Adapting Psychological Therapies for people
with intellectual disabilities: adapted
behavioural activation therapy (BeatIt) for
people with intellectual disabilities and
depression

Towards adapting psychological
interventions – thinking about
depression
Today I want to talk about:
• The background to the delivery
of adapted Behavioural
Activation for people with
intellectual disabilities and
depression
• Adaptations made to the
behavioural activation
intervention for people with
intellectual disabilities and
depression (BeatIt)

Cognitive Behavioural Therapy & Rational
Emotive Behavioural Therapy: The Originals
- Beck and Ellis.

Challenges we face…
• Unable to see people’s
potential
• Social exclusion & stigma
• Lack of trained therapists
with relevant experience
• Lack of evidence &
skepticism about carrying
out large trials

Towards adapting psychological
interventions – cultural factors

Towards adapting psychological
interventions – thinking about
depression

Background
▪ People with intellectual disabilities have higher
levels of mental ill-health than the general
population (a point prevalence of 40% for adults)
▪ Depression is just as common amongst adults
with intellectual disabilities as it is with everyone
else (Cooper et al. 2007a)
▪ It is the most common kind of mental health
problem experienced by adults with intellectual
disabilities (Cooper et al. 2007b).

• Chronic or long lasting depression is
five
five times more common amongst adults with
with intellectual disabilities
t

Depression - perhaps still rather a
hidden problem?
• 179 people recruited for group anger
management trial (Willner et al, 2013)

• 71% male and average age 38 years (28-47)
• Family home 41%; Staffed housing / supported
living 38%; Other 21%.
• Clinical Levels of Depression
• Clinical Levels of Anxiety
• Severe Challenging Behaviour

34%
75%
26%

Behavioural Activation for
Depression – The BeatIt Trial
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Behavioural Activation For Depression.
• Behavioural Activation treatments (Jacobson,
2001; Lejeuz et al, 2001; Dimidjian et al, 2006)
have evolved from earlier behavioural theories
about depression
• Ekers et al’s (2009) review found that
behavioural activation (BA) is as effective as CBT
• Richards et al (2016) COBRA trial – Behavioural
Activation just as effective as CBT

Behavioural Activation vs. control post treatment
(ordered by effect size high to low).

Ekers D, Webster L, Van Straten A, Cuijpers P, Richards D, et al. (2014) Behavioural Activation for Depression; An Update of Meta-Analysis of
Effectiveness and Sub Group Analysis. PLOS ONE 9(6): e100100.

Behavioural Activation For Depression.
Jacobson et al (2000) drew up one of the first BA interventions
with the following elements:
i) Find out the function of the depressive behaviour - a selfdefeating avoidant way of coping.
ii) In collaboration with the client, identify how certain triggers
produce a negative emotional reaction that leads to
avoidance (e.g. bills – feelings of hopelessness – put them
into a drawer).
iii) This is a TRAP; trigger, response, avoidance pattern.
iv) The aim is to get back on TRAC; trigger, response, alternative
coping.
v) Whilst there is no work with people’s thoughts (cognitions),
there may be attempts to work with cognitive processes, like
rumination, that might block people’s engagement with
reinforcing activities e.g. meeting with friends.

Behavioural Activation For Depression.
• Hopko et al (2003) developed a slightly
simplified version of BA that he called Brief
Behavioral Activation for Depression (BAT).
• BAT is based on matching theory – the more
time someone spends engaged in healthier
behaviours and less on unhealthy behaviours is
proportionate to the amount of positive
reinforcement they receive.

Why Behavioural Activation?
The main elements of
BehaviouralActivation are:

• Increasing behaviours that are likely
to bring the individual into contact with
positive environmental contingencies
(Lejeuz et at’s Brief Behavioural
Activation; 2010)
• Systematic approach used to
increase ‘helpful behaviours’ in
targeted life domains.
• Ensure activities are consistent with
the person’s life goals / values.
• Don’t ignore other potential blocks to
progress, the approach is
collaborative, active and effortful.

Behavioural Activation – Why for people with
learning disabilities?
• Behavioural Activation (BA) is
recommended as an effective
treatment for depression (Nice
Guidelines, 2009).
• More accessible for people
with intellectual
disabilities: less reliant on
verbal ability.
• Also may target vulnerabilities
due to life circumstances – e.g.
socially marginalisation, and
limited meaningful activity in
their lives.

Compared to an ‘active’ control: StepUp
Guided self-help:
▪ A psychoeducational approach
▪ Helps people understand their difficulties
▪ Targets some of the main difficulties faced by people
who are depressed
▪ Aims to give people the knowledge to manage their
difficulties

BeatIt
Consisted of 12 sessions that
can be divided into 3 main
phases:

1. Assessment and formulation
(sessions 1 - 5)
2. Working towards change
(sessions 6 – 10)
3. Finishing therapy (sessions
11 – 12)

StepUp
x8

Careful development… more later

Participants and therapists
Participants:
• Over 18
• Clinically significant depression
(assessed using the DC-LD)
• Able to give informed consent
• Had a family member/supporter able
to accompany them to therapy
sessions
Therapists:
• Community Nurses and Occupational
Therapists from specialist services for
people with intellectual disabilities and
therapists from general adult mental
health services.
• A two day training and a minimum of
fortnightly supervision from Clinical
Psychologists
Delivery:
• On an outreach basis

Outcome measures – what changes?
Main outcome measure:
• The Glasgow Depression Scale for People with Learning
Disabilities (GDS-LD; Cuthill et al, 2003)
Other (Secondary) measures included:
• Support person rated depression (IDDS)
• Self-reported anxiety (GDS)
• Aggression (BPI-S)
• Quality of Life (EQ-5D-Y)
• Activity (ICI; IPDL)
• Perceived social support (SSQ3)
• Carer self-efficacy (EDSE)

+
Health Economics Evaluation and qualitative studies.

Recruitment

Study
flowchart
Beat It

4 month postrandomisation
assessment

12 month postrandomisation
assessment

Consent/screening
Baseline assessment
Randomisation
Monitoring of
treatment fidelity
Carer report of medication and
service use
(8 months post- randomisation)

Interviews and
focus groups

Step Up

4 month postrandomisation
assessment

12 month postrandomisation
assessment

Randomisation
Next, participants (from Scotland, England and
Wales) were randomly assigned to one of the
interventions and began meeting with a
therapist.

Beat It
84

(Behavioural
activation)

Step Up
161

(Guided selfhelp)

77

Participant characteristics at baseline

Ethnicity*
Marital status**

40.3 (11.7)

40.1 (12.0)

38 (45.2%)

38 (49.4%)

Female

46 (54.8%)

39 (50.6%)

White

81 (97.6%)

75 (98.7%)

Other

2 (2.4%)

1 (1.3%)

Married/cohabitating

5 (6.0%)

7 (9.3%)

Separated/divorced/widowed

6 (7.2%)

1 (1.3%)

73 (86.9%)

67 (89.3%)

4.5 (2.6)

3.8 (2.1)

Yes

17 (20.2%)

4 (18.2%)

No

67 (79.8%)

63 (81.8%)

Verbal

58.87 (8.67)

63.14 (10.15)

Performance

57.84 (9.18)

58.45 (8.11)

Full scale

55.44 (8.02)
16.60 (7.91)

58.34 (8.38)
16.90 (6.73)

Less than daily support

25 (29.8%)

24 (31.2%)

Daily support (contact at
some point seven days/week)

59 (70.2%)

53 (68.8%)

Visual impairment

55 (65.5%)

45 (58.4%)

No visual impairment

29 (34.5%)

32 (41.6%)

Hearing impairment

20 (23.8%)

8 (10.4%)

No hearing impairment

64 (76.2%)

69 (89.6%)

Mobility problems

19 (22.6%)

20 (26.0%)

No mobility problems

65 (77.4%)

57 (74.0%)

Single
Deprivation decile
Previous therapies for
depression
IQ***

GDS-LD score
Support with living

Vision
Hearing
Mobility
Antidepressants
Mood stabilisers

Step Up
(n=77)

Male

Age (years)
Sex

Beat It
(n=84)

Yes

53 (63.1%)

51 (66.2%)

No

31 (36.9%)

26 (33.8%)

Yes

11 (13.1%)

15 (19.5%)

No

73 (86.9%)

62 (80.5%)

Data are mean (SD) or n (%). *2 participants declined to respond (Beat It n=83, Step Up n=76). **2 participants declined to respond
(Beat It n=84, Step Up n=75). ***Verbal and performance scores are missing for 1 participant (Beat It n=83, Step Up n=77)

Fidelity – doing what they should
• 77 therapists
• Less than 20% of therapists made a mistake
with sticking to the manual (for both therapies)
• Therapists delivered good quality of therapy.
Out of a possible score of 4 the therapists’
average scores were:
3.5 for warmth,
3.6 for empathy,
3.3 for adjusting their communication
• Most participants completed the trial (141) and
most attended almost all of the sessions (BeatIt
= mean 9.9 sessions; StepUp = mean 7.1
sessions)

Results: Primary outcome GDS-LD
▪ No group difference in the effects of BeatIt and StepUp on GDS-LD
scores at the 12 month primary outcome point (BeatIt 12.0 GDS-LD
points [SD 8.0]; StepUp 12.4 GDS-LD points [SD 7.6]; mean
difference 0.3 GDS-LD points [95% CI -2.2 to 2.7]; p=0.83).
18
16

14
12
10

Beat It
Step Up

8
6
4
2
0
Before therapy 4 months later 12 months later

Other analyses
▪ Other outcomes: same pattern (no group difference) for
GDS-LD at 4 months, and secondary outcomes at 4 and
12 months
▪ The same results were found when we took account of
missing data and when we only included people who had
made it along to enough therapy sessions to have
‘completed’ therapy

Effect size (95% CI)*
GDS-LD
Beat It
Step Up
IDDS
Beat It
Step Up
GAS-ID
Beat It
Step Up
BPI-S
Beat It
Step Up
EQ-5D-Y
Beat It
Step Up
ICI (total)
Beat It
Step Up
IPDL
Beat It
Step Up
SSQ3 (size)
Beat It
Step Up
SSQ3 (satisfaction)
Beat It

0.590 (0.337, 0.844)
0.627 (0.380, 0.873)
0.642 (0.404, 0.880)
0.684 (0.448, 0.921)
0.390 (0.195, 0.585)
0.428 (0.236, 0.620)
0.265 (0.089, 0.441)
0.065 (-0.105, 0.236)
0.387 (0.175, 0.599)
0.300 (0.094, 0.506)
0.059 (-0.108, 0.226)
-0.124 (-0.288, 0.040)
-0.096 (-0.256, 0.065)
-0.182 (-0.339, -0.025)
0.062 (-0.145, 0.269)
0.050 (-0.150, 0.251)
0.202 (-0.008, 0.411)

Did anything predict how people
would get on?
▪ One notable main effect
for 12 month outcome:

– People with more positive
expectations of change had
bigger reductions in their
depressive symptoms (GDSLD)

The qualitative studies
• Interviews with
participants (26) and
supporters (21)
• What they told us. A
few key points…
Analysed using a
Framework analysis
(Richie & Spencer 1994)

Interviews
Following therapy, participants
described a number of positive
changes:
▪ Improvement in their mood

▪ A more positive sense of self
▪ More independence
▪ More active lives (although, this was
not picked up in the quantitative
findings)
▪ Better relationships
‘I have come on leaps and bounds and it’s all because of this. I
don’t think I’d have got through it otherwise...’ –Beat It participant

Interviews
Other positives:
▪

Supporters learned more
about the person they were
supporting

▪

Therapy got people to do
activities between sessions

▪

Participants and supporters
generally said they had
good relationships with
therapists and felt everyone
worked well together

▪

Participants liked having the
space to talk and be
listened to

▪

Many people said they kept
changes going, with support
and encouragement

It’s changed my way of
supporting Jane as well. It’s
understanding her more as
well now because at one
point we just sat and said
‘behave’ but we know now
it’s how she feels, how she
feels deep down. (BeatIt
supporter interview)

Interviews
Difficulties:
▪ It could be difficult to
support activities
▪ The therapies couldn’t
always properly meet
individual needs - more
flexibility was wanted by
some
▪ Parts of therapy could feel
repetitive or irrelevant
▪ Pacing was an issue feeling too slow or too quick
▪ People wanted longer
lasting therapeutic
relationships

I said to mum, do you think
(the therapist) will come to the
house? Just do a wee visit to
see how I’m getting on, not to
stay… So she said, I don’t think
she’ll come back. (BeatIt
Participant)

Final thoughts

Putting it all together…

Conclusions
▪ Not effective?...No differences on the primary outcome
at 4 or 12 month follow-up between BeatIt and StepUp
groups (and no evidence for cost-effectiveness either)
▪ Or… both therapies were linked to an improvement in
depression symptoms at 4 months, kept going to 12
months
– Participants often had long standing problems
– Studies suggest people with intellectual disabilities
are more likely to have longer lasting depression
that does not get better on its own
▪ The other outcomes generally show same pattern
▪ No harm caused by the therapies and both
recommended interventions in adult mental health
▪ No reason not to use the therapies?

Next steps
• Think about how to embed these
therapies into routine practice
and make them accessible to
people – including those who
find it more difficult to engage
with services
• Adapt BeatIt for people with
more severe and profound
intellectual disabilities who are
not able to talk about their
thoughts and feelings
*Manuals and materials are freely
available online: NHS Education
Scotland’s e-learning site Turas

Towards adapting psychological
interventions – thinking about
depression – Part 2

About BeatIt
Consisted of 12 sessions that can
be divided into 3 main phases:

x 12

1. Assessment and formulation (sessions 1 through 5):
▪ Introduce mood and activity diaries and ensure link
between activity and mood is understood
▪ Identify areas to work on to increase
activity and overcome activity avoidance
▪ Introduce homework activities
▪ Develop individualised formulation
booklet

About BeatIt
2. Working towards change (sessions 6
through 10):
▪

Begin increasing activity

▪

Work on tackling barriers
that prevent activity

3. Finishing therapy (session 11 and 12):
▪

Summarise work done in previous
sessions and progress that was made

▪

Present the final formulation booklet

About BeatIt
▪ Activity planning focused on:
▪ increasing engagement in purposeful activities
▪ breaking the cycle between inactivity and low mood

▪ Aimed to increase activity in
three main areas:
1. Domestic or household
activity
2. Purposeful daytime activity
3. Social or leisure activity

Behavioural Activation – Adaptations to
Process and content for BeatIt

Key Adaptations 1: A supportive approach
•

Therapy sessions delivered
to client and support person
– a negotiation.

•

People with intellectual
disabilities rely on support
to take advantage of
occupational and social
opportunities.

•

Aim to make the approach
accessible to people with a
wider range of abilities.
Delivered on an outreach
basis.

Questions 1
i) What preparation would a support person
might need who joins someone in a therapy
session?
ii) What are the possible challenges and
advantages of delivering therapy alongside
someone else in their lives?

Preparation for and challenges of
including a support person
• Is it the right person?

• The supporter needs to
know why they are there.
• A private confiding
relationship vs help to
make real change happen

Key Adaptations 2: A clear structure and focus
• Agenda setting.
• Mood rating.
• Mood diaries.

• A clear structure to
therapy with repetition

Key Adaptations 2: A clear structure and focus
•

Therapy session checklist.
Person’s initials _______

•

Therapy session checklist.
Person’s initials _______

•

Session 2

•

Session 3

•
•
•
•
•
•

Recap last session
Write agenda
Mood rating
Review diaries
Complete ‘life goals’ sheet
Complete ‘things I want from my future’
sheet
Complete ‘3 things that make me smile’
sheet
Complete ‘make a plan’ sheet
Review session
Provide diaries
Arrange date for next session
Complete therapy log

•
•
•
•
•
•
•
•
•
•
•

Recap last session
Write agenda
Mood rating
Review diaries
Complete ‘How did it go?’
Complete hierarchy sheet
Complete ‘make a plan’ sheet
Review session
Provide diaries
Arrange date for next session
Complete therapy log

•
•
•
•
•
•

Key Adaptations 3: Materials active and
Whatengaging
does it mean
•Core manual elements
include:
•Self-monitoring
•Goal setting
•Activity scheduling
•Materials carefully piloted
and designed to be
engaging and active –
support the involvement of
the person in the
therapeutic process as far
as possible.

Question 2: Finding out about a person’s
level of activity
•Using post boxes to find
out what social activities
a) they do now, b) they
used to do and c) would
like to do
•Adding to a composite
picture from diaries and
scheduled homework
activities between
sessions

Key Adaptations – Meaningful activity and engagement

Collecting information
about someone’s life and
activities:
• What are some of the
challenges to finding out if
someone leads an active
and purposeful lifestyle or
not?
• How would you go about
finding out what people
might want to do?

Key Adaptations 4: An individual focus
•

Manual allowed flexibility to tailor
intervention to individual circumstances.

•

Working with mixed presentations – people
rarely if ever referred with depressive
symptoms alone.

•

Formulation a key element, presented in
booklet form at the end of the assessment
phase – to tackle barriers to change.

•

Also take the context of people’s lives
seriously – relationships and organisational
factors.

NB you must listen and pay attention to people’s
stories – this remains at the heart of therapy

Key Adaptations 5: Formulation
– Rationale for therapy – link between mood
and activity and what is important in the
person’s life that is likely to motivate them
to change, including their goals and values.
– Factors maintaining difficulties/avoidance
of activity.
– Important and purposeful activities for the
individual, including what they currently do.
– Positive changes already made and factors
contributing to these successes. This would
include protective factors including
strengths the person might have, supports
offered by other people or opportunities in
their environment.
– Targets for increasing activity based on
broader life goals.
– Plans to make further changes (steps
needed) and key difficulties or barriers to
be addressed.

Activity scheduling
•

Building on information about
the the activities the person
might have done in the past
and stopped, or activities the
person would like to do.
Scheduling activities starts
early in process and at the
heart of change

Make a Plan!
What am I going to do________________________Date___________

My Plan
Good things about my plan……………………………………………………
……………………………………………………………………………………
What could be difficult about my plan?………………………………………
……………………………………………………………………………………
Do we need to make changes to make my plan work?……………………
……………………………………………………………………………………
What do we need to do to organise it?……………………………………….

•

Clear written plans for the
activities

…………………………………………………………………………………….

Well done, you have done a lot of work.
Now it is time to put your plan into action. See if it works.

Key Adaptations 6: Overcoming barriers

Question 3: Overcoming barriers
• What are the main
barriers to change that
you might predict?
• How would you address
them in a twelve session
intervention?

Key Adaptations 6 (cont.): Key barriers
•

Organisational – support and money

•

Anxiety

•

Anger and relationships

•

Chronic pain

•

Self-esteem and living with a disability

•

Stigma

•

Locus of control - helplessness

Key Adaptations 7: A future focus
• Intervention viewed
as the beginning
rather than the end of
a process of change.
• Final booklet maps
out what has been
achieved, barriers
overcome and ways
of maintaining /
building on change.

Additions from trial and delivery of the
intervention
• Time on own with therapist if need be –
balancing opportunity for individual to enjoy
confiding relationship with joint work to
achieve change
• Follow-up session(s)

Key issues
• Taking seriously the process of therapeutic
change and how to maintain change

Concluding thoughts
• Adaptations to materials need to take
account of i) individuals’ particular needs,
and ii) the context of their lives
• Ability to individualise the approach
increases with experience of delivering the
intervention (sticking with the programme)

Making BeatIt part of routine service delivery
•

A number of services across the
UK are delivering BeatIt

•

Most therapists continue to be
community nurses and
occupational therapists

•

Potential therapists should have a
background understanding of
psychological therapies or be in a
professionally qualified group who
work therapeutically with people
who have learning disabilities

•

The focus has been on training
professionals with experience of
working therapeutically with people
who have learning disabilities –
rather than experts in delivering
psychological therapies

What training do people need?
• Brief online training is
available on the NHS
Education Scotland
turas site, with the
manual and materials
freely available to
download
https://learn.nes.nhs.scot/1
5092/learningdisabilities/talkingtherapies-for-depressionbeat-it

Is online training enough?
No…
• At the very least, regular
supervision from someone
experienced in delivering
BeatIt or psychological
therapies to people with
learning disabilities
• Ideally, further initial training
to help grasp the manual
and key aspects of therapy
delivery

A service commitment
• Multi-disciplinary approach –
Community Nursing and
Occupational Therapy
• Requires buy in from senior
management – a champion
• Service support to make this
possible
• Takes time (and patience) to
build up awareness and
embed a new pathway

BeatIt during Covid
• Online work – a challenge
and an opportunity
• Technical challenges need
to be taken seriously
• Yet, it allowed greater use
of film and recording
activities and therapeutic
work
• The need to carefully
prepare materials etc for
use online

BeatIt during Covid
• Key challenges – building
and maintaining a
therapeutic relationship
• Working alongside
significant others – can
be a strength
• Given current restrictions,
a need to give careful
consideration to
suggestions for activity –
a set of options

Concluding thoughts
From the therapy’s point of
view though, the more you did
it the more, I mean if it was
rolling on and we were on our
sixth client, it got easier and
easier and easier, it got far
more flexible, it got more
client focused, it just became
• As a service. Buy into quite natural as a process and
BeatIt as an approach enthusiasm and looking at
that has underpinning everything else just pops into
your head as you mature in
evidence
it...

• As a potential
therapist. Give it a go!
A sense of mastery
comes through
experience.

Thank you!

