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Key questions to address

* What are the main issues that children and
young people are seeking help with from
mental health services?

* How well are we currently addressing these
issues?

* What does this mean for the future shape of
service provision?
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Plan of talk

* Qverview
* Methods
* Findings

* Implications
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Overview
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Notes on terms

* Youth shorthand for children and young people.

* Parent shorthand for parent or carer.
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About CORC

* Leading membership organisation that collects and uses evidence
from everyday practice to improve children and young people’s
mental health and wellbeing

* Members include mental health service providers, schools,
professional bodies and research institutions

* CORC’s vision is for all children and young people’s wellbeing
support to be informed by real-world evidence so that every child
thrives

e www.corc.uk.net
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http://www.corc.uk.net/
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Member's Forum: Building an
outcomes-focused service

Sign up here
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Member Practitioner Organisation Young Person, Parent or Carer School Researcher Commissioner
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CORC support for use of ROMS

* Annual member reports

* Practice development
— Consultation
— Regional meetings
— National forums and conferences

* Programme of training & learning events
* Analysis of data & further research

* Information and guidance on www.corc.net.uk
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CORC Best Practice Framework

* Developed in 2015; Piloted in 2015/16

 Structured process for working towards best
practice

* Whole system self-assessment

* 4 Themes:
— Leadership & Management
— Staff Development
— Infrastructure & Information Management

— Service User Experience
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Challenges for outcome collection and use in

child mental health

* Diversity of
— Population
— Measures
— Metrics

* Lack of
— Control groups
— Comparison data
— High quality data
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Measurement hard and not clear
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FUPS data

* Flawed
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* Uncertain

* Proximate

*Sparse
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Where data came from

* Analysis of routinely collected outcomes and experience data
from 75 mental health services in England 2011-15 which
were part of best practice service transformation (CYP IAPT)

Year 1
W Year 2
MYear 3
MvYears
Wvear 5
& "Light touch”
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Self and parent report measures

Outcomes Feedback

Symptoms Well-being

e.g. Experience

e.g. RCADS i
s _ | e.g. ORS GBOs ?ﬁi'nse:zgolg of service
Depression scale g questionnaire
e.g. PHQ9 e.g. WEMWEBS

e.g. SbQ

conduct scale Www.corc.uk.net/outcome—experlence—measures

conco
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Clinician measure of youth seen
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Presenting Problems: Current View

1. Anxious away from care givers
(Separation anxiety)

2. Anxious in social situations (Social
anxiety/phobia)

3. General anxiety (generalised
anxiety)

4. Compelled to do or think things
(OCD)

5. Panics (Panic Disorder)

6. Avoids going out (Agoraphobia)

7. Avoids specific things (Specific
phobia)

8. Repetitive problematic behaviours
(Habit problems)

9. Depression/low mood
(Depression)

10.Self-harm (Self injury or self-
harm)

11.Extremes of mood (Bipolar
disorder)

12. Delusional beliefs and
hallucinations (Psychosis)

13. Drug and alcohol difficulties
(Substance abuse)

14. Difficulties sitting still or
concentrating
(ADHD/Hyperactivity)

15. Behavioural difficulties (CD or
ODD)

16. Poses risk to others

17.Carer management of CYP
behaviour (e.g. management of
child)

18. Doesn’t go to the toilet in time
(Elimination problems)

19. Disturbed by traumatic event
(PTSD)

20.Eating issues (Anorexia/Bulimia)

21.Family relationship difficulties

22. Problems in attachment to
parent/carer (Attachment problems)

23. Peer relationship difficulties

24. Persistent difficulties managing
relationships with others (includes
emerging personality disorder)

25. Does not speak (selective mutism)

26. Gender discomfort Issues (GID)

27. Unexplained physical symptoms

28. Unexplained developmental
difficulties

29.Self-care issues (includes medical
care management, obesity)

30. Adjustment to health issues

See pages 15, 17 and 19 in Current view Tool Completion guide




Training in use of “patient-reported”

outcome measures

GOALS AND GOAL BASED
OUTCOMES (GBOs)

Guide t©
Using Outcomes
and Feedback Tools
with Children, Young Peop\le and Familieg

Farmally incwn a5 COOP Document

EDITED BY

nLaw & Dr M

Search website

o [EEEE EE

HeadStart

Outcome &
onHub  Experience Measures

CORC

About CORC ~ What CORC Does

Training & Events  Features

Training Videos: Use of

outcome measures

Home » Information Hub » Training Videos: Use of outcome measures

CORC have developed the following videos to be used in training on the use questionnaire outcome measures used in CORC+ and CYP |IAPT. They are not
intended to present perfect practice but rather to stimulate discussion. How might you do it differently or better? The scenarios are based on real clinical examples
although the young people are played by actors in the videos. Copyright is owned by CORC and the therapists jointly who all give permission for the videos to be
used in non-commercial training and CPD events.

Introducing measures

« Introducing measures (example of Goals and RCADS with a young person with eating difficulties; introducing the measures, using the tools to find other
information that might not have emerged from the clinical discussion and explaining what the measures are used for)

. and selecting
person with difficulties with mood)

trackers

of introducing Goals and RCADS and selecting symptom tracking measures with a young

Choosing measures

« Choosing a tracking measure (example with a young person with mood and sleep difficulties and self-harming)

Scoring/completing measures with young people

« Completing questionnaires with young people (example of RCADS and SDQ with a young person with mood and sleep difficulties and self-harming)

« Using measures to help focus the session (example of using the symptom trackers with a young person with anxiety difficulties)

CORC
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Collection and collation of data

Patient database
CODE
COMMIT
PC-MIS
IAPTus

Data analysis
by CORC team

Data extraction
to standard
format

Data validation
Correct report to
errors service

Pseudonymised

Pseudonymisation
data extract

Import into
secure
Dropbox via
web

Pass
validation
check?

MegaNexus
secure store

conc/)
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* 96,325 records of care
* 81 (out of 82) partnerships

* Represent 91,503 youth because each
separate episode of care creates a different
case record
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Findings
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Who was seen: Presenting Problems

Family relationship difficulties P33
Depression/low mood
Generalised anxiety disorder
Social anxiety/phobia  [:8:34
Peer relationship difficultes  [E3:¥3
Separation anxiety
Attachment problems
——— N = 42,798 (44% of the sample)
Carer management of children and young people’s behaviour
Self-harm

Difficulties sitting still or concentrating

I | - Percentages are out of those with a
completed Current View form; categories

Obsessive compulsive disorder
Habit problems

Agoraphobia Ak I I I M
Avoids specific things are not mutua y exc US|Ve
Persistent difficulties managing relationships with others
Eating issues
Poses risk to others
Extremes of mood
Unexplained developmental difficulties
Self-care issues

Unexplained physical symptoms
Substance abuse  [RLE]
Adjustment to health issues

Elimination problems

Det | beliefs and halluci

Gender discomfort issues

“EEEE

Selective mutism

Figure 3: Percentage of cases with a provisional problem descriptor endorsed as mild or
above in the first recorded Current View.
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Who was seen: Complexity factors

Parental health issues 19%

13% n=42,798 (44% of the
sample); percentages
are out of those with a
completed Current View
form; categories are not
mutually exclusive

Experience of abuse

Pervasive developmental disorder

aE ‘

Child in need 7

6%

Learning disability

Financial difficulty

Serious phyisical health issue 5
Looked after child 5

Young carer 3

MNeurclogical issues 3z

Current protection plan

P
1

Contact with youth justice

Experience of war

Refugee or asylum seeker

Figure 4: Percentage of cases with a complexity factor endorsed in the first recorded Current View.
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Who was seen: contextual factors

Home issues

School issues

Attainment difficulties W.§L74
Community issues

Attendance difficulties Bcyb74

Engagement issues [ri}7A

Figure 5: Percentage of cases with a contextual or attainment factor endorsed as mild or above in the first
recorded Current View

n =42,798 (44% of the sample); percentages are out of those with a
completed Current View form; categories are not mutually exclusive
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Who was seen in terms of presenting problems

with NICE guidance for children and young people

1. Anxious away from care givers 11.Extremes of mood (Bipolar 21.Family relationship difficulties
(Separation anxiety) disorder)
2. Anxious in social situations (Social 12. Delusional beliefs and 22. Problems in attachment to
anxiety/phobia) hallucinations (Psychosis) parent/carer (Attachment problems)
3. General anxiety (generalised 13. Drug and alcohol difficulties 23. Peer relationship difficulties
anxiety) (Substance abuse)
4. Compelled to do or think things 14. Difficulties sitting still or 24. Persistent difficulties managing
(OCD) concentrating (ADHD/Hyperactivity) | relationships with others (includes
emerging personality disorder)
5. Panics (Panic Disorder) 15. Behavioural difficulties (CD or 25. Does not speak (selective mutism)
ODD)
6. Avoids going out (Agoraphobia) 16. Poses risk to others 26. Gender discomfort Issues (GID)
7. Avoids specific things (Specific 17.Carer management of CYP 27. Unexplained physical symptoms
phobia) behaviour (e.g. management of
child)
8. Repetitive problematic behaviours | 18. Doesn’t go to the toilet in time 28. Unexplained developmental
(Habit problems) (Elimination problems) difficulties
9. Depression/low mood (Depression) | 19. Disturbed by traumatic event 29.Self-care issues (includes medical
T (PTSD) care management, obesity) [

10.Self-harm (Self injury or self-harm) | 20.Eating issues (Anorexia/Bulimia) | 30. Adjustment to health issues




Findings: who was seen- allocations to NICE-

guided treatment

Table 5: Potential allocation to support guided by NICE guidelines

Index difficulties as

indicated on current view

Difficulties sitting still or
concentrating (ADHD)

Pervasive developmental
disorder (autism)

Percentage
in CYP IAPT
dataset

Relevant NICE guideline (at time
of development of algorithm 2014)

ADHD NICE guideline 72

Autism spectrum NICE guideline 170

Behavioural difficulties [conduct
disorder or oppositional defiant disorder)

Anti-social behaviour and conduct
disorders NICE guideline 158

Extremes of mood (bipolar disorder)
Depression/low mood [depression)

Armious generally |generalised anxiety
disorder, GAD) and/or panics (panic disorder)

Compelled to do or think things
{obsessive compulsive disorder, OCD)

Bipolar disorder NICE guideline 185

Depression NICE guideline 28

GAD and/or panic disorder NICE guideline 113

OCD NICE guideline 31

Disturbed by traumatic event (post
traumatic stress disorder)

PTSD MNICE guideline 26

Self-harm (self-injury or self-harm)

Self-harm NICE guidelines 16 and/for 133

Anxious in social situations (social
anxiety or phobia)

Eating difficulties (anorexia, bulimia)

Delusional beliefs and hallucinations
|psychosis)

Co-occurring emotional problems

Co-occurring emotional and
behavioural difficulties

Social anxiety disorder by NICE guideline 159

Eating disorders NICE Guideline 9

Psychasis MICE guidelines 155 and/or 185

One or more of NICE guidelines above

One or more of NICE guidelines above

n=31,037 cases; current view
completed within 56 days of the
recorded start of therapy .
Categories are mutually exclusive

Child Outcomes ;
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Findings: who was seen- not possible to

allocate to evidence based guided treatment

28% Potentially assignable to “advice/signposting”

* Doesn’t fit into any of the groupings

* No indication of significant problems i.e. all mild or
only 1 moderate

* |f moderate this not one of the “index” problems
associated with the “NICE informed Groupings”

n=42,798 (44% of the sample); categories are mutually exclusive
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Findings: who was seen- not possible to

allocate to NICE- guided treatment

25% require clinician judgment as don’t fit into any of
the groupings but have:

— 19% 2+ moderate or 1 severe (not assignable to NICE
guideline suggested cluster)

— 9% 2+ severe, and/or moderate or severe Delusional
and/or Eating Issues and/or severe Extremes of Mood

n =42,798 (44% of the sample); categories are mutually exclusive

CCCCCCCCCCCCC
eeeeeeeeeeeeeeeeee



indings: treatment provi

Cognitive behavioural therapy 17.22%
Multimodal integrated therapy
Family systematic therapy
Parent training

Counselling

Family work

Parent = ather
Pharmacological advice

Group therapy

Creatv therapis N=62,611 (65% of full sample)

Child psychotherapy

Brief solution focused therapy

THERAPY TYPE

Pzychodynamic therapy

Interpersonal therapy

Neuropsychological

Eye movemnent desensitisation reprocessing
Dialectical behavioural therapy

Psychoanalytic therapy

Multi-systemic therapy

cverserer | -

Figure 6: Therapy types for events attended for all cases

Notes: Categories are not mutually exclusive.

CORC
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Treatment length

* 41,068 closed cases with at least 1 recorded
event

* Mean no of events= 5.3 (SD = 7.8)
* Median=3

* Range 1 — 268 events
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Self reported experience of care

4 in 5 strongly agreed 3 in 5 strongly agreed
“good help” “convenient appointments”
82% 62%

N= 3196 (12% of closed treatment cases)
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Parent reported experience

9 in 10 strongly 7 in 10 strongly agreed
agreed “good help” “convenient appointments”
88% 69%

N= 2698 (12% of closed treatment cases)

Child Outcomes
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Sample for considering outcomes

Ended referrals

Closed treatment cases

Measured closed treatment cases sample

Above threshold closed treatment sample

Paired outcomes for above threshold
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FUPS data

* Flawed

* Uncertain
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* Proximate

*Sparse




Demographics

Self-reported outcomes were more

likely to be from older and female
respondents than being representative of the
full sample.

Mean age 14, 72% female .

Parent-reported outcomes were

more likely to relate to younger and male
children than being representative of the
full sample.

Mean age 11, 54% female.

conco
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“Recovery” (crossing threshold/symptom free)

* Scores having moved from above the
threshold on a measure to below the
threshold on a measure.

* “recovery” referred to in inverted commas to
differentiate from broader concept as

reflected in the lived experience (e.g. Leamy,
et al 2011).
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Note on “recovery” /symptom free

* Different measures used different ways to
establish thresholds

* Where multiple measures used (mean =4), no
measure at end scored above threshold to be
categorised as “recovered” (symptom free)

Child Outcomes
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Reliable change/measurable change

* Amount of change in scores on a scale

* Amount of change needed to be confident

change is unlikely due to measurement
fluctuation

* |t tells us whether change reflects more than
the fluctuations of an imprecise measuring
instrument (Jacobson & Truax, 1991).

Child Outcomes
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Reliable recovery

* Combines recovery and reliable change

* Score needs to
— Cross cut-off threshold

—Change by a reliable amount

* Need to be careful about definition when
you have more than one measure

Child Outcomes
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Movement towards goals

* 10 pt scale
* How close are you to reaching your goals
* 0= nowhere, 10=completely

Child Outcomes
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Self -reported “recovery”/symptom free

1in3

Scores below threshold on all measures
36% (95% Cl 35% — 37%)
Mean no of measures =4 (SD 2.5 range 1-13)

N= 5896 (25% of closed treatment cases)

Child Outcomes
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Self reported reliable improvement

1lin2
Scores improved more than likely due to measurement error on
at least one measure and on no measure reliably deteriorated
52% (95% Cl 51.7-52%)
Mean no measures =4 (SD 2.5 range 1-13)

N= 5896 cases (25% of closed treatment cases)

Child Outcomes
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Self reported reliable deterioration

1in 10

Scores deteriorated on at least one measure more than likely due
to measurement error (may have improved on others)

9% (95% Cl 8.5%-9%)

Mean no of measures= 4 (SD 2.5, range 1-13)

N= 5896 cases (25% of closed treatment cases)

Child Outcomes
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Self reported movement towards goals

TR LT
9in 10
Moved towards goals by at least 1 point on a 10 point scale
86%
Mean change= 4 points
NB 5% moved away from goals

2784 cases (12%)

Child Outcomes
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Parent reported youth “recovery” /symptom fre

1in4d

Scores below threshold on all measures
26% (95% Cl 25%-27%)

N= 3707 (6% of closed treatment cases)
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Parent reported reliable improvement

4in 10

Scores improved more than likely due to measurement error
and on no measure reliably deteriorated

40 % (95% Cl 51.7-52%)

N= 3707 (6% of closed treatment cases)
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eeeeeeeeeeeeeeeeee



Parent reported reliable deterioration

1in 10

Scores deteriorated on at least one measure more than likely due
to measurement error (may have improved on others)

9% (95% Cl 8.6%-9%)

Mean no of measures= 4 (SD 2.5, range 1-13)
N= 3707 (6% of closed treatment cases)

Child Outcomes
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Parent reported movement towards goals

9in 10
Moved towards goals by at least 1 point on a 10 point scale
87%

Mean move in scales= 4 points;
NB 3% reported movement away from their goals

N= 686 (3% of closed treatment cases)

Child Outcomes
Research Consortium



Comparison with other findings

Consistent with findings from other countries and with “recovery”
or change rates in areas of physical health:

USA Norway Paediatric diabetes
29/32% reliable ‘relatively few children Control of blood sugar
improvement, and youth with has moved from
15%/30% “recovery” emotional disorders nearly 15% of cases to
13/19% reliable experience clinical nearly 24% of cases
deterioration significant and statistical over the last 5 years

reliable change’

Child Outcomes
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Implications
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Provocations

* How do we acknowledge and discuss the findings as
a sector and as a society?

* Do we have realistic expectations for mental health
outcomes?

* |s a key component of evidence based practice being
limitation-aware?

* If someone says their approach always works they
are unlikely to be an evidence based practitioner?

Child Outcomes
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Implications

* Three pronged approach to precision mental health
and prognostic focus in practice

1. Publish
2. Practice
3. Learn

Child Outcomes
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1) Publish

* Publish failure and success rates and make

these available to potential clients, funders
and others.

* Include key metrics e.g. % symptom free, %
with measurable improvement, % with

measurable deterioration and % moved
towards goals.

Child Outcomes
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Publish: Dr Rousmaniere

2011 Private Practice data (San Francisco & Palo Alto, California) (accessed 12th March 2017)

-Total # of clients in dataset: 42

e Avg # of sessions: 8.58

eTotal # of clients with more than one session: 38 (90%)
eSingle session clients: 4 (10%)

eStart in clinical range (of clients with 2+ sessions): 25 (66%)

Child Outcomes
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Publish: Dr Rousmaniere

2011 Private Practice data (San Francisco & Palo Alto, California) (accessed 12th March 2017)

Duration of Treatment

e Avg # of sessions for low distress clients: 5.27
e Avg # of sessions for high distress clients: 10.74

e Avg # of sessions for clinical change to occur:
3.27

Child Outcomes
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Publish: Dr Rousmaniere

2011 Private Practice data (San Francisco & Palo Alto, California) (accessed 12th March 2017)

Clinical Outcomes

e Ended Year in Clinical Change: 22 (88% of clients starting in clinical range)

e Ended Year in Clinical Recovery: 20 (80% of clients starting in clinical range)

e Ended Year in Clinical Deterioration: 2 (8% of clients starting in clinical range)
e Average change in ORS score: 7.52 (clients starting in clinical range)

e Cohen's D effect size for clients starting in clinical range: 1.22. (Pre-tx std
dev=6.14, mean intake ORS=22.27, mean last session ORS=29.79, n=38)

Child Outcomes
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Publish: outcomes CYP

Use clear lay language to report outcomes (separately
for parent and youth perspectives):

* % symptom free (having had symptoms at outset)

* % with substantial improvement and no substantial
deterioration

* % with substantial deterioration in any one area
(even if substantial improvement in some areas)

* % moved towards their goals by at least one point

Child Outcomes
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* Be open from outset with clients, colleagues and
funders about the limitations of treatment and likely
end points given their level of difficulties

* Focus on self management and ongoing sustainable
solutions from the start

Child Outcomes
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Consider trajectories and end points from
the outset

CCCCCCCCCCCCC
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Consider trajectories and end points from the
outset

http://www.corc.uk.net/media/1490/trajectorie
s torch.pdf
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* Commit to learn from failures and consider
what might do differently

* Benchmark against others and use supervision
and research to build improved practice

* Be curious
* Guard against biases
* Use FUPS use of data approach

Child Outcomes
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Learn: supporting use of FUPS data

* Challenge our biases
* Maintain curiosity

* Scrutinise findings that support our assumptions as well as
those that don’t

* Consider if any actions need to be taken in terms of quality
assurance

* Consider possible initiatives that even if not definitively
indicated may do more good than harm

* Challenge the assumption that change is always more risky
than status quo

* Help ensure agreed rules of engagement are adhered to

Child Outcomes
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Contact details

corc@annafreud.org
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