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What is an outcome

* result

* end result

* consequence

* net result synonym
e upshot

e effect

e aftermath

e conclusion



Outcomes

BREXIT AHEAD AGAIN
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Childhood Cancer - Current Long-Term Outcomes
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25% Survive
at least 30 years
but suffer mild or
moderate chronic
health conditions




Outcomes in child health
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Outcomes in child health

“Today I've really been struggling with my asthma and extremely breathless
feeling awful as though I've had a herd of elephants taking up my chest
residence — | feel hopeless Hope you are all having a good night sleep”

“1did not go kickboxing tonight because where | do it is chilly — I am more
miserable than | should because | cannot exercise anything like | used to”

“There’s a family get together this weekend and my lungs have decided that
this week they would become very troublesome, hence me missing out on the
celebration, it’s so unfair, sometimes | hate being asthmatic. Sorry for the rant”

Asthma UK Community Forum
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Outcomes in child health

A Whole Population Approach: Patient Segments in Child Health

Integrated care is often built around patient pathways. In stratifying children and young people we
strongly advocate a ‘whole population” approach, where 6 broad patient ‘segments’ can be identified:

Child with social needs

Child with complex
health needs

Child with single long-
term condition

Acutely mild-to-
moderately unwell child

Acutely severely unwell
child

¥, connecting care for children

* Advice & prevention eg:Immunisation / Mental well-
being / Healthy eating / Exercise / Dental health

seg: Safeguarding issues / Self-harm / Substance misuse /
Complex family & schooling issues / Looked after children

seg: Severe neurodisability / Down’s syndrome /
Multiple food allergies / Child on long-term ventilation/
Type 1diabetes

seg: Depression / Constipation / Type 2 diabetes/
Coeliac Disease / Asthma / Eczema / Nephrotic
syndrome

seg: Upperrespiratory tract infection / Viral croup /
Otitis media / Tonsillitis / Uncomplicated pneumonia

seg: Trauma/ Head injury / Surgical emergency /
Meningitis / Sepsis / Drug overdose

Dr Bob Klaber & Dr Mando Watson  |Impenal College Hedthcare NHS Trust



Preschool Wheeze

wheeze - musical, high-pitched, expiratory sound associated with increased
work of breathing, that can also sometimes be heard in inspiration *

very common - about 30% of children during the first 3 years of life

clinical phenotypes in young children - episodic viral wheeze (most
common) and multiple trigger wheeze (less common) 2

e as physicians, we fail discussing environmental prevention with families

* jsitalong-term condition — majority of wheezers grow out of the condition
but families go through difficult years 3

* annual rate of emergency department visits is 23—42 per 1000 for preschool
children with wheeze, compared with less than 15 per 1000 for those aged
above six years old 4

IInfantile Wheeze: rethinking dogma Fernando Maria de Benedictis, Andrew Bush, Arch Dis Child 2017

2 Classification and pharmacological treatment of preschool wheezing: changes since 2008 Brand PL., ERJ 2014
3 Around the world : preschool wheeze Makrinioti H. et al., Lancet Resp Med 2017

4 Ducharme FM, Tse SM, Chauhan B. Diagnosis, management, and prognosis of preschool wheeze. Lancet. 2014



Preschool Wheeze

Preschool wheeze hospital admissions

Oral prednisolone in preschool children with virus-associated @ "®
wheeze: a prospective, randomised, double-blind,
placebo-controlled trial

5 [ Ferster, M N Cooper, 5 Ogsterhaf, M L Borand
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Preschool Wheeze

Around the world: preschool wheeze, Lancet Respiratory Medicine, August 2017
Makrinioti H., Klaber R., Watson M.

Of all UK admissions for children aged 1-16yearswith acutewheeze or asthma attacks between 1998-2005 approsimately 75% eachyearwere for childrenyounger than S years old (median
age 3 years), and the rate in praschool age children has remained wnchanged. The cost to families caring for an unwell preschool age child at home or in hospital is significant, induding costs of
taking unforeseen time offwork.

Because the main burdan from preschool wheezing is attributable to emergency healthcare visits and hospitalisation admissions, the primany outcome measure included ininterventional
studies i consistently emergency health care use. Outcomes that are important for patients and families are not considered even as secondasy outcomes. The huge effects on caregivers and
families of an urwell preschool age child, especially if linesses are recument and result infrequent hospatalisation cannot be underestimated. Disappointingly few effective therapaes exist for
preschoolwheezing, but the poor management for this condition might partty be explained by our failure to address appropriate owtcomes. Few validated patient-reported outcomes are
available for school-aged children with asthma, and none are cumently available or used even in a research setting, let alone in dinical practice. for preschool age children withwheeze in the K.
The Test for Respiratony and Asthma Control in Kids (TRACK) is avalidated questionnaire that allows monitoring of symptom control in preschool age children. Although TRACK is completad
by caregivers, the five items included (frequency of respiratony symiptoms, activity limitation, night time awakenings, rescue medication use. and oral corticosteroid wse) only incorporate
aspects of control considered important by the dinidan. There is no assessment of the effects of symptoms on the caregiver, or aspects that the caregiver might think are most debilitating for
the child, such as reduced sleep because of difficulty in breathing.

To miake progress inthe management of preschoolwheering disorders, the cutcomes that are important for caregivers, families, and children need to be understood, to enable effective
tailoring of treatment regimens, wheeze management plans, and avoid the huge burden of this disease on health- care services.

- Sejal Saglani, Faculty of Medicine, Mational Heart and Lung Institute. London, UK L

When considering wheezing disorders the question becomes one of
defining the problem. Wheszing is a musical-like sound from the airways,
mast prominent on expiration, which can stem from multiple @uses.
Wheezing can be monophonicwhen air passes through a single namowed
airway: this usually imvobves a foreign body or anatomical defect that
obstructs the arway invobred. But more commaonty awheering disonder
refers to one or more phenotypes of asthma inwhich the wheering is
potyphonic from air passing through multiple airways often described as
sounding like the instruments of an orchestra tuning up. These asthma
phenotypes are characterised by their dinical pattemn. The most common
dinical pattern (phenotype) of asthma in preschool age children mvolves
acute episodes of wheezing, cough, and respiratory distress, associated with
commion oold vinses. These are episodic linesseswith the child completely
well between these episodes. Less common (about 20% of preschool age

In Latin America, a high prevalence and increasing severity of
g disorders has been i school age children.




Designing an outcome measurement
tool

During the last month how often did your child cough during
their night sleep ?

During the last month how often did you use inhalers for your
wheezy child?

What matters to you ?

How do you cope with your child being in and out of hospital so
often?

How do you feel living with a child having this condition?



My design is better than yours

Role of interleukin 33 in respiratory allergy and asthma , Lancet Respiratory Medicine Journal
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My design is better than yours

Development, validation and adaptation of PRO measures

literature search it generation of the
REEEEEE SEait hict I - guestionnaire content
. T 1 Cl'- & '-|! ':"‘ E . . . .
to identify HC IET LS lt_ ?{btm (30-35 interviews with
PROMSs then - .
high-quality existing e relevant patients and
~ PROMs : identify the gualitative analysis of the

measurement model transcripts is sufficient)

content refinement and item scaling, psychometric

reduction evaluation, construct production of high-quality
(check comprehension, ability to validity and cultural adaptation
answer the measure and item reproducibility '
relevance 12-15 interviews with (a sample of 100 or more
relevant patients would be patients is preferable)
sufficient)

dual panel method




My design is better than yours

¥ connecting care for children




Patient (parent) reported outcomes

areas of recruitment

B emergency department
® Lisson Grove Health Centre

¥ St John's Wood Medical
Centre

® Children Assessment Unit
Hammersmith Hospital




How do parents of preschool wheezers feel when they

experience healthcare services

emotional map describing parental feelings

B Gt G

“wery relleved when they
checked the oxygen
saturation levels”

“I had a wery good

“knows the fambly weny
well™ experience”
"1 wias happy with the

“I was seen very quickly” e

"wery appropriate referral”

“he was very reassuring”™ “thay give good advics™ “l got avery good plan®™

emergency paediatric

primary care department

“weaste of time™ “wery quick discussions” e h:.lml-.-.
. . . “nobody explained what it
“they are contradictory™ e

“there i no propeer

“they gave no plan™
communication

“thay offered me a
diagnosis”

"they were very thorough”

"they gave us a wvery good
plan™

paediatric
specialist
clinic

“what they say ks not a

¥, connecting care for children

amations relating to trust,
joy and sarenity

emotions relating to strass,
fear and anger

home

I fewl confused”

“I feel horrified™




where they seek for he|p ¥, connecting care for children

process map of patient’s journey

[admission)

[acute episode of wheezing)

@ acute wheezing episode
@ dizcharge home




which are the main outcomes
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| heed to have some time to teach

' connecting care for children < hirm things - my niece is far more

— advanced than him®™ -
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| need to maintain my mental health
wellbeing — | can't stay calm and | feel

~—— always stressed” i
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I need to save time and effort and

personalised outcomes

focus on family”
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school readiness

mental health wellbeing | need to have a better idea of what

; - this is in order to feel better”
family gquality time
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sense of expertise

|
|
|'

sense of reassurance ¢ . .
“knowing more about it would

less time off work provide reassurance”

|
\
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coordination and continuity of care

|'

10 .
| need more time for work, | have no

number of parents time for education, | need something

simple to have at home™

h
\
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[ ¥
| need a plan for his management
that doesn't change all the time”

\ J

— e

— —

Patient Reported Outcomes for preschool children with recurrent wheeze Makrinioti Heidi, Keating Emily, Holden Benjamin,

Coren Michael, Klaber Robert, Blair Mitch, Griffiths Chris, Watson Mando, Bush Andrew, accepted in NPJPCRM



Wheeze and me questionnaire

9-item questionnaire that measures

1. incidence of wheeze attacks and use of rescue
medications

2. parental/caregiver perception of recurrent wheeze
control

3. parental/caregiver perception of effect of recurrent

wheeze on family/child quality of life



The

challenge

* avariety of instruments measuring outcomes in
childhood conditions

e few of them successfully used to provide
insightful information around outcomes of
research interventions

e couple of them commissioned to be used in
bedside

Will we be able to translate patients’ voices into

healt

hcare management tools?

Will t

nese tools be used to assess outcomes in

popu

ation-wide open studies?




