilities
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Study
Country
Study type

Romeo et
al., 2009B

UK

Cost
consequen
ceanalysis

Intervention details
Interventions:

Health-check
intervention (HCI)
comprising a review of
participants’ GP
records by an
experienced nurse;
assessment of
participants’ general
physical & mental
health, development &
problem behaviours,
selected physical
examination and blood
tests; discussion of the
results with a GP;
preparing a report of
findings and
recommendations to
the participants’ GP;
referral algorithms

to intellectual
disabilities services

Standard care (SC)

Study
population
Study design
Data sources

Adults with
learning disability
registered with
primary care
services

Cohort study with
matched controls

Source of
effectiveness &
resource use
data: cohort study
with matched
controls (Cooper
et al., 2006;
N=100)

Source of unit
costs: national
sources & further
estimates

Challenging behaviour and learning disabilities

Results:
- Cost-
Costs: description and values effectivenes

Outcomes: description and values S

Costs: intervention (equipment & staff time), primary, HCI was
inpatient, outpatient & specialist intellectual disability dominant
services, other healthcare services, daytime activities (better
(unsupported & supported paid employment, voluntary outcomes at
work, adult education classes, day centres and additional lower cost)

support), respite care, aids and adaptations, paid and
unpaid care.

Total cost of intervention per person; £82

Total mean service cost (SD) per person:

HCI: £9,412 (£6,899); SC: £10,091 (£7,775)
Bootstrapped cost difference: -£679 (95%CI -£3,429 to
£2,292)

Total mean carer support cost (SD) per person:
HCI: £40,673 (£27,978); SC: £62,766 (£44,320)

Bootstrapped cost difference: -£22,093 (95%CI -£35,394 to
-£7,571)

Total cost (SD) per person:
HCI: £50,085 (£30,824); SC: £72,857 (£48,679)

Bootstrapped cost difference: -£22,772 (95%CI -£37,569 to
-£6,400)

Measures of outcome: levels of health need detection, met
new health needs, met health promotion and monitoring
needs

Mean number of new health needs per person:

Comments

Perspective:
societal (services
and care support)
Currency: GBE
Cost year: 2003
Time horizon:12
months
Discounting: not
needed
Participants
matched with
controls for age,
gender and level of
learning disability
Costs collected
prospectively for
intervention group
and retrospectively
for control group
Applicability:
directly applicable
Quality: potentially
serious limitations
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Study _ Results:
Study population Cost-
Country Study design Costs: description and values effectivenes Comments
Study type Intervention details Data sources Outcomes: description and values S

HCI 4.80, SC 2.26, p<0.001

Mean number of met new health needs per person:
HCI 3.56, SC 2.26, p<0.001

Level of met health promotion needs & health monitoring
needs greater for HCI (p< 0.001 and p=0.039, respectively)

Challenging behaviour and learning disabilities
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Appendix S: Evidence tables of economic evaluations

Interventions aimed at reducing and managing behaviour that challenges in people with
learning disabilities

Psychosocial interventions aimed at reducing and managing behaviour that challenges in people with learning disabilities

References to included studies

1. Hassiotis A, Robotham D, Canagasabey A, Romeo R, Langridge D, Blizard R, Murad S, King M (2009) Randomized, single-blind,
controlled trial of a specialist behavior therapy team for challenging behavior in adults with intellectual disabilities. American Journal of
Psychiatry 166:1278-1285.

AND

Hassiotis A, Canagasabey A, Robotham D, Marston L, Romeo R, King M (2011) Applied behaviour analysis and standard treatment in intellectual
disability: 2-Year outcomes. British Journal of Psychiatry 198:490-491.

2. Felce D, Cohen D, Willner P, Rose J, Kroese B, Rose N, Shead J, Jahoda A, Macmahon P, Lammie C, Stimpson A, Woodgate C, Gillespie
D, Townson J, Nuttall J, Hood K (2014) Cognitive behavioural anger management intervention for people with intellectual disabilities: costs
of intervention and impact on health and social care resource use. Journal of Intellectual Disability Research doi: 10.1111/jir.12112

AND

Willner P, Rose J, Jahoda A, Stenfert Kroese B, Felce D, MacMahon P, Stimpson A, Rose N, Gillespie D, Shead J, Lammie C, Woodgate C,
Townson JK, Nuttall J, Cohen D, Hood K (2013) A cluster randomised controlled trial of a manualised cognitive-behavioural anger management
intervention delivered by supervised lay therapists to people with intellectual disabilities. Health Technology Assessment 17(21).

Challenging behaviour and learning disabilities
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Study
Country
Study type

Hassiotis et al.,
2009 & 2011

UK

Cost
effectiveness
analysis

Intervention
details

Interventions:

Specialist
behaviour therapy
plus treatment as
usual (SBT+TAU)

TAU alone,
comprising
community
intellectual
disabilities teams;
each team includes
psychiatrists,
community nurses,
occupational
therapists, speech
& language
therapists,
physiotherapists
and generic
psychologists.
Teams offer a
range of
interventions
including
pharmacotherapy,
nursing and
enhancement of
adaptive skills

Study population
Study design
Data sources

Adults with any
severity of
intellectual
disability and
challenging
behaviour

RCT [Hassiotis
2009]

Source of clinical
effectiveness data:
RCT (N=63 for 6
months; 58 for 2-
year follow-up)

Source of resource
use data: RCT
(N=63 for 6
months; 58 for 2-
year follow-up)

Source of unit
costs: national unit
costs

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and values

Costs:

Intervention (SBT and TAU), non-
psychiatric inpatient stays, outpatient
appointments and day care, leisure
activities, adult education, support for
voluntary work, contact with GPs, social
workers, community nurses & advocates.

Costs over 0-6 months:
Total cost (SD) per person:
SBT + TAU: £1,415 (£1,349)
TAU: £3,615 (£8,239)

Cost difference after adjusting for baseline
age, gender, level of learning disability,
psychotic disorder, affective disorder,
pervasive developmental disorder & total
ABC score:

—£2,900 (95% CI —£6,788 to £987)

Costs over 18-24 months (non-psychiatric
inpatient services excluded):

Total cost (SD) per person:

SBT + TAU: £5,419 (£7,660)
TAU: £4,271 (£7,612)

Cost difference after adjustment:
-£815 (95% CI -£5,629 to £3,986)

Primary measure of outcome: challenging
behaviour measured by total and subscale
scores on the Aberrant Behavior Checklist
(ABC)

Results: Cost-
effectiveness

SBT+TAU more
effective in the primary
outcome at no
additional cost

Comments

Perspective: NHS &
PSS

Currency: GBE

Cost year: likely 2007
Time horizon:6 & 24
months; costs reported
for 2 time periods: 0-6
months & 18-24
months

Discounting: not
applied

Costs and outcomes
measured over
different periods of
time Applicability:
directly applicable
Quiality: potentially
serious limitations
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Study
Country
Study type

Study
Country
Study type

Felce et al.,
2014

UK

Cost
consequenc
e analysis

Intervention
details

Intervention
details

Interventions:

Manualised
group CBT
anger
management
intervention,
delivered by
day service
staff over 12
weeks (CBT)

Treatment as
usual waiting

list (WL)

Study population

Study design
Data sources

Study population
Study design
Data sources

Adults with minor to
moderate intellectual
disability and problem
anger

RCT [Willner 2013]

Source of clinical
effectiveness data:
Cluster RCT (N=143)

Source of resource
use data: RCT
(n=133) — data
collected from
researchers, service
users and home
carers

Source of unit costs:
national unit costs,

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and values

Difference in the transformed total ABC
score:

6 months: -0.89 (95% CIl=-1.74 to -0.04)
24 months: -0.88 (95% CI = -1.66 to -0.11)

Costs: description and values
Outcomes: description and values

Costs: intervention (training and delivery), day services,
multidisciplinary meetings of staff held to discuss care
plans, other community-based professional services,
hospital care, medication for the control of aggression or
related challenging behaviour, accommodation,
domiciliary support or respite care

Mean total cost per person per week (SD):
CBT: £970 (£700); WL: £867 (£592)

Adjusted mean difference: £-22 (95%CI -£192 to £147,
p=0.795)

Primary measure of outcome: Provocation Index (PI) as
completed by service users, a measure of felt response
to defined hypothetical situations that may provoke
anger

Secondary measures: Pl completed by key workers;
Profile of Anger Coping Skills (PACS), a measure of
anger coping skills, completed by service users and key
workers; PACS imaginal provocation test (PACS-IPT), a
measure of response to actual anger-provoking
situations completed by service users; aggressive

Results: Cost-
effectiveness

Results: Cost-
effectiveness

CBT better than WL

in a number of
secondary
outcomes at no
additional cost

Comments

Comments

Perspectives:
NHS & PSS

Currency: UKE

Cost year: 2010-
11

Time horizon: 10
months; costs
were measured
over a 12-week
period
Discounting: not
needed
Applicability:
partially
applicable
Quality:
potentially
serious
limitations
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Study Study population
Country Intervention Study design
Study type  details Data sources

local costs for lay
therapists

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and values
behaviour; mental health; self-esteem; quality of life

Mean self-reported Pl (SD) at 10 months:
CBT: 41.4 (23.78); WL: 45.1 (17.46)

Adjusted mean difference: -2.8 (95% ClI -7.4 to 1.7)
p=0.210

Key worker-reported Pl, PACS, PACS-IPT: significantly
improved for CBT; other secondary outcomes: not
significantly different between CBT and WL

Results: Cost-
effectiveness

Comments
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Pharmacological interventions aimed at reducing and managing behaviour that challenges in people with learning
disabilities
References to included study

Romeo R, Knapp M, Tyrer P, Crawford M, Oliver-Africano P (2009) The treatment of challenging behaviour in intellectual disabilities: cost-
effectiveness analysis. Journal of Intellectual Disability Research 53:633-643.

AND

Tyrer P, Oliver-Africano PC, Ahmed Z, Bouras N, Cooray S, Deb S, Murphy D, Hare M, Meade M, Reece B, Kramo K, Bhaumik S, Harley D,
Regan A, Thomas D, Rao B, North B, Eliahoo J, Karatela S, Soni A, Crawford M (2008) Risperidone, haloperidol, and placebo in the treatment of
aggressive challenging behaviour in patients with intellectual disability: a randomised controlled trial. The Lancet 371, 57-63.

AND

Tyrer P, Oliver-Africano P, Romeo R, Knapp M, Dickens S, Bouras N, et al (2009) Neuroleptics in the treatment of aggressive challenging
behaviour for people with intellectual disabilities: a randomised controlled trial (NACHBID). Health Technology Assessment 13(21)

Challenging behaviour and learning disabilities
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Study
Country
Study type
Romeo et
al., 2009A &

Tyrer et al..,
2008 & 2009

UK

Cost
effectiveness
analysis

Intervention
details

Interventions:

Risperidone
1mg/d (max
2mg/d)

Haloperidol
2.5mg/d (max
5mg/d)

Placebo

Study population
Study design

Data sources

Adults with learning
disability (IQ<75) and
challenging behaviour
and aggression

RCT [Tyrer 2008]

Source of clinical
effectiveness data: RCT
(N=86 randomised, n=56
for MOAS, n=60 for QOL-
Q)

Source of resource use
data: RCT (N=58 for 6
months; no data collected
from participants in
Australia)

Source of unit costs:
national unit costs

Challenging behaviour and learning disabilities

Costs: description and values
Outcomes: description and values
Costs: medication, inpatient care,
specialised accommodation, day

activities, community-based activities,
informal care.

Total mean service cost (SD) per
person:

Risperidone: £15,518 (£13,084)
Haloperidol: £13,753 (£13,316)
Placebo: £15,010 (£9,115)

Total mean cost (SD) per person,
including informal care:

Risperidone: £18,954 (£13,502)
Haloperidol: £17,626 (£12,883)
Placebo: £16,336 (£8,918)

Measures of outcome: total Modified
Overt Aggression Scale (MOAS)
score; total quality of life (QOL-Q)

Total mean MOAS score (SD)
/person:

Risperidone: 7.5 (9.9)
Haloperidol: 3.9 (8.4)
Placebo: 6.0 (8.1)

Total mean QOL-Q score (SD)
/person:

Risperidone: 74.4 (11.7)
Haloperidol: 69.7 (11.0)

Results: Cost-
effectiveness

Using total MOAS score:
Placebo dominates
risperidone

Haloperidol vs. placebo:
£614 /additional point
change on the MOAS

Probability of haloperidol
being more cost-effective
than placebo:

=~50% for WTP=0,

~89% for WTP=£3000
/point improvement in
MOAS

Using total QOL-Q:
Placebo dominates
haloperidol

Risperidone vs. placebo:
£996 /point change on
the QOL-Q

Probability of risperidone
being more cost-effective
than placebo:

=~52% for any WTP for
one point improvement

in QOL-Q

Comments

Perspective: societal
(services and informal
care)

Currency: GB£

Cost year: likely 2005/6
Time horizon:26 weeks
Discounting: not
needed

Applicability: partially
applicable

Quality: potentially
serious limitations
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Study Study population
Country Intervention Study design
Study type details Data sources
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Costs: description and values
Outcomes: description and values
Placebo: 71.9 (12.9)

Differences in costs & outcomes
between interventions not statistically
significant

Results: Cost-
effectiveness

Comments
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Appendix T: Economic Evidence Profiles

A.1 Interventions aimed at the prevention of behaviour that challenges in people with learning
disabilities
A.1.1 Psychosocial interventions for adaptive behaviour
A.1.1.1 Clinical / economic question: Early Intensive Behavioural Intervention versus control for children and young people with learning

disabilities and behaviour that challenges
Economic evidence profile

Study & Limitatio Applicabilit  Other comments Increme Incrementa [ICER Uncertaintyl
country ns y ntal cost | effect (E/effect)1
(E)1

Chasson et Potential Partially Cost analysis - NA NA Not estimated
al., 2007 ly applicable3  Time horizon: 18 £101,35
us serious years 3

limitatio

ns2
Motiwala et  Potential Partially Measure of outcome: - 4.4 Interventi  Findings sensitive to discount rate and EIBI efficacy (net
al., 2006 ly applicable5 number of £38,325 on costs and not savings, with discount rate of 5%)
us serious dependency-free dominant

limitatio years

ns4 Time horizon: up to

65 years of age

Peters- Potential Partially Time horizon: up to - NA NA Using more optimistic TAU efficacy data:
Scheffer et ly applicable7 65 years of age £946,95 -£215,273
al., 2012 serious 7
Netherlands  limitatio

ns6

1. Costs converted and uplifted to 2013 UK pounds — converted using PPP exchange rates (http://www.oecd.org/std/ppp) and UK PPS local
authorities adults and children’s services pay and prices inflation index (Curtis, 2013).
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2. Simple economic model including education costs only, cost estimates based on personal communication and further assumptions, clinical
model parameters based on published literature and further assumptions; local state costs, no sensitivity analysis

3. Population not directly relevant (children with autism instead of learning disabilities and behaviour that challenges), conducted in the US,
public perspective including state, local, federal and private costs, no discounting although time horizon was 18 years

4. Economic model over lifetime, provincial government resource use estimates and prices, all relevant costs included, but efficacy estimates
were judgements based on literature review

5. Population not directly relevant (children with autism instead of learning disabilities and behaviour that challenges), conducted in Canada,
public perspective, discounting 3%, no QALYs but intervention dominant

6. Economic model over lifetime, resource use and unit cost data based on national sources and assumptions, all relevant costs included,
efficacy estimates based on review of meta-analyses, selection of studies based on their applicability to the Dutch context, and naive
addition of meta-analytic data across same treatment arms

7. Population not directly relevant (children with autism instead of learning disabilities and behaviour that challenges), conducted in the
Netherlands, public sector perspective, no discounting

Challenging behaviour and learning disabilities





Appendix T: Economic Evidence Profiles

A.1.2 Health awareness

A.1.2.1 Clinical / economic question: Health-check intervention versus standard care for adults with learning disabilities
Economic evidence profile

Study & Limitation Applicability = Other comments Incremen Incremental ICER Uncertaintyl
country S tal cost effect (Eleffect)1

(E)1
Romeo Potentiall  Directly Cost consequence -£919 All outcomes NA 95% Cl in service costs: -£4,639 to £3,101
etal, y serious  applicable3  analysis (service  favour Improvement in outcomes statistically significant
2009B limitation Time horizon: 12 cost) intervention
UK s2 months

Outcomes: levels of
health need detection,
met new health needs,
met health promotion
and monitoring needs

1. Costs uplifted to 2013 UK pounds using the hospital & community health services (HCHS) pay and prices inflation index (Curtis, 2013)

2. Cohort study with matched controls; intermediate outcomes relating to detected and met health needs, costs collected prospectively for
intervention group and retrospectively for control group, small study sample (n=100), relatively short time horizon

3. UK study on adults with learning disabilities, societal perspective but service costs (NHS & PSS) reported separately, no discounting
needed, no QALYs but intervention dominant
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Interventions aimed at reducing and managing behaviour that challenges in people with
learning disabilities

Psychosocial interventions aimed at reducing and managing behaviour that challenges in people with learning disabilities

Clinical / economic question: psychological intervention versus standard care for adults with learning disabilities and behaviour that

challenges

Economic evidence profile
Applicability  Other comments

Study &  Limitation
country S
Hassiotis Potentiall
etal., y serious
2009 & limitation
2011 s2
UK
Felce et  Potentiall
al., 2014 vy serious
UK limitation
s4

Directly
applicable3

Directly
applicable5

Primary measure of
outcome: challenging
behaviour measured
by total and subscale
scores on the Aberrant
Behavior Checklist
(ABC)

Time horizon: 2 years

Time horizon 10
months

Costs measured over
12 weeks

Primary outcome
measure: provocation
Index

Various secondary
measures

Increme
ntal cost
()1
-£3,356
-£943

Mean
weekly
cost

£-23

Incremental
effect

6 months:
-0.89

24 months:
-0.88

Secondary
outcomes
favour
intervention

ICER
(E/effect)1

Not
combined

N/A

Uncertaintyl

Incremental cost:

6 months: 95% CI: -£7,856 to £1,142
24 months: 95% CI = -£6,515 to £4,613
Incremental effect:

6 months: 95% Cl=-1.74 to -0.04

24 months: 95% CI = -1.66 to -0.11

Incremental cost 95%CI: -£201 to £154, p=0.795
Incremental effect:

No statistically significant difference in primary
outcome

Improvement in some secondary outcomes
statistically significant

1. Costs uplifted to 2013 UK pounds using the hospital & community health services (HCHS) pay and prices inflation index (Curtis, 2013)
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2. Conducted alongside RCT, duration 2 years but costs reported for 2 time periods: 0-6 & 18-24 months; costs and outcomes measured over
different periods of time thus not synthesised, small study sample (n=63)

3. UK study on adults with learning disabilities and behaviour that challenges, NHS & PSS perspective, no discounting needed, no QALYs but
intervention dominant

4. Conducted alongside RCT, duration 10 months but costs measured over a 12-week period cost consequence analysis, small study sample
(n=143)

5. UK study on adults with learning disabilities and behaviour that challenges, NHS & PSS perspective, no discounting needed, no QALYs but
intervention likely dominant

A.2.1.2 Clinical / economic question: parent training versus wait list for children and young people with learning disabilities and behaviour that

challenges
Economic evidence profile
Study & Limitatio  Applicability Other comments Increme Incremental ICER Uncertaintyl
country  ns ntal cost effect (E/effect)1
()1
Guidelin  Potential Partially Time horizon: 61 £362 0.013 £27,148 PSA: probability of parent training being cost-effective at
e model ly applicable3  weeks /QALY £20,000/QALY: 0.29
Serious Group parent training PSA: probability of parent training being cost-effective at
limitation modelled £20,000/QALY: 0.52
s2 Some clinical input Reducing relapse for parent training: £24,895/QALY
parameters (relapse) Severe behaviour that challenges at baseline:
based on £13,037/QALY

assumptions

1. Costs expressed in 2013 UK pounds

2. Only intervention costs considered, resource use from RCTs included in guideline systematic review, efficacy data from 8 trials, PSA
performed

3. NHS & PSS perspective, QALYs based on HUI3 (valuations elicited from Canadian population)
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Clinical / economic question: interventions for the management of sleep problems in children and young people with learning

disabilities

Economic evidence profile

Stud Limit Applic Other comments

y & ation ability

coun s

try

Guid Pote Partiall Time horizon: 38 weeks

eline ntial 'y Some clinical input

mod y  applica parameters (relapse)

el serio  ble3 based on assumptions
us 4 scenarios for 4
limita, different baseline
t2|ons probabilities of non-

improvement for wait list

Results presented here
are for baseline
probability of 0.90

1. Costs expressed in 2013 UK pounds

Incremental cost vs. wait
list (E)1

Combo oral suspension:
£1,115

Combo oral solution:
£921

Combo tablets: £ 779

Melatonin oral
suspension: £721

Melatonin oral solution:
£532

Melatonin tablets: £393

Psychosocial
intervention: £362

Increment
al effect
vSs. wait
list

Combo:
0.044
Melatonin:
0.025
Psychoso
cial
interventio
n:

0.01

NMB1 Uncertaintyl

Melatonin - tablets:

£9,153 therapy being cost-effective at
Combination — tablets: £20,000/QALY: 0.39-0.53
£9,144

Wait list: £9,039
Melatonin — oral solution:
£9,014

Combination — oral
solution: £9,001
Psychosocial intervention:
£8,966

Melatonin — oral
suspension: £8,825
Combination — oral
suspension: £8,808

2. Only intervention costs considered, resource use from RCTs included in guideline systematic review, efficacy data from 3 trials for
psychosocial intervention , 1 trial for melatonin and combination therapy; PSA performed
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3. NHS & PSS perspective, QALYs based on HUI3 (valuations elicited from Canadian population)
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Pharmacological interventions aimed at reducing and managing behaviour that challenges in people with learning

disabilities

Clinical / economic question: antipsychotics for the management of behaviour that challenges in adults with learning disabilities

Economic evidence profile

Study Limitati ~ Applicabili Other comments
& ons ty

country

Romeo Potenti  Partially Measures of

etal., ally applicable  outcome: total

2009A serious 3 Modified Overt

UK limitatio Aggression Scale

ns2 (MOAS) score; total

quality of life (QOL-
Q)
Time horizon: 26
weeks

Increment
al cost
versus
placebo
(E)1
Risperido
ne: £508
Haloperid
ol:
-£1,257

Incremental
effect versus
placebo

MOAS:
Risperidone:
15

Haloperidol: -
2.1

QOL-Q:
Risperidone:
25
Haloperidol: -
2.2

ICER (£/effect)l

MOAS:
Risperidone dominated

Haloperidol vs.
placebo: £614 /IMOAS
point change

QOL-Q:
Haloperidol dominated

Risperidone vs.
placebo: £996 / QOL-Q
point change

Uncertaintyl

MOAS:

Probability of haloperidol being more cost-
effective than placebo:

~50% for WTP=0,
~89% for WTP=£3000 /point improvement in
MOAS

QOL-Q:
Probability of risperidone being more cost-
effective than placebo:

=52% for any WTP per point improvement in

QOL-Q

1. Costs uplifted to 2013 UK pounds using the hospital & community health services (HCHS) pay and prices inflation index (Curtis, 2013)

2. Conducted alongside RCT, duration 26 weeks; small study sample (n=86)

3. UK study on adults with learning disabilities and behaviour that challenges, societal perspective (service & informal care), no discounting

needed, no QALYs measured
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A.2.2.2 Clinical / economic question: antipsychotics for the management of behaviour that challenges in children and young people with

learning disabilities
Economic evidence profile

Study Limitatio Applicabilit Other comments Incremental Incremental
& ns y cost vs. effect vs.
countr placebo (£)1 placebo
y
Guideli Potential Partially Time horizon: 34  Risperidone Risperidone:
ne ly applicable  weeks tablets: £1,636 1.17
model  serious 3 Risperidone Avripiprazole:
limitation oral solution: 0.58
s2 £9,671
Risperidone
orodispersible
tablets:
£26,321
Aripiprazole
tablets:
£48,838

1. Costs expressed in 2013 UK pounds

ICER

Risperidone
tablets versus
placebo:
£1,401/QALY
All other options
dominated by
risperidone
tablets

Uncertaintyl

Probability of cost effectiveness at £20,000/QALY
risperidone tablets: 0.85

risperidone oral solution: 0.73

risperidone orodispersible tablets: 0.40
aripiprazole: 0.00

Probability of cost effectiveness at £30,000/QALY
risperidone tablets: 0.86

risperidone oral solution: 0.79

risperidone orodispersible tablets: 0.57
aripiprazole: 0.05

2. Only intervention costs considered, resource use from RCTs included in guideline systematic review, efficacy data from 2 trials on

aripiprazole and 2 trials on risperidone, PSA performed

3. NHS & PSS perspective, QALYs based on HUI3 (valuations elicited from Canadian population)
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Appendix U: Service user focus group report

Perspectives of people with learning disabilities about the
Challenging Behaviour and Learning Disabilities NICE guideline: a
report for the NICE Guideline Development Group

Aim of the focus group

The Guideline Development Group (GDG) for the NICE Guideline on ‘Challenging behaviour and
learning disabilities’ approached the The Elfrida Society and The Advocacy Project to organise and
facilitate a focus group event for people with learning disabilities. The aim of the focus group event
was to present the guideline to the group and gather their views about included topics with a view
to incorporate the information in the guideline and adapt any existing recommendations.

Background information about the organisations which took part

The Power and Control group (The Elfrida Society)

The Power and Control group is a group of adults with learning disabilities who represent the views
of people with learning disabilities in Islington, London. The group are consulted on local services
and issues and hold larger forum meetings, which anyone with a learning difficulty in Islington can
attend. They are funded by The Elfrida Society, a charity based in London which aims to make it
possible for people with learning disabilities to manage as much of their lives as they want and feel
able to do.

Camden Speaking Up Rights Group experts (The Advocacy Project)

The Camden Speaking Up Rights group experts (SURGe) are a group of adults with learning
disabilities based in Camden who give advice to health and council services on what people with
learning disabilities need. They are a service user involvement group which is part of The Advocacy
Project, a charity specialising in advocacy and user involvement in London.

The focus group workshop: who attended on the day

Four members of the Power and Control group attended the focus group. These were: Martin
Wallin, Adrian Brown, Celia Lockhart and Paul Davies. They were supported by Vincent Bottomley,
consultation manager at the Elfrida Society, who also facilitated the group. Five members of Camden
SURGe attended the focus group. These were: Stuart Dunn, Jackie McMorrow, Fatima Begum, Musa
Khan and Maureen MacDonald. They were supported by Kath Dawson, the Camden SURGe
coordinator who also helped facilitate the group. Professor Steve Pilling and Elena Marcus from the
National Collaborating Centre for Mental Health (NCCMH) carried out a presentation about the NICE
guideline and helped facilitate the group.

The focus group workshop: methodology on the day

The workshop started at 11am and finished at 2pm. After introductions Steve Pilling took both
groups through an Easy Read PowerPoint presentation about what a NICE clinical guideline is and
what areas this particular guideline covered. During the presentation, people asked questions and
there were some brief discussions.

Challenging behaviour and learning disabilities
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Once the presentation had finished the group was asked to consider their views and experiences
about the following areas covered in the guideline:

e Causes of behaviour that challenges in people with learning disabilities

e Staff training

e Medication for behaviour that challenges in people with learning disabilities

e Other therapies for behaviour that challenges in people with learning disabilities

During this part of the day, the group addressed each question in turn. Both Vince and Kath
facilitated the discussion making sure everyone had the opportunity to comment. All expressed
thoughts and views were recorded on a flip chart which have been organised according to general
themes below.

What are the causes of behaviour that challenges in people with learning
disabilities?

Problems in childhood
A troubled upbringing was seen as a potential cause of behaviour that challenges by some service
users, particularly through learnt behaviour:

“Some people, when they are a child they see their parents shouting or being violent so they think
this is the way to behave”

Not being understood or able to communicate

The group described personal experiences of having disabilities communicating physical or
emotional problems. In addition to disabilities communicating, the general view was that
professionals or family member’s had often not taken the time to try and understand the persons
underlying problem. The inability in being understood was seen as a contributing factor to behaviour
that challenges.

“I had difficult behaviour as a child because it was hard to say how | was feeling”
“People did not find out early what was upsetting me, they did not do a proper assessment”
“It might be that someone doesn’t get on with a person who doesn’t understand them”

Lack of support from people who can be trusted

The group felt very strongly that a lack of support could lead to behaviour that challenges. They
stressed the importance of having good quality relationships with staff and other people who
supported them.

“Some people might not have any support”
“You need someone to talk to who you can trust”
“Not having good relationships”

“A bad experience of support can make it hard to trust anyone to help you”

Challenging behaviour and learning disabilities





Appendix U: Service user focus group report

“A lot of people with learning disabilities have other needs like mental health, or sensory
impairments, but if you have high support needs you have to rely on good staff to get the right
tests”

Physical health problems

There was a consensus among the group that underlying physical health problems could often lead
to behaviour that challenges if they were not addressed. Some members of the group said that their
own physical health problems had often been ignored by healthcare professionals in the past.

“I had a lot of health needs in my life, but my needs were not being met”
“Late diagnosis of health problems”
“You might have an accident which affects your behaviour”

“Health staff might think your health problems are part of your learning disability and not see them
or treat them properly”

Mental health problems
Untreated mental health problems were also seen as a possible cause of behaviour that challenges.
Being able to communicate mental health issues to others was seen as a difficulty.

“Some people have depression and this causes them to get upset and angry”
“You might have emotional problems and not be able to say how you are feeling”

Not being included in decision making about care

Within the group there was an overall sense that service users were rarely included in decisions
about their care as their views were deemed unimportant. They also felt that there were too many
healthcare professionals involved in their care. Being undermined in such situations was perceived
as a potential contributor to behaviour which may challenge.

“l was angry because | wasn’t being listened to”

“What the person themselves wants can get left out. Services are not person centred, not including
the person in everything about their lives.”

“There are too many people involved in your life — staff, friends, family”
“Often not being included, getting left out of decision making.”

Prejudice and discrimination

Most members of the group had experienced discrimination from health professionals, care staff or
members of the public. The fact that stigma pervaded most areas of their lives made it all the more
difficult. The group felt very passionately about this topic and had many experiences of
discriminatory behaviour to share. The group felt that these experiences had negatively impacted
their well-being and could lead to behaviour that challenges.

“It is getting even harder to be included. This leads to anger, frustration, hurt”

Challenging behaviour and learning disabilities
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“We want to be treated equally but it is not happening. For example how hard it is to get a job”
“People in charge didn’t respect me, they talked over me, they didn’t treat me with dignity”

“Discrimination. You suffer this as a child and all your adult life — not being treated fairly, being
rejected all the time, not being included, not feeling good enough”

“How society looks at you. They don’t understand disabled people. You get judged. It is painful”
“You get a negative label”

“Snakey government policies”

What should staff training involve?

Training

The group listed a range of areas they thought were important for staff to be trained in. They felt
that training should occur before people started working and that regular monitoring of
performance would help maintain an appropriate standard.

“Staff need training to have a calm approach with people, especially if they are angry, give people
time”

“Training on how to be person centred, how to work in a person centred way”

“Training on how to build good relationships with people, how to get to know the person and make
a person centred plan with them”

“Training on good communication skills — talking, Makaton, signs, pictures, objects of reference”

“Staff should be able to work with the person to make a plan of what helps them when they are
angry — like going to a quiet room for a drink.”

“Managers and staff need to be able to sort out a problem quickly before it gets to be a bigger
problem”

“Staff should get training certificates so we can see what level of skills they have”

Appropriate support for staff

As well as training, the group felt that it was important for staff to receive good support from
managers as the job could be very stressful. The group also highlighted that being able to build good
relationships with staff members was crucial for the maintenance of a good experience of care. In
their experience this had been difficult to achieve as staff were often recruited through agencies
which meant that different people were involved in their care.

“Staff need good back up support and expert advice from their managers and others”

“Managers need to take responsibility and have experience of the people they are working with or
managing a service for”.

“Make sure that the support is consistent, not lots of change — over and agency staff.”
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Staff qualities
The group listed a range of qualities which they felt were important for staff wanting to work with
people with learning disabilities these included:

e being good communicators

e being nice and friendly

e being polite, respectful, understanding, a good listener

e agood attitude and to understand the people they work with and what problems they face

e taking time to build relationships, getting to know the person and how they communicate

e treating the person with respect, making sure they get enough one to one support when they
are angry

People with learning disabilities need to be part of interview process

There was a strong feeling from the group that people with learning disabilities should be involved in
the interview process for recruiting members of staff and in delivering training. This was seen as a
good way to empower service users and to make sure potential candidates were suitable for the
role.

“Staff should be interviewed by people with learning disabilities”

“At interviews they should interact with the people they are going to be working with so that we
can see them in action — we can tell if they have the right attitude”

“Staff should be checked by people with learning disabilities to make sure they are doing good
quality work — like the Elfrida Society User Led Monitors”

“They need training from people with learning disabilities before they start, about what their job is
about”

Surveillance
In light of the Winterbourne View report, some members of the group felt that there was an extra
need to monitor staff and to check they did not have a history of abusive behaviour.

“If people agree there should be CCTV in some places so we can keep an eye on staff”

“Everyone should have a police check so we can make sure they are not lying about their
experience”

What are your views on medication for behaviour that challenges?

When medication should be used

The group felt that healthcare professionals were too quick to prescribe medication when people
presented with behaviour that challenges. They felt it was important to understand the cause of the
change in behaviour and to use medication only in the short-term or combined with other
approaches.

“The doctor needs to meet the person to know what will help. They need to get to know them and
see how they are”
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“It is important to talk to the person and try to solve the problem at its root cause”

“A balance of both can work — medication can help the person to be calm so problems can be sorted
out”

“Medication is not the solution, but it might help for a short time”

Dosage and monitoring

If medication was prescribed the group felt it was important to make sure dosages were checked
and monitored by appropriate healthcare professionals. They also felt it was important for people to
understand more about the medication being offered and being involved in decisions about the
prescription of medication.

“Get the dose right and the type of drug”

“Make sure you check with the person about how they are improving as time goes on, so that they
are not stuck on the same dose all the time”

“Monitor the treatment very carefully and regularly. It can be addictive and have bad side effects”

“It is important to have an accessible review and assessment of medication that is as inclusive of the
person as possible”

“Help the person to understand about their medication so they can feel in control”

What are your views on psychological therapies for behaviour that
challenges?

The group did not have any experience of psychological therapies for behaviour that challenges so it
was not possible to get their views on this topic. Instead the group talked about therapies, other
than drug treatment, which may help in preventing or reducing behaviour that challenges in this
population. These are listed here:

“Music therapy”

“Art, pottery”

“Movement, dance”

“Massage”

“Hypnotherapy”

“Meditation”

“Anger management — having a punch bag!”

“Someone there to listen would be helpful”

“Giving the person the chance for a break, respite, change of scenery”

“Be creative in finding out what the person is interested in, what might work for them”
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Challenging

BEHAVIOUR

foundation

making a difference
to the lives of people with
severe learning disabilities

A Report to the NICE Guideline Development Group

Adults, young people and children with learning
disabilities who display behaviour described as
challenging: Family perspectives

The brief

The Guideline Development Group (GDG) for the NICE Guidelines on
‘Challenging behaviour and learning disabilities: prevention and interventions
for people with learning disabilities whose behaviour challenges’ approached
the Challenging Behaviour Foundation (CBF) to organise, and facilitate, two
focus group events for family carers. The aim of the focus group events were
to ensure that the voice of family carers of adults, young people and children
with learning disabilities who display behaviour described as challenging
would be fed into the consultation process about what needs to be included in
the Guidelines.

The GDG wanted the focus group events to address four specific questions
from a family carer perspective.

1. Access to assessment: What is the experience of families accessing
services for children, young people and adults with learning disabilities
who display behaviour described as challenging?

2. Medication: What is the experience of the use of medication for
children, young people and adults with learning disabilities who display
behaviour described as challenging and their families?

3. Behavioural interventions: What support is given to families when
involved in behavioural programmes and do they help children, young
people and adults with learning disabilities who display behaviour
described as challenging in the long term?

4. Transition between services: What is the experience of transitioning
between services e.g. child and adult services, into residential services

They also wanted the families to tell them if there were any other issues that
they felt needed highlighting for consideration by GDG.

© The Challenging Behaviour Foundation. Registered charity no. 1060714 (England and Wales). Registered
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Background information on The Challenging Behaviour Foundation

The Challenging Behaviour Foundation (CBF) is a charity for adults and
children with severe learning disabilities who display behaviour described as
challenging and those who support them. The CBF makes a difference to the
lives of children and adults across the UK through collecting and sharing
information, providing support for families and driving change in policy. Our
vision is for all individuals with severe learning disabilities who display
behaviour described as challenging to have the same life opportunities as
everyone else and, with the right support, to live full and active lives in their
community. Our mission is to improve understanding of challenging
behaviour, empower families with information and support, and help others to
provide better services and more opportunities to children and adults with
severe learning disabilities who display behaviour described as challenging.

The focus group workshops: Who came?
Application process and trying to get a balance between children,
adolescence and adults

The two focus groups were designed to be as representative as possible and
endeavored to find a balance between the experiences of family carers’ of
children and young people and the family carers’ of adults. We had an
application questionnaire that asked about the specific challenging behaviours
they had experienced and what the family carers thought they could bring to
the group. After this application process we invited eighteen family members
to the focus groups and in total seventeen attended and contributed.

We divided the family carers across the two focus groups by the age of their
family member with a learning disability who display behaviour described as
challenging: One group was attended by the family carers of adults, and the
other group by the family carers of children and young people.

In the adults group, the age of the family member with a learning disability
ranged from 18-37 and in the other group the age ranged from 7-21.
Traditionally, the majority of family carers are mothers and our groups
reflected this, but we also heard from two fathers, one sibling and an auntie.
In our groups we also had a variety of living arrangements, including family
members who lived at home, had been in Assessment and Treatment Units
(ATUs), had experienced respite care and who were in supported living (and
some individuals who had been in all four).

The focus group workshops: Methodology on the day

The workshops started at 11am and finished at 4pm to allow families to get
there from across the country. The families worked in small groups and
addressed each question in turn recording their discussion on flip chart paper.
They then came together as a larger group to discuss their key issues and
concerns and this information was also recorded. The same method was used
to generate and record the ‘Any Other Issues’ concerns. Finally, each
participant was asked to write out on a piece of paper his or her individual key
priority statement for the GDG. All the information was then typed up and
used as the basis for this report.
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Issues arising from guestions addressed at the workshops

Q1. Access to assessments: What are the experiences of families
accessing services for children, young people and adults with learning
disabilities who display behaviour described as challenging?

e Introductory comment

Assessment needs to start early

Assessment has to lead to outcomes

Who is doing the assessment?

Assessment needs to be person centred and joined up
Diagnostic overshadowing

Attitudes to families

Introductory comment

The families participating in the workshops said they found it hard to get to
grips with this question, as ‘assessment’ is a complex topic that is relevant to
all the other questions and issues they are being consulted on.

e The use of medication

e The best sorts of intervention, care and support for their family member

e The experience of supporting someone as they age or their needs
change

The families feel that the key questions around the assessment process are
often not always clear to them.

Who is doing the assessment?

Why is the assessment being done?

How is the assessment being done?

Who is involved in the assessment?

What are the outcomes of the assessment?

Who is monitoring and reviewing these outcomes?

Assessment is a dynamic ongoing process that needs to be regularly
reviewed and updated. Assessment needs to be seen as part of a whole
life approach to support across a person’s life cycle.

Assessment needs to start early

Families said that they thought assessment should start early and been seen
as part of a preventative strategy and should help them:

e Understand the issues and needs of their child
e Plan how to meet them
¢ Nip behaviour in the bud before it becomes a problem.
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‘There is a black hole in assessing the needs of our children between the
ages of 2 — 5. You cannot start early enough’

‘Sam got diagnosed way too late because nobody listened’

Getting the right assessment at the right time in the life cycle can help prevent
problems developing.

‘We need to be proactively planning for life to prevent problems developing.
Everything is so short term and narrow in focus.’

‘Sometimes | feel that professional aspirations are so low for my son!’

Families recognise they are in for the long haul and throughout life there are
key transitional points that are critical to plan for, manage and get right.
Having access to good quality assessment and planning will be important to
them all.

Being told — getting a diagnosis

Getting the right early intervention support

Making choices about school

Making a smooth transition between childhood through adolescence
into adulthood

e Moving into your own home

e Making a successful transition into old age and later life

Many of these critical points or transition can put stress on the family. It is
important they get:

e The right information at the right time in an appropriate and accessible
format to help to make the right choices and plan;

e Receive support in their own right — perhaps a short break or access to
Family Advocacy.

Assessment has to lead to outcomes

The overarching message of the family carers taking part in both the
workshops is that assessment should always lead to something- an
outcome, and too frequently this does not happen.

‘Assessments do not produce action plans or guidance. The behavior
specialist came in and did an assessment, discussed it with the staff team but
never followed it up to see if it had been implemented and it wasn’t! What a
waste of time that was!’

‘Professionals doing the assessment often have no idea of the capabilities of
those implementing the recommendations.’

‘The assessment wasn’t bad but there was *** all available afterwards.’

It’s all very well having an assessment but frankly the services are not there’!
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The key question for families is why do an assessment if it does not lead to
something? Why assess someone for a service if it is not there? Families
suggest that the only justification for doing so is if the individual assessments
are collated and used at a strategic level to evidence unmet needs to local
commissioners? Families are not convinced this happens.

‘One of the lessons from the fallout from Winterbourne View is that there
simply aren’t local services to meet the needs of people with learning
disabilities and challenge behaviour. This simply isn’t good enough. We need
local services to meet our children’s needs!’

Who is doing the assessment?

Families are concerned about what they perceive as the lack of expertise of
the professionals doing assessment across the board. From local teachers,
medical practitioners, CAMHS staff and even ‘experts’ in Tier 4 services. This
relates to the professional frameworks and tools they are using to assess.

The explanatory frameworks that professionals use to determine how they
‘see a problem’ and therefore how they respond to it! This is crucial in terms
of how they assess ‘what is wrong with our son and what they can do to ‘treat’
him’.’

‘Explanations are important because they determine the solutions sought by
professionals.’

‘Are we talking about the same child here? The assessment from the
psychiatrist painted a completely different picture of June compared to her
school report! How do we begin to make sense of that?’

These issues clearly have implications for the interventions that are then
recommended and it is easy to see how one professional might advocate
medication and another positive behavioral support. Families feel that
because of the perceived power differential between professions the doctor or
psychiatrists’ solution to use medication can win out in the first instance.

Assessments need to be person centred and joined up!

There is a real concern that assessments are not person centred and
individualised. One brother pointed out that often: ‘Practitioners use generic
sentences in assessments, in plans and even prescribing favourite drugs.’

One of the implications of this professional ‘bias’ in assessments is that they
are not person centred or holistic. They do not see the whole child or adult in
the round as an individual and in context.

There is a lack of joined up, holistic person centred assessments.’

‘The tools they use are not person centred. | don’t think they see Peter as a
person in the round he is just a cluster of labels to them.’
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They start assessing really early but they never put any of it together.’

This, not ‘putting it together’, has implications for the individual and their family
but also for range of professionals who are working with them. Unless there is
a formal Multi- disciplinary team in a local area it will difficult to support
effective inter-professional working and therefore a proper integrated care
plan. Once again the family will be left informally holding the coordination role
between services.

Diagnostic overshadowing

A factor that families feel contributes to the lack of person centred
assessment and the ability of people to really ‘see’ their child/ adult was
caused by ‘diagnostic overshadowing’.

Many of the families discussed the implications of this in relation to accessing
good physical health treatment for their child/adult

‘Their label means other things about them get missed, (such as health
needs), there are some many assumptions’.

‘It's about seeing the individual regardless of what they are or what their label

J

IS

But it also operated in other ways when one ‘label’ overshadowed others, for
example around ‘autism’.

‘The minute Autism is mentioned we are sent on a different pathway. When it
comes to autism and learning disability there is a lack of recognition of the
specific issues. Applied Behavioural Analysis (ABA) is rejected in the ‘autism
world’. There is a lot of evidence of person centred approaches to understand
(assess) the person. This could be seen as another form of ‘diagnostic
overshadowing’.

Attitudes to families
‘The culture of anti-family is absolutely rife!’

‘You don't start off as an aggressive forceful person....your experiences
shape you!’

The families told us that they often feel ‘under the spotlight’ when they meet
professionals, and they feel that they are being assessed themselves, but this
is never explicitly stated. They often feel that they are not listened to and
judged to be part of the problem rather than partners in working to find the
best solution for their family member.

As a result of this wariness of families they might find that their input into the
assessment process is either not sought or not valued.

This issue of ‘valuing families’ permeated all discussion topics and is
discussed more fully in the section Any Other Issues.
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Question 2: Medication: What is the experience of the use of medication
for children, young people and adults with learning disabilities who
display behaviour described as challenging and their families?

Introductory comment
Medication as the default option
Lack of information

Misuse of medication
Evaluating outcomes

CAMHS

Introductory comment

‘Medication is the most widely used intervention to manage behaviour that
challenges. Although it may be effective for some people, it is considered by
most processionals to be overused and there is a danger that it may simply
sedate the person and lead to polypharmacy’.

The families that participated in both workshops share the same concerns as
the professionals highlighted in the Scoping document for these guidelines.

It all goes back to the importance of assessment. You need a good one
before prescribing; that looks at everything else first; medication should be the
last resort!’

One Mum during the Children’s workshop said;

If used correctly medication can be very beneficial. Risperidone helped my
son focus more clearly and allowed him to enjoy a better quality of life day to
day.’

But she also noted that;

‘There were some bad side effects: weight gain, headaches and sickness’.

Medication as the default option

The families participating in both workshops are concerned that medication is
frequently the only sort of intervention offered to their family member.

‘We need behavioural interventions not chemical coshing'’.
‘There should be behavioural understanding before medication is prescribed.’.

My daughter was offered Risperidone at 15 years old. On reading the
research | questioned why it was being offered when there were no positive
results for females. | asked for therapy and not medication. | was told there is
not enough money so it was medication or nothing. | chose nothing.’

© The Challenging Behaviour Foundation. Registered charity no. 1060714 (England and Wales). Registered
office: The Old Courthouse, New Road Avenue, Chatham, ME4 6BE. www.challengingbehaviour.org.uk.
Tel. 01634 838739






Discussed below are the areas that most concerned the families attending the
two workshops.

Lack of information

1t is difficult to challenge the psychiatrists or help make an informed decision
if you don’t have the right information.’

The families said they are not being offered enough information about the
medications that are being prescribed for their family member. This includes
issues like:

e Potential side effects

¢ Interaction (poly-pharmacy) with any other drugs being prescribed

¢ Interaction with any home based remedies the person might take for a
cold or a headache.

The families felt that NICE could play a role in offering advice and guidance
on poly-pharmacy and managing side effects to other professionals
(especially GP’s) as well as families.

Misuse of medication

Families are aware that there are already Good Practice Guidelines. Families
asked why these guidelines are not more widely used and were concerned
that no one analyses or monitors the prescribing trends in this area. Families
wondered if this should be included in CQC'’s role as Regulator.

There was a very strong view that ‘Antipsychotics should never be used for
challenging behaviour unless there is an underlying mental health problem’.

Evaluating the outcome of the medication: Problems with approaches to
gathering evidence

Families are concerned that no one knows how to effectively measure the
outcomes of medication.

e How can you evaluate the efficacy of the medication if more than one
medication is prescribed or if medication is used alongside a
behavioural approach?

e How do you disaggregate and evaluate the component parts of an
intervention that involved prescribing more than one drug?

My daughter was given three medications changes in one month so it is
difficult to separate out what effect they had on her’.

Many families felt that the routine observational monitoring and recording of
their family member on a day-to-day basis is not valued or validated as
evidence by professionals. Yet it could give greater insight into the lived
experience of the person on a medication regime.
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The question of evidence comes up again in the section on Any Other
Business.

CAMHS were singled out for criticism in the children and young people
workshop

Families in the children’s workshop said there is a perception that CAMHS
only dealt in medication.

‘CAMHS are doling out Ritalin like smarties.’
‘CAMHS need to be more than just drug pushers’.

The feeling was that Ritalin has some very bad side effects so assessment
about whether to use it had to be extensive and thorough. There is a concern
that local CAMHS services lacked the sort of expertise that is needed to do
this properly. This is also felt to be true in relation to the prescribing of
melatonin.

There was a consensus that there should be a minimum of a mandatory
annual review of medication and this should involve a blood test to review
medication levels and physical functioning. This consensus links to a strong
feeling that there should be more information provided to GP’s and a better
link between primary care and specialist prescribers should be developed (as
mentioned above).

Families would also like NICE to recommend and encourage more flexibility in
how medication is administered. Many young people find it hard to swallow
tablets and liquid options should be considered as a reasonable adjustment.
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Question 3: Behavioural Interventions: What support is given to families
when involved in behavioural programmes and do they help children,
young people and adults with learning disabilities who display
behaviour described as challenging in the long run?

Introductory comment

Access to Positive Behavioural Support

Lack of expertise

Person Centred Approaches and the use of person centred tools
Working in partnership with Families

Health interventions

Introductory comment

After medication, behavioural interventions were identified as the second most
widely used approach for supporting and managing the needs of children,
young people and adults with learning disabilities who display behaviour
described as challenging. The families participating in the workshops are
unanimously positive about this approach. However, they are concerned that
there is not enough Positive Behavioural Support (PBS) (or ABA) on offer and
available in all areas.

They are also concerned that some services think they are offering PBS
(CAMHS and other providers were mentioned) but were not providing the ‘real
deal'.

‘Behavioural interventions are only as good as the people delivering them’.
Access to Positive Behavioural Support

All the families are concerned over the issue of equity of access to positive
behavioural interventions both in terms of information and availability in their
local area. The families of the children’s’ group also feel strongly that access
to PBS (and ABA) should be part of a proactive early preventative strategy.

1 cannot imagine what our life would be like now if we hadn’t found out about
ABA early on. It has made such a difference to all our lives!’

This same mum also said that she felt lucky to have been told about ABA
from another parent, and when services refused to pay for the assessment,
that they were fortunate to have the money to pay for her son’s assessment.

1 think it is very unfair that we were able to get the assessment and ABA
support he needed just because we could pay. What about families that don’t
have the money? They are being denied an opportunity to put something in
place that could potentially make a huge difference because it prevents
behaviours developing that are difficult to change once they are established.’

The issue of accessing information about interventions that could help their
family member came up in both workshops. Many of the families attending
were proactive in seeking out information but said they still found it hard.
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Some of the families get their information via new forms of media but the
majority said they still ‘find out things from talking to other families’.

There was recognition that more isolated families, or families with lack of
access to the Internet were disadvantaged.

Running alongside the issue of information and the difficulty of accessing it is
the question of the availability of PBS assessment and support in local areas.

‘CAMHS say they offer behavioural support but they don’t really. It is just a
tick box approach.’

Lack of expertise

The families identified lack of expertise in PBS as one of the main factors in
limiting availability.

‘People think they are doing it but are not.’

1 was proactive and given the tools, took them into school but they weren't
received gratefully. They thought | telling them how to do their job!’

It was noted with concern that recent free PBS training on offer to special
schools did not have a good take up rate. On the other end of the spectrum,
families raised their concerns about some providers in the adult world who
were ‘doing their own thing’.

‘There needs to be greater consistency in terms of approaches adopted.
National guidance in approaches that have a solid evidence base. A Register
of qualified practitioners’.

‘These behavioural interventions are only as good as the people delivering
them’.

Staff development and workforce issues are a big concern for families.
‘Consistency and expertise are needed’. Yet the families’ experience is often
the opposite.

‘PBS - functional assessment / implementation/ consistency / real challenge
for care staff and also exhausted families / need monitoring and support by
professional team’.

Inconsistently applied interventions, staff changes, monitoring & supervision
is flimsy. He’s been looked after by hundreds of people. We're always battling
against the staff that do what they think.’

‘Three previous interventions failed — there’s no regard given to tools, there’s
arrogance - he was left in a filthy room.’
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Families recognise that some of these workforce issues are related to wider
context of recruiting and retaining care staff in the current social and health
care market. This issue is picked up again in Any Other Issues.

‘We don’t pay them enough. They can get more working stacking shelves in a
supermarket. If we don’t value them how can we expect them to value our
children’.

Person-centred approaches and person-centred tools

‘Families are naturally person centred - how could we not be — we are talking
about my son’.

The lack of a person centred approach to assessment and interventions is a
big issue for families. The workshop participants feel the lack of person
centred assessments leads inevitably to care and support intervention plans
that are not individualised.

‘One size does not fit all’

It is therefore important that practitioners use some of the excellent person
centred tools that are currently available. Their lack of knowledge is indicative
of the concern over expertise discussed above. Families flagged up the value
of using:

Communication passports
Mood charts

Videos

Essential Life Style planning

There are also more practical concerns about: the ability and capacity of
systems to respond quickly, how plans will be funded, and also, how to
monitor the effectiveness of their implementation.

‘Care plans are delayed getting signed off and often not accurate.’
‘Don’t have the time to keep these plans up to date.’

‘Interventions should be based on a functional assessment of the individual
and co-produced with families and as part of the persons Person Centred
Plan’.

‘A person centred plan needs to be fully implemented and regularly reviewed
as a ‘living document’.’
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Working in partnership with families

Families want to be involved in designing, co-producing and delivering care
and support for their family member. This is obvious if the child or adult lives
at home but is also be relevant for those who are living away from home in
residential care, supported living, ATU or hospital setting.

‘There needs to be a package of care which recognises that the family play a
central part. This care and support should be based on PBS’.

All families need to be informed, equipped and supported to take an active
role in finding the best way to support their individual child or adult with a
learning disability who display behaviour described as challenging.

‘Bugger all support is given to families- we are not informed or equipped to
deal with the things that confront us. We are just left to manage on our own’.

‘A family’s ability to fulfil any intervention very much depends on how tired/
stressed they are, as well as the appropriate skills being shown’.

‘Its sink or swim. Some of us manage to swim but a lot of families sink! It puts
so much pressure on a marriage. Families need more respite. It makes it so
much easy to cope and stay positive’.

The families also highlighted the fact that they were concerned about working
within the law in terms of any interventions they were involved in; particularly
in relation to restraint and the new Deprivation of Liberties Safeguarding
Guidance. In general they said that they felt it was important as to have an
understanding of both the Mental Capacity Act and Mental Health Act as their
family member reached adulthood.

Physical health interventions

All the families described the difficulties they encountered trying to access
good health care (including dentistry) for their family member. ‘It is simply a
nightmare’ one Mum said. The issues that were raised ranged from
‘diagnostic overshadowing’ to lack of reasonable adjustments to
accommodate the specific needs of the person. For those with an adult family
member the issue about choice and decision-making is seen as essential and
more information is needed for both families and practitioners.

‘The care workers wanted to refer him to the behavioural psychologist
because he couldn’t control his bowels. In the end he was given a diagnosis
of Ulcerative Colitis but it took us two years to persuade the people it was a
physical not a behavioural problem’.

Many of the families attending the workshops had children, young people or
adults with complex health needs as well as having a learning disability and
displaying behaviour described as challenging.

There is no sense of coordination. None of the departments seems to speak
to each other.’
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‘I spent hours filling in my boys ‘My Hospital Passport’ all the useful points
about his care, needs, phobias, etc.- yet one no looks at it! It needs to be
used by professionals’.

One Dad in the workshop had a list of suggestions about what needed to
happen to improve the experience of getting better health care:

e Training for all NHS staff in making reasonable adjustments: mental
capacity act, appointments, access, care, communication

e Training for GPs in the use of the mental capacity Act, reasonable
adjustments, annual health checks and proactive care planning

e Annual Health Checks to be made a compulsory part of the GP
contract rather than optional (enhanced)

e Atleast one LD liaison nurse in every hospital

e All hospitals to have a team of staff trained in challenging behaviour
and appropriate interventions. (Could include restraint training)

e Effective and proactive healthcare planning and screening including
a care passport.

e Help to maintain health and communication passports and family
support plans are a brilliant idea too

e Easy read documentation and appointment letters

e Community LD teams to stop discharging clients. They have a duty
of care therefore should maintain an interest/file

e Commissioning which enables everyone with a chronic condition to
have access to appropriate proactive care irrespective of the
condition

e Medical staff to be made to treat carers as equal partners unless
there is a very good reason why they cannot.
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Question 4: Transition between services: What are the experiences of
transitioning or moving between services (E.g. Child to adult services,
or into residential services)?

Introductory comment

Good practice — planning for transitions
Chaotic and unplanned transitions
Critical transitions identified

Good and bad transitions

The families attending the workshop acknowledged that going through any
sort of transition can be a difficult experience for anyone.

‘We all make many transitions in our lives, some we have a choice over, some
we do not. The context of the transition can make a difference to the way we
experience it’

Individuals with learning disabilities whose behaviour challenges experience a
number of major life transitions: moving from childhood to adulthood, leaving
home, facing the death of loved ones. However, as one Mum pointed out,
smaller everyday challenges can be a challenge as well!

‘Transitions between shifts in a unit can be problematic if not properly thought
out, planned and well executed’!

Good practice: Planning for transitions

All good transitions involve preparation, planning and execution of an action
plan that everyone has signed up to, whatever the transition is.

‘Obviously we need as much information to make the right choices and make
the right decision’.

Families are clear that preparation and planning always needs to involve the
person, (even if they lack capacity), and their family.

1 wish they would listen to my son! | wish they would listen to me!’

Even if the child, young person or adult with a learning disability who displays
behaviour described as challenging cannot communicate using verbal
communication, it is essential to find other ways of finding what their
preferences would be as they make a change in their life.

This should involve using a range of person centred tools to find out what is
important to the person as well as what is important for them! Also mapping
the person’s key relationships likes and dislikes, as well as developing a
Communication Passport.

‘The tools are there, we just need to know about them to use them’.
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This reinforces the point made by families in relation to earlier questions that
‘one size does not fit all’ and planning with people has to be person centred
way in partnership with the person and their family. The families at the
workshop told us that this was not always as straightforward or easy!

‘There is a lot of great information out there now to help you prepare and plan
for the time your child moves into adulthood. The sad thing is that where we
lived it was all left to the last minute and we were told that when he left school
his only choice was the local college but when we talked to the college they
made it clear that they couldn’t cope with Josh and he ended up sitting at
home with me! He got bored and things went from bad to worse and he ended
up being placed in a home miles away’.

Chaotic and unplanned transitions

The families said they thought that children, young people and adults with
learning disabilities who display behaviour described as challenging are
particularly vulnerable to experiencing chaotic transitions. They attribute this
to the lack of expertise in local services to enable the needs of people with
more complex needs to be met. This relates back to the issue of local
capacity:

‘It’s all very well having an assessment but frankly the services are not there’!

‘The staff just didn’t have the expertise to meet her needs and she had to
move!’

Critical transitions identified

In the workshop families identified the transitions that had been critical for
them or they anticipated being critical for them. These included:
e Moving into education
Making a decision about 52 week residential school
Moving from children to adult services
Leaving the family home
Moving into a residential service
Moving to a different placement in an emergency as a result of
placement breakdown
e Being admitted into an ATU or hospital in a crisis — under a MHA
Section.
e Moving into a supported living arrangement

Good and bad practice identified

Families shared their good and bad experiences of transition but it has to be
acknowledged that the bad experiences heavily outnumbered the good. The
good practice examples demonstrated that when an investment was made in
giving time to preparing and planning the transition, it worked well.

Transition between services
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The new staff team worked with Kay in her old environment for four months
before supporting her to move to her new home. We (my daughter and
myself) were involved in recruiting the new staff team. Videos of the interview
guestions were sent to Kay.’

‘She had no real preparation when she left her school (52 week residential)
and was sent to a private hospital. None of her records from school were
transferred and her teaching staff had no input into the admission and
assessment process. As family we were told we should not come and see her
for a few weeks as it might unsettle her. When we eventually got to see her
she had turned in to a ‘wild animal’. It was beyond distressing to see her. It
took us ages to get her case reviewed by the Mental Health Tribunal. The
experience was appalling!’

Families said they feel that many children, young people and adults with
learning disabilities who display behaviour described as challenging are on a
pathway that can lead to mental services and institutional care because they
fall at the hurdle of each life transitions they make. This happens because of a
lack of understanding of their specific needs and a lack of planning on the part
of local commissioners and providers. This results in a lack of local services
that are designed, equipped or have the capacity to meet their individual
needs.

They are round pegs and we try to fit them into square holes and it just
doesn’t work!’

The only way | have been able to keep him out of a locked facility is to take a
personal budget and develop a support service around him, which I manage.
He has a good life but it comes at a cost and the cost is me!’
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Any other issues: NICE scope

Introductory comment

Family carers often relish the opportunity to come together and discuss the
issues that face them in their quest to get the right support for their family
member with a learning disability who display behaviour described as
challenging. The families that participated in the NICE workshops were no
different.

The opportunity to discuss ‘any other issues’ generated much discussion,
some of which was clearly outside the remit of the NICE Guideline scope.
This included the political situation, the funding crisis, (particularly in Social
Care) and the challenge of implementing national policy, including the NICE
Guidelines in local areas when there is a move away from centralism to
localism. Some of these concerns are reflected in the individual priority
statements in the appendix.

It is interesting that the Scope included some issues that we weren’t explicitly
asked to address but did come up in the Any other Issues section, for
example workforce issues. The workshops did not directly address the
question of: Interventions — that would help the family. Short breaks and
respite were mentioned and information (addressed below) but on the whole
the families’ focus was on getting the right support for their family member
with a learning disability who display behaviour described as challenging.
Reinforcing the point often made by family carers; if you get it right for
them, you get it right for us!

Any other issues: Not covered explicitly in relation to the other
questions

Valuing families

For the majority of children and adults with learning disabilities and behaviour
described as challenging their families offer not only love and concern but
also a continuous and caring relationship throughout their life. Families hold
the child’s or adult’s history and know them the best.

Yet the families at the workshop said they didn’t feel valued by professionals
and often felt that they were being assessed and labelled, as ‘good’ or
‘difficult’, overprotective or having ‘unrealistic expectations’. .

1 think they see us as the problem. They certainly don’t see us as partners or
involve us in their assessment or decision-making.’

Whilst this was also true for the families of children, the families of adults felt it
most acutely.

‘Don’t lock us out’ was the unanimous opinion. ‘See us as partners. Value
what we have to offer..
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Families frequently hold the coordination role for their family member - which
links to the lack of ‘joining up’ in services discussed below. It is really
important that they are involved in all aspects of the process of finding the
right way to ensure that their family member is supported to live a good quality
of life.

This involves embedding in all services (from childrens and adults) a culture
of partnership working with families and co-producing:

e Person centred assessment
e Care and support plans

And involving families in:

e The monitoring and evaluation plans
e Reviews.

The families feel that this needs to be reflected in the guidance that is
produced by NICE as an integral part of establishing person centred and
integrated care for the child, young person or adult with learning disabilities
who display behaviour described as challenging. It also reinforces the need
for local services as it is logistically much easier to involve families in this way
if their family member is closer to home.

Access to information

The empowering role of providing good information to families at the right
time, in the right place and in a format that is appropriate and accessible,
cannot be underestimated, and is a prerequisite for enabling families to be
fully valued partners as described above.

If you don’t go looking for it, it won't come looking for you’.

‘A lot of the time getting information is like being a private detective — what’s
wrong? What could have caused it? Having someone else to talk to helps.’

‘We just didn’t know where to get help or what was available. No one seemed
able to tell us’

Families require information throughout the different ages and stages of life.
The families participating in the workshops highlighted:

Understanding learning disabilities and challenging behaviour
What PBS approaches have to offer

The pros and cons of a range of medications

What does good support look like?

What is person centred planning?

What to expect from providers?

Understanding the welfare benefit system

Understanding the legal framework — children

Understanding the legal framework — adults

© The Challenging Behaviour Foundation. Registered charity no. 1060714 (England and Wales). Registered
office: The Old Courthouse, New Road Avenue, Chatham, ME4 6BE. www.challengingbehaviour.org.uk.
Tel. 01634 838739

19





e Understanding the MCA and the MHA - decision making and rights
etc.

e Understanding the processes of admission to an ATU and what to
expect, including the role of the family in assessment and treatment
plans and the statutory rights of the person and the family.

All providers of care and support at whatever life stage need to invest in
producing clear information about what they do and how they work and how
they involve families.

The system is a mystery to us — we just don't know how it works, what
guestions to ask. What we can expect to happen!’

Workforce issue

As highlighted in Question 3 - care and support plans are only as good as
the people that deliver them. This is a major area of concern for families.
Building relationships with professionals and the staff that support their family
member is vital. An essential part of this is continuity.

They know him and they know us. We have worked at our relationship over
the years and we trust them to do the best for our daughter’.

Where there is high staff turnover it is difficult to build trust; important
information about how to support the person gets lost as there is no sense of
history.

Although outside of the scope of the NICE guidelines families feel strongly
that the issue of developing a better paid, more highly valued workforce needs
to be a priority.

Staff development issues for this workforce are also a priority across the
range of services and including clinicians, teachers as well as support of care
staff. This includes emphasising a value driven approach as well as improving
knowledge and awareness of the specific issues facing children, young
people and adults with learning disabilities who display behaviour described
as challenging. It also needs to focus on developing skills (in areas like
PBS).

‘Staff development is different from training. We want the people, who support
our family member to really understand them, build a relationship with them
and engage them in meaningful, purposeful, care. You cant do that unless
you build a relationship’.

One member of the workshop who is both a Mum and a qualified psychiatric
nurse also emphasised the role of practice leadership, whilst other families
are keen to stress the importance of developing a workforce where there is a
culture of transparency and openness rather than defensiveness and secrecy.
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Integrated care and joined up working

Families told us they frequently experience the health and social care system
as fragmented and nothing seems to join up.

There is a lack of integrated / joined up support — each service assumes you
only see (or need to see) them.’

In practice this means families are often the bridge between a range of
services and find themselves playing an important coordination role. This role
is frequently not recognised or valued and puts added layers of frustration and
stress on their relationship with services.

To enhance integrated care involves thinking about care and health pathways
from the person’s perspective. Services and the different professional groups
within them need to pay more attention to shared working and creating
structures that coordinate information, interventions and evaluation and
review into a single process.

Developing a range different ways of collecting and recording evidence

Families understand the need for robust, evidence-based practice as a way of
ensuring good person centred outcomes for their family member. However
during the workshops, families expressed a concern about how NICE would
define what constituted ‘evidence’. There was a real fear that there would be a
bias towards ‘hard’ quantitative data, which might be easier to develop around
medication, than ‘softer’ ethnographic or experiential qualitative data.

Families were also concerned that the routine, observational, everyday
changes they record would not be valued or validated. The implications for
NICE is the need to have a more flexible approach to evidence and to invest
in evaluating a range of different ways of collecting and recording evidence of
what works.

‘It is really crucial that the research that’s being done in these areas such as
need for medication and challenging behaviour is not always based on
number crunching research studies alone. Basing an understanding of a
subject only on these studies gives one a very narrow understanding of what
is happening’.

Access to advocacy

Families often feel that they have to take on the role of advocate to get the
best out of services on behalf of their family member: especially, but not
exclusively, if they do not communicate verbally. Families who take on an
advocacy role often find themselves as labelled as ‘difficult’. This does not
help build good working relationships,

‘It does feel lonely and isolating fighting with services all the time. | get
depressed.’
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For this reason many of the families told us they would welcome having
greater access to Family Advocacy: family advocates that could/can work
alongside them and support them to both get the best for their family member
and wider family needs. Despite the need there is very little of this sort of
advocacy available to families.

There is also an issue of availability for families trying to access Independent
Advocacy services for their family member. This is particularly important if the
person is placed out of area in either a residential setting or an ATU or
hospital. The mental health system is often a new and difficult system for
families to navigate and the role of a good quality advocate is vital in
reassuring families that their family members best interests are being looked
after!

Personal Budgets

Some families manage a Personal Budget/Direct Payment for their son or
daughter. Others are considering Personal Health Budgets. The management
of these budgets and becoming an employee is something that they say they
need much more information and support with.

It does give you more choice and control but it is not always easy to manage.
You have to recruit staff with the right values, induct them and train them up.’

1t feels like a minefield! Employee rights — employer responsibilities — all |
want is good people supporting him to live well in the community - | never
thought | would be managing rotas.’

In conclusion: Making change happen!

The workshops provided an opportunity for families to have their say about
the range of issues that are important from their perspective and experience.
However there was concern about whether, as a result of the new guidelines,
their experience would change!

‘We have so many policy documents telling us what should happen! We have
a lot of good practice published that tells us what can happen and yet nothing
changes where we live’.

The families at the workshops asked the question what difference will these
NICE Guidelines make’? What support will be put in place to implement
them? Who will monitor and evaluate the outcomes?

‘We have policy; we have research — what are the barriers to
implementation?’

Making change happen is the challenge we all face!
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Appendix

At the end of each session families were asked “If you had one key message
to send to the guideline development group what would it be?”. These
statements have been transcribed below and highlight key themes that arose
during the days’ discussions. These themes have been underlined. They
demonstrate how different people highlighted similar issues as the main
priority.

1.
2.

Involve and listen to families at every opportunity and level.

High quality positive behavioural support and ABA needs to be readily
accessible as a local service in all parts of the country for adults and
children with learning disability who display behaviour described as
challenging.

That the correct expertise is available (Tizard, PBS, ABA, Dr Santosh,
CBF, MENCAP, NAS, Improving Lives Review). The correct expertise
has to be involved in the joint commissioning, CQC, training, NICE
guidance and mental health act development, education. Including
‘experts by experience’ (families).

Person centred assessment, planning & treatment. Basically everything
should, needs & must be person centred.

ABA overseen by BCBA — available on the state for all, not just the
rich.

More gqualified carers in all areas. More caring in the caring community
(we'’ve got the funds but can't find the expertise).

A strong accountable implementation programme to make the
quideline a reality.

Why has it taken so long to realise these people need guidance — put
words into action. Make a difference to our young people’s lives “Give
her a life not just an existence”.

Always listen to the parents who are best placed to know their young
person and tell them what you know regarding available provision.

10. ATU’s must have closer monitoring with specific research on the use

of physical and chemical restraint. The Mental Health Act allows our
most vulnerable people to be abused in health care settings and it
would not be allowed in any other health care settings. You need to
give local areas greater expertise in regard to service requirements in
their locality. Without this they cannot bring people ‘home’.

© The Challenging Behaviour Foundation. Registered charity no. 1060714 (England and Wales). Registered
office: The Old Courthouse, New Road Avenue, Chatham, ME4 6BE. www.challengingbehaviour.org.uk.
Tel. 01634 838739

23





11. Four pleas:

e Please treat parents and carers as equal partners

e Please make sure staff have adequate training so they can
advocate for their patients effectively

e Please make sure commissioning is responsive to individual
needs and not just for the masses

e Please remember that every patient has a right to _have their
needs met

12. | think it is essential that a functional assessment carried out by
someone with a qualification in ABA underpins behaviour support plans
& that they are monitored & amended when necessary. Early
intervention is key.-There needs to be increased knowledge amongst
all professionals in Health & Social Care.

13. It’s important that carers are well paid & fully qualified to care for our
child/young person/adult.

14. Assessors start blind, they don’t know the person, and the tools are
not fit for purpose (how are tools tested?). They're not joined up
through assessment, action & evaluation. (This needs to change).

15. Communication needs to be tested against understanding - people are
individuals. With challenging behaviour the devil is in the ‘minute’
detail.

Qualitative data tells you what you need to do differently, numbers
don't.

16. It’s crucial that the research that is being done in these areas (such as
need for medication and challenging behaviours) is not always based
on numbers alone. Basing an understanding of a subject only on these
studies gives a very narrow understanding of what is happening.

17. How skilled are people? What power do they have, what skills do they
have? What constituency are they representing? People should be
involved & included. Are they engaged? What is the impact?
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Appendix W: Further results of the guideline economic analyses

Appendix W: Further results of the
guideline economic analyses

A.1 Guideline economic analysis on parent training for the
management of behaviour that challenges in children
and young people with a learning disability

Table 1. Deterministic results of economic analysis of parent training for the
management of behaviour that challenges in children and young people with
a learning disability — mean costs and QALYs for 100 families of children and
young people with a learning disability receiving treatment

Intervention Mean total cost Mean total QALYs ICER versus wait list
Group parent training £36,230 79.20 £28,067/QALY
Wait list £0 77.91 N/A
Incremental £36,230 1.33

Figure 1. Cost effectiveness plane showing incremental costs and QALYs of parent
training versus wait list — mean probabilistic results
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(a) The straight line shows the lower NICE cost effectiveness threshold of £20,000/QALY:; the dotted line shows
the upper NICE cost effectiveness threshold of £30,000/QALY.
(b) The circle represents parent training, while wait list is placed at the origin.
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Appendix W: Further results of the guideline economic analyses

A.2 Guideline economic analysis on sleep interventions

Table 2. Deterministic results of economic analysis of psychosocial, pharmacological and combined interventions for the management
of sleep problems in children and young people with a learning disability — mean costs and QALYs per child or young person
receiving treatment

Intervention Probability of non-improvement in sleep problems under wait list
0.900 0.925
Total cost Total QALYs  ICER (£/QALY) Total cost Total QALYs ICER (E/QALY)

WL 0 0.4520 0 0.4504

Psychosocial intervention £447 0.4669 ext dominance £447 0.4628 ext dominance
Melatonin - tablets £412 0.4779 £15,872 £412 0.4749 £16,830
Melatonin - oral solution £558 0.4779 dominated £558 0.4749 dominated
Melatonin - oral suspension £757 0.4779 dominated £757 0.4749 dominated
Combination - tablets £858 0.4966 £23,846 £858 0.4955 £21,644
Combination - oral solution £1,005 0.4966 dominated £1,005 0.4955 dominated
Combination — oral suspension £1,203 0.4966 dominated £1,203 0.4955 dominated

Intervention Probability of non-improvement in sleep problems under wait list
0.950 0.975
Total cost Total QALYs ICER Total cost Total QALYs ICER

WL 0 0.4489 0 0.4473

Psychosocial intervention £447 0.4580 ext dominance £447 0.4524 ext dominance
Melatonin - tablets £412 0.4714 £18,285 £412 0.4673 ext dominance
Melatonin - oral solution £558 0.4714 dominated £558 0.4673 dominated
Melatonin - oral suspension £757 0.4714 dominated £757 0.4673 dominated
Combination - tablets £858 0.4942 £19,559 £858 0.4927 £18,911
Combination - oral solution £1,005 0.4942 dominated £1,005 0.4927 dominated
Combination — oral suspension £1,203 0.4942 dominated £1,203 0.4927 dominated
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Appendix W: Further results of the guideline economic analyses

Figure 2. Cost effectiveness plane showing incremental costs and QALYs of sleep interventions versus wait list — mean probabilistic

results
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(c) The straight line shows the lower NICE cost effectiveness threshold of £20,000/QALY:; the dotted line shows the upper NICE cost effectiveness threshold of £30,000/QALY.
(d) Wait list is placed at the origin.
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Appendix W: Further results of the guideline economic analyses

A.3 Guideline economic analysis on antipsychotics for the
management of behaviour that challenges in children
and young people with a learning disability

Table 3. Deterministic results of economic analysis of antipsychotics for the
management of behaviour that challenges in children and young people with
a learning disability — mean costs and QALYs for 100 children and young
people with a learning disability receiving treatment

Intervention Mean total cost Mean total QALYs Incremental analysis
Risperidone — orodispersible tablets £268 0.448 Dominated
Risperidone — oral solution £98 0.448 Dominated
Risperidone - tablets £17 0.448 £1,420/QALY
Aripiprazole £490 0.443 Dominated
Wait list £0 0.437

Figure 3. Cost effectiveness plane showing incremental costs and QALYs of
antipscyhotics versus placebo — mean probabilistic results
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(e) The straight line shows the lower NICE cost effectiveness threshold of £20,000/QALY:; the dotted line shows
the upper NICE cost effectiveness threshold of £30,000/QALY.
(H Wait list is placed at the origin.
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