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Let	us	go	on	a	
journey	together



The	Case	I	Hope	to	Make

•My	talk:	The	‘usual	stuff’	(people	will	say:	“There	he	
goes	again!”),	thinking	about	young	adults
•Context	is	essential:	👀 looking	back	at	where	we	
have	come	from,	in	order	to	look	(‘feed’)	forward						
• The	question:	How	can	we	using	lessons	from	adults’	
experiences	to	impact	current	children	and	families?	
• The	answer:	Please	consider	these	ideas…!
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I	propose	a	series	of	interconnected	issues:

1. 👀WHAT has	been	our	‘culture	of	disability’?	
2. WHO are	‘we’,	and	why	does	that	matter?
3. WHERE are	we/where	should	we	be	going?
4. HOW can	we	change/expand	our	service	systems?
5. WHY	is	change	essential?
6. HOW	WILL	WE	KNOW	if	we	succeed?
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Remember:
our	journey	
with	families	
starts	when	
their	children	
are	young.



1.	Let’s	start	with	the	obvious:	Our	field
• ‘Childhood	(developmental)	disability’	is	mainly	‘health-related’
• We	are	trained/experienced	to	work	with	children	(+/- youth).
• The	conditions	we	are	asked	to	help	with	– CP,	ASD,	intellectual	
impairments,	and	so	on	– all	present	in	children’s	early	life
• Most	child-oriented	services	– children’s	hospitals,	clinics,	the	
educational	systems	– stop at	age	?18…

...and	the	children/youth	‘disappear’	from	our	services
• Parents	(and	young	adults!)	say	they	‘fall	off	the	cliff’...
• “You	were	flying	without	a	parachute	and	all	we	could	hope	was	for	
you	to	land	softly”	(Parent	of	a	colleague,	as	told	to	me)
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Implications	of	these	realities?
• ‘Childhood disability’	is	about	CHILDREN	and	YOUTH!
•We	lose	(formal)	connection	with	these	young	people	– and	
the	issues	in	their	lives	– when	they	‘outgrow’	our	services.
• Even	when	we	and	they	want	and	need	to	stay	connected,	
administrative	barriers	make	that	very	challenging.
• At	the	same	time,	these	young	people	and	their	parents	
often	continue	to	turn	to	us	for	help	and	advice…
**We	usually	lack	experience	of	‘adult’	needs/services
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👀 LOOKING	BACK:	How	did	we	get	here?
Our	20th C.	Biomedical	Culture

• Biomedical	thinking: what	we	needed	to	do...
• Make	the	‘right	diagnosis’
• Find	and	apply	the	‘right	treatments’
• Aim	to	‘fix’	the	problems...

...and	expect	improved	function	when	the	‘problem’	was	‘treated’
• Age	categories
• Child	health	was	(indeed	is)	distinct	from	‘regular’	medicine
• Children	grew	up,	became	adults,	and	left	childhood	(and	many	of	their	
support	systems)	behind

Hence,	services	were	specialized	by	age,	with	little	if	
any	cross-connection.
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Our	20th C.	ideas	about	‘disability’
•We	saw	problems as	‘medical’,	‘within	the	person’,	needing	
‘treatment’	to	be	‘fixed’.	(What	is	the	message	to	kids?!)
•We	focused	on	children	and	not	a	lot	(if	at	all)	on	their	
families or	their	environments
•We	identified	best	‘capacity’,	saw	(lower)	‘performance’,	and	
made	assumptions	about	a	child’s	lack	of	motivation,	or	of	a	
family’s	poor	engagement	in	Rx
We	didn’t	look	(or	at	least	didn’t	see)	past	childhood.
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Implications	of	these	20th C.	realities?
•We	had	a	biomedical	understanding	of	– and	approaches	
(Rx)	to	– the	‘disorders’	we	saw.
• This	drove	(still	often	drives)	how	we	think	and	act:
• A	big	focus	on	what’s	‘wrong’
• Efforts	to	‘treat’	and	try	to	‘fix’	problems
• Measuring	and	evaluating	at	the	level	of	‘body	structure/function’
• Disappointment	at	our	apparent	limitations	and	failures.

We	have	a	limited	view	of	the	time	scope	of	potential	
impacts	(the	first	2	decades,	because	childhood	ends)
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Implications	of	these	20th C.	realities?
•We	have	not	seen	the	
family as	the	focus	of	our	
work!
•We	have	not	actively	
promoted	a	life-course	
approach
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Implications	of	these	20th C.	realities?
•We	have	often	not	paid	attention	to	the	‘social	
determinants’	of	health	and	wellbeing.
•Society	in	general	tends	to	ignore	children…	I	have	
actually	heard	‘children/youth’	referred	to	as	a	
‘special	interest	group’!
It’s	essential	to	widen	the	scope	of	our	thinking.
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2.	Our	concerns	must	be	about	PEOPLE…	
not	medical	issues	(but	that’s	where	we	start!)
• Children	and	young	people…
• Their	families…
• Ourselves	as	service	providers…
• The	‘systems’	and	services	of	all	
sorts…
• Communities,	and	the	roles	they	
should	play…
• Policy	makers,	who	need	to	hear	
these	ideas…
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LOOKING	
FORWARD	
What	are	we	
looking	for	
anyway?



3.	LOOKING	FORWARD				 :	Where	we’re	GOING!

•21st C	thinking	has	expanded	our	field	considerably.
•We	are	influenced	by	several	contemporary	themes
• I	will	outline	briefly	what	these	mean	for	how	we	
should	be	doing	our	work	now…	and	ask:

…Who	needs	to	know	them?
• These	ideas	are	grounded	in	WHO’s	(ICF)	Framework	
for	health	and	the	F-words.
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*	Our	ideas	about	‘HEALTH’
• Health	is	‘the	ability to	adapt and	self-

manage in	the	face	of	social,	physical	and	
emotional	challenges’	(Huber	et	al. 2011).	

• In	other	words,	functioning (however	it	is	
done,	regardless	of	ability/disability)	can	be	
understood	as	the	evidence	of	health.	



Ideas	about	‘DEVELOPMENTAL	DISABILITY’	

• The	‘non-categorical’ way	of	thinking	and	talking	
reminds	us	that	many	issues	are	common	across	
‘developmental	disabilities’
• It	is	also	essential	to	take	a	life-course approach	to	
these	life-long	‘child-onset’	conditions.	
• And,	to	accept/celebrate	diversity	&	variation.



WHO	(2001)	ICF	Framework

(WHO,	2001)

Health	Condition
(e.g.,	CP,	ASD)	

Body	Structure	
and	Function Activity Participation

Environmental
Factors		

Personal	
Factors



Focusing	on	the	CAN versus	the	
CAN’T
• Ideas	to	de-emphasize:	fixing,	normality,	
disability	
• Ideas	we	need	to	promote:	
development,	child/family	strengths,	
achievement,	being	family-centred,	life-
course	thinking….		

Impact	of	these	changes…



The	F-words	in	Child
Development
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• A	way	to	bring	ICF’s	
framework	for	health	to	life	in	
our	field.
• These	words	are	meant	to	be	
examples	of	how	the	ICF	
concepts	can	be	used	in	child	
health	and	development.
• These	are	often	called	“My	
favourite	words.”





OMG…	we	never	
saw	things	that	
way	before!



4.	HOW	can	we	change/expand	things?
1. Change our	thinking!
2. Expand	our	thinking	– to	see	

childhood-onset	disability	in	
the	perspective	of	a	life-course,	
beyond	the	childhood	years.

3. Consider	new	frameworks	for	
health,	as	I	will	now	show.

4. Learn	lessons	from	‘the	people	
who	know’,	who	‘have	it’	– to	
understand	their	lives,	and	our	
potential	roles,	in	a	unique	way.
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Let’s	recognize	obvious realities…
• A	multiplicity	of	factors	&	forces	influence	everyone’s	life
• Impairment	is	only	part	of	the	story	– the	part	WE	see,	but	
perhaps	not	always	the	major	part…
…BUT	‘impairment’	doesn’t	cause	‘disability’	– society does!
• ‘We’	know	‘them’	(these	kids/families)	because	of	special	
knowledge/skills	in	‘impairment’;	BUT…	we	might	too	easily	
attribute	everything	to	impairments!
•Neil	Halfon	and	colleagues	talk	of	a	Lifecourse	Health	
Development framework,	illustrated	in	the	next	slides.	
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Note	variable life
trajectories	– and	
the	factors	that	can	
impact	these.

Halfon	et	al.	Matern Child	Health	J	(2014)	18:344–365
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This image cannot currently be 

b

“Trajectories	are	not	
straight,	linear,	
overly	determined…
but	can	be	in	a	
constant	state	of	
flux	relative	to	
different	influences	
at	different	points	in	
time.”

Halfon	et	al.	Matern Child	Health	J	(2014)	18:344–365



A	quick	look	
at	some	
examples



Example	1:	Building	on	Halfon:	Palisano	et	al.*
Purposes:

1:	to	describe	how	young	adults	with	CP	
experience	lifecourse	health	development,	and
2: to	create	key	messages	for	pediatric	health	
service	providers	to	promote	children’s	capacities	
for	future	adult	roles	and	healthy	adult	living.
*Palisano et	al:	“Promoting	capacities	for	future	adult	roles	and	healthy	
living	using	a	lifecourse	health	development	approach”	Disab &	Rehab	
2020,	VOL.	42,	NO.	14,	2002–2011
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Example	1:	Building	on	Halfon:	Palisano	et	al.*

Methods:	Interpretive	description	(ID)	qualitative	
design.	… a	purposive	sample	of	23	young	adults	
with	CP,	25–33	years	of	age… varied	in	functional	
abilities,	education,	living,	and	work	situations….	
50–60	min	interviews…. themes	identified….	then
a	one-day	advisory	group	meeting	to	inform	key	
ID	messages.
*Palisano et	al:	“Promoting	capacities	for	future	adult	roles	and	healthy	
living	using	a	lifecourse	health	development	approach”	Disab &	Rehab	
2020,	VOL.	42,	NO.	14,	2002–2011
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Results	from	Palisano*	et	al.
•Four	themes	emerged	from	the	young	people	
•personal	lifecourse
•contexts	for	healthy	living	
•health	development	through	everyday	
experiences	
•healthy	living	as	an	adaptive	process

*Palisano et	al:	“Promoting	capacities	for	future	adult	roles	and	healthy	
living	using	a	lifecourse	health	development	approach”	Disab &	Rehab	2020,	
VOL.	42,	NO.	14,	2002–2011
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Results	from	Palisano*	et	al.
•Key	messages	for	service	providers:	
(a)	address	healthy	living	across	the	lifecourse	
(b)	focus	on	contexts	of	healthy	living	
(c)	focus	on	everyday	experiences	and	what	we	
all learning	from	those	experiences
(d)	pay	attention	to	the	timing	of	opportunities	
and	experiences.
*Palisano et	al:	“Promoting	capacities	for	future	adult	roles	and	
healthy	living	using	a	lifecourse	health	development	approach”	Disab
&	Rehab	2020,	VOL.	42,	NO.	14,	2002–2011
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Conclusions	from	Palisano	et	al.

• The	findings	provide	first	steps	toward	adoption	of	an	
approach	to	lifecourse	health	development	for	
individuals	with	CP	that	emphasizes	physical,	mental,	
and	emotional	wellbeing	and	goals	for	desired	social	
participation	over	the	lifecourse.	
• This	needs	to	start	from	early	childhood…	a	focus	on	
development	toward	a	fulfilling	future	as	an	adult
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How	are	these	themes	being	expressed?
Example	2: Qualitative	study	– young	people	with	CP*
“Body	structure	and	function	impairments	impact	
participation in	activities of	daily	living,	
threatening	participants’	ability	to	form	positive	
identities	and	live	meaningful	lives.	People	with	CP	
desire	to	work,	but	may	require	additional	
training,	accommodation	and	support to	do	so.	
Environmental conditions,	including	relationships,	
supportive	people	and	accessibility	shape	
participants’	health,	wellbeing,	and	social/civic	
engagement.”	
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How	are	these	themes	being	expressed?
Example	2: Qualitative	study	– young	people	with	CP*
This	study	confirms	the	need	for	improved	
care	for	adults	with	CP,	including	multi-
disciplinary	adult	health	team(s)	and	
community	services.	

*Hanes et	al:	Child	Care	Health	Dev	Sep;45(5):613-622. doi:	
10.1111/cch.12705. Epub 2019	Jul	24.
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How	are	these	themes	being	expressed?
Example	3: A	Unique	Personal	Perspective.
• A	friend	and	former	PhD	student	is	an	OT	with	spina	bifida,	who	worked	
as	an	OT,	then	as	a	researcher,	then	completed	her	studies	in	Rehab	
Science	with	a	critical	disability	studies	lens.	Her	thesis	is	called:	

“I	WALK,	THEREFORE	I	AM…”
MULTIPLE	REFLECTIONS	ON	DISABILITY	AND	REHABILITATION
• What	is	unique	are	her	reflections,	journaled	in	real	time	over	>25	years,	
in	which	she	considers	her	life	issues	– and	how	‘we’	treated	her.
• This	work	should	be	required	reading	for	all	rehab	professionals!
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The	Evolution	of	Self-Image	–
and	how	others influenced	that!

• CHAPTER	1:	Introducing	“I	Walk,	Therefore	I	am...”	
• CHAPTER	2:	“I	Walk,	Therefore	I	am...	Between	two	Worlds”	
• CHAPTER	3:	“I	Walk,	Therefore...	I	am	Independent”	
• CHAPTER	4:	“I	Walk,	Therefore...	I	am	Oppressed”	
• CHAPTER	5:	“I	Walk,	Therefore...	I	am	Deemed	to	be	Compliant”	
• CHAPTER	6:	“I	Walk,	Therefore...	I	am	Abled”	
• CHAPTER	7:	“I	Walk,	Therefore...	I	am	Less	Disabled”	
• CHAPTER	8:	“I	Walk,	Therefore	I	(Simply)	am…”
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Here	is	an	overview	article	by	Dr.	G-M
•Guenther-Mahipaul,	S.	“This	unfortunate	young	
girl”:	Rethinking	a	necessary	relationship	
between	disability	studies	and	rehabilitation.	
In:	K.	McPherson,	B.E.	Gibson,	&	A.	Leplège
(Eds.)	(2015)	Rethinking	Rehabilitation:	Theory	
and	practice	(pp.	191-207).	Toronto,	Ontario,	
Canada:	CRC	Press.
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At	the	start	I	asked:	
WHY is	change	essential?	Because…
1. …	we	only	know	part	of	the	‘story’	of	the	children	

and	youth	(and	families)	with	whom	we	work…
2. …	they	have	much	to	tell	us/teach	us...
3. ...	we	have	much	to	understand	from	them	and	to	

‘feed	back’	to	the	next	children/families	we	see...
4. ...	so	we	can	do	more,	and	do	better	going	forward
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We	hope	you	
agree	that	
there	is	no	
need	to	argue	
about	these	
ideas!



How	do	we	do	this?...
We	need	buy-in	from	the	whole	’system’:
• colleagues – who	agree	on	what,	why	and	how…
•managers – with	creativity to	experiment	and	build…
•programs – with	imagination to	be	bold…
• communities – with	the	courage to	accept	everyone…
•policy-makers – with	to	wisdom to	expand	thinking…
These	changes	are	within	our	power	to	make!
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How	might	we	do	this?...
• Embed	child-health	professionals	in	‘adult’	programs,	
as	ambassadors	and	‘translators’
• Doing	that	will	support	adult	colleagues	to	support	young	
people	and	families

• Improve	accessibility	to	every	aspect	of	life.
•Become	‘Knowledge	Brokers’	– sharing/promoting	
good	ideas	to	good	people	across	the	community	who	
simply	‘don’t	know’	these	concepts	(yet!)
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HOW	WILL	WE	KNOW	if	we	succeed?
•Are	the	lives	of	young	people	today	richer	and	more	
fulfilled	than	young	people	in	the	past?
•Ask about	their:
• Independence/interdependence	– for	each	individual!
• Skills	at	advocacy
• Employment
• Personal	relationships/intimacy
• Self-reported	quality	of	life

•Undertake	constant	Quality	Assurance…
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I	offered	a	series	of	interconnected	issues:

1. 👀WHAT has	been	our	‘culture	of	disability’?	
2. WHO are	‘we’,	and	why	does	that	matter?
3. WHERE are	we/where	should	we	be	going?
4. HOW can	we	change/expand	our	service	systems?
5. WHY	is	change	essential?
6. HOW	WILL	WE	KNOW	if	we	succeed?
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Thanks	for	
being	here	
and	listening



Please	feel	free	
to	discuss,	challenge	
and	expand	on	these
ideas!


