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ABSTRACT
Purpose:  a powerful aphorism states: “if i hadn’t believed it, i wouldn’t have seen it!” this challenging 
notion reminds us how strongly we are influenced by prevailing ideas, and how we interpret things 
according to current fashions and teachings.
Materials and methods:  in this paper we present and discuss contemporary perspectives concerning 
childhood-onset disability and the evolving nature of how people are thinking and acting. We illustrate 
these ideas by reminding readers of how we have all traditionally been trained and acculturated to 
think about many dimensions of neurodevelopmental disability (“What?”); reflect on the impact of these 
ways of thinking in terms of what we have conventionally “seen” and done (“so What?”); and contrast 
those traditions with contemporary concepts that we believe or know impact the field (“now What?”).
Results: Many of the concepts discussed here will be familiar to readers. in taking this analytically critical 
perspective we aim to illustrate that by weaving these individual threads together we are able to create 
a coherent fabric that can serve children with childhood-onset nDD, their families, service providers, the 
community, and policy-makers. We do not purport to offer a comprehensive view of the whole field.
Conclusions:  We encourage readers to consider the integration of these new ways of thinking and 
acting in our still-evolving field of “childhood-onset  disability”.

 h IMPLICATIONS FOR REHABILITATION
• 21st-century thinking about childhood-onset neurodisability builds on Who’s icF framework for 

health, expanding well beyond traditional primary biomedical foci on diagnosis and management 
and toward a focus on functioning and belonging.

• new emphases put family at the centre, attending to family voices and prioritizing family wellbeing 
as targets for intervention equal to a focus on the child.

• there is strong emerging evidence to support the value and impact of these broader approaches 
on overall family functioning and wellbeing.

• these developments are primarily conceptual rather than technical: they emphasize child and family 
development, parenting, promotion of functioning, and a life-course approach from the start of intervention.

Introduction

there is an important reconceptualization underway in the field of 
“childhood-onset disability”. these conditions are usually neurolog-
ically based; are commonly referred to as “neurodevelopmental 
disabilities” (nDDs); and have traditionally been discussed in terms 
of specific diagnoses and “managed” as distinct entities (“catego-
ries”). Decades after the concept of “non-categorical” thinking was 
first posited by Pless and Pinkerton [1], and supported by the work 
of ruth stein and her colleagues [2–4], there is a broad recognition 
of the commonalities among these disparate conditions, coupled 
with the value of shared perspectives and approaches to them.

Without any implied criticism of the pioneers of our field (e.g., 
ronald Mac Keith, ronald illingworth, Kenneth holt in the UK; arnold 

Gesell, berry brazelton, arnold capute in the Us), this paper makes 
an analytically critical effort to bring together multiple related but 
distinct concepts that the authors argue are cross-cutting themes 
that apply to all nDDs—and indeed to all childhood-onset  chronic 
health conditions. some of the ideas offered here are innovative, 
while others are being re-emphasized, developed, and integrated in 
new ways. as will be reported in this paper, the value of presenting 
these concepts in this integrated manner has been validated in the 
envisaGe-Families program discussed below.these concepts include:

1. eXPanDeD iDeas aboUt “health”. the World health 
organization’s international classification of Functioning, 
Disability and health framework [5] and its animation with 
the “F-words for child development” [6] can guide how 

© 2024 the author(s). Published by informa UK limited, trading as taylor & Francis Group

CONTACT Peter l. Rosenbaum  rosenbau@mcmaster.ca  Paediatrics, McMaster University, iahs building, Room 408, McMaster University, 1400 Main street W. 
hamilton on l8s 1C7, Canada

https://doi.org/10.1080/09638288.2024.2394647

this is an open access article distributed under the terms of the Creative Commons attribution-nonCommercial-noDerivatives license (http://creativecommons.org/licenses/by-nc-nd/4.0/), 
which permits non-commercial re-use, distribution, and reproduction in any medium, provided the original work is properly cited, and is not altered, transformed, or built upon in any 
way. the terms on which this article has been published allow the posting of the accepted Manuscript in a repository by the author(s) or with their consent.

ARTICLE HISTORY
received 9 april 2024
revised 12 august 2024
accepted 16 august 2024

KEYWORDS
neurodisability; childhood-onset 
disability; Who’s icF; F-words 
for child Development; family; 
development; life-course

http://orcid.org/0000-0001-6751-5613
http://orcid.org/0000-0001-9055-3554
http://orcid.org/0000-0002-3562-1320
http://orcid.org/0000-0002-1350-8036
http://orcid.org/0000-0003-1477-4536
mailto:rosenbau@mcmaster.ca
https://doi.org/10.1080/09638288.2024.2394647
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2024.2394647&domain=pdf&date_stamp=2025-5-7
http://www.tandfonline.com
http://www.tandfonline.com


PersPectives in chilDhooD-onset Disabilities 2683

we think, what we do, and why. there is also an exciting 
reconceptualization of “health” in the context of modern 
thinking [7].

2. DeveloPMent. this universal force—a process of being, 
becoming and belonging [8]—impacts all children and fam-
ilies. the corollary idea is the imperative to promote 
FUnctioninG, however it is accomplished, in order to enable 
development and belonging.

3. Parents and the FaMilY Unit. “Family” is the essential envi-
ronment in which children typically grow up [9]. We propose 
that, expanding beyond “child,” “family” (however defined) 
[10] should be identified as the focus of interest in all areas 
of “child health”.

4. ParentinG. We posit that parenting is “a dance led by the 
child,” and as such should warrant discussion in our field 
where children with developmental impairments often cannot 
“dance” easily, and where “parenting” often implies application 
of therapies by parents [11].

5. liFe-coUrse PersPectives. it is essential to look beyond 
the childhood years, and traditional child-directed “therapies,” 
to promote healthy development across the life course [12].

it will be apparent to readers that most of these ideas are com-
plementary and interrelated rather than discrete. We discuss them 
individually to highlight intrinsic aspects of each concept without 
intending either to prioritize one over another or to assume that 
they are independent. they are in reality “transactional”—constantly 
influencing each other over time. thus, in each section we may 
refer to other concepts that make up the fabric of this approach 
to childhood-onset  nDD—being family-centred and holistic, pro-
moting functioning and development, and taking a life-course view.

the structure of the paper follows a consistent pattern, address-
ing three related questions:

• WHAT has been our traditional thinking related to each 
of these themes—what were we acculturated to “believe”? 
this will outline our field’s past points of departure to 
illustrate what we mean by each of the major themes, 
showing where we have come from conceptually.

• SO WHAT? how have these ideas influenced how we have 
been thinking and acting, and why does this matter?

• NOW WHAT? We present and illustrate contemporary ideas 
in the field to contrast these new approaches with traditional 
ways of thinking and acting. What are the implications for 
the field? how can we use these ideas? What do we gain, 
and what do we give up? this focus illustrates how these 
ideas can be used with families and in offering services.

this paper has been created by clinician-researchers and aca-
demic educators engaged fulltime in the study of 
childhood-onset  disability and its translation into clinical practice. 
our aim is to address questions frequently raised by colleagues, 
learners, parents and policy makers about our teaching, our 
research directions, and the approaches we advocate. it is our 
hope that this essay will be read and assessed in that light.

THEME one: contemporary ideas about “health”

WHAT has been our traditional thinking about childhood-
onset disability?

conventional thinking in the field of childhood nDD has been 
grounded in sound biomedically-based clinical approaches drawn 
from acute care medicine. these include (i) doing tests and 

investigations to make a specific diagnosis, before (ii) applying 
the best evidence-based treatments for that diagnosis, and then 
(iii) assessing the impact of interventions on the person’s symp-
toms and functioning. this remains an essential clinical paradigm 
in most areas of health care.

by analogy, our field is usually referred to as “paediatric reha-
bilitation”. Just as we have drawn on important approaches from 
acute-care medicine, so have we imported into child health ideas 
that are essential in adult “rehab”. We have done this without 
acknowledging that re-habilitation seeks to support people’s return 
to prior functioning, whereas children with early-onset nDDs often 
have never displayed “neurotypical” development. in the absence 
of a past history of “usual function” the default target in 
childhood-onset  disability has been “normal function”—an odd 
and often unrealistic “ableist” goal.

So WHAT? How has the field of NDD been influenced by these 
ideas?

in traditional biomedical thinking about nDDs, the “problems” 
have been considered to exist within the person with the impair-
ments (in our field, the child). interventions have therefore been 
aimed at addressing the impairments (“fixing” where possible) to 
promote “normal” functioning. insofar as the child and their 
impairments have been the focus of concern in “management,” 
we have provided families with well-intentioned “early interven-
tions” for their children. these approaches have usually paid less 
attention to the impact of the nDD on child and family develop-
ment than we believe is warranted.

biomedical perspectives are highly appropriate when someone 
who was previously well becomes unwell or impaired for any 
reason; we strive to “rule out” diagnostic options in order to arrive 
at a specific answer. however, these approaches have less imme-
diate utility in the field of childhood-onset nDD. conditions like 
cerebral palsy, autism spectrum disorders, and other nDDs vary 
widely in their biomedical features; they often defy specific bio-
medical characterization and require understanding and “devel-
opmental” supports and management that are rarely specific to 
a particular diagnosis. this can be accounted for by several factors. 
(i) nDDs are often phenotypic manifestations of a wide variety 
of disparate underlying biomedical impairments rather than being 
specific to a particular “diagnosis” or pathophysiology; hence it 
can be challenging to discern the exact biomedical nature of the 
condition. Furthermore, detecting biomedical variations such as 
a genetic difference or “abnormality” as might show on an Mri 
scan does not automatically “explain” the nDD or lead to specific 
treatment. (at the same time, it is well acknowledged that iden-
tifying underlying impairments often is very important in address-
ing families’ needs for an explanation of their child’s situation.) 
(ii) in most nDDs, interventions target aspects of functioning—the 
presenting manifestations of the condition—rather than the often 
elusive specific biomedical underpinnings of the functional impair-
ments [13]. Furthermore, “treating” impairments such as spasticity 
in children with cP does not in itself lead to changes in func-
tioning [14]. (iii) the frequent absence of specific biomedical diag-
noses to which biomedical therapies can be directed is often 
regarded as a source of frustration, limitation, and futility in “treat-
ing” nDDs, at least using conventional biomedical thinking and 
interventions. Many clinical programs still require a medical “diag-
nosis” before starting interventions rather than looking at chil-
dren’s functioning and supporting development from the 
perspective of what they can  do and what they would  like to 
do next, while continuing to pursue a diagnosis.
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NOW WHAT? What are contemporary ideas about health, and 
how are they being applied?

in 2001, with the input of adults with impairments, the World 
health organization (Who) redeveloped and refined its original 
1980 international classification of impairments, Disabilities and 
handicaps [15]. the result was the creation in 2001 of a universal 
integrated framework for health—the Who’s international 
classification of Functioning, Disability and health, colloquially 
called the icF [5]. in the icF, no traditional elements of “health” 
are excluded; rather, the icF provides an expanded, interconnected 
picture of the many complementary elements—biomedical, psy-
chological, and social—that influence people’s lives and health, 
integrated into a single multidimensional “rule in” framework 
(Figure 1).

in 2012 canadian childhood disability researchers animated 
the icF framework with the “F-words for child Development” 
(Functioning, Fitness, Family, Fun, Friendships, and Future) [6]. 

their goal was to encourage people to see the whole child with 
an nDD in the broader context of their life as a unique individual, 
their family, and their community (Figure 2). in contrast to 
approaches in adult rehabilitation, interventions for children with 
nDD aim to support and promote a child’s (and family’s) devel-
opment and functioning, regardless of whether things are done in 
ways that are considered typical [16]. this way of thinking moves 
beyond the tyranny of “normal” [17–19], a confining idea and one 
that is often not realistic for children developing with nDDs. the 
early use of evidence-based interventions to enhance functioning 
is of course encouraged; in parallel, one can continue to pursue 
a diagnostic search to understand the specific nature of the nDD.

the global embrace and uptake of the icF and especially of 
the “F-words for child Development” [20,21] illustrates that, in the 
field of childhood-onset  disability, these ideas have captured the 
imagination of parents, service providers, clinical programs, 
researchers, and policy-makers. they have gained considerable 
currency with parents, service providers, and researchers around 
the world, as judged by the downloads (>82,000) and citations 
(over 700) of the original paper and the myriad translations of 
the concepts [21]. there is a rich “tool box” of free resources 
(https://www.canchild.ca/en/research-in-practice/f-words-in- 
childhood-disability/f-words-tools) that can be used by children 
and families to present a fuller picture of the child and family, as 
well as their strengths, priorities and values across the domains 
of the icF [22] (see www.canchild.ca/f-words). this way of pre-
senting a child and family helps everyone who works with the 
child—be they extended family, service providers, teachers—to 
see beyond the impairments and recognize the child as a whole 
person, with their own story, strengths, identity and preferences 
(see Figure 3).

by considering both a child’s “capacity” (best abilities) and 
“usual performance” we are encouraged to try to identify what 
may be creating a gap between these manifestations of function-
ing and to narrow that gap [23]. the icF/F-words way of thinking 

Figure 1. World health organization’s iCF framework for health.
iCF schematic. Reprinted with permission from: the international Classification of Functioning, 
Disability and health (iCF), World health organization, 2001.

Figure 2. CanChild’s F-Words for child development.

https://www.canchild.ca/en/research-in-practice/f-words-in-childhood-disability/f-words-tools
https://www.canchild.ca/en/research-in-practice/f-words-in-childhood-disability/f-words-tools
http://www.canchild.ca/f-words
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gives people “permission” to offer interventions that might be 
helpful anywhere and everywhere in the framework: think of 
mobility aids such as a walker or powered chair, an “environmen-
tal” intervention, to enable a child’s mobility and by extension to 
expand their horizons without either prioritizing or neglecting 
interventions for the impairments at the level of “body structure 
and function”. thus, while applying the best of evidence-based 
biomedical interventions (e.g., therapies, medications, bracing, 
surgeries, etc.), the icF concepts broaden the nature and scope 
of interventions. and enable us to think beyond the “What” to 
the “so What?” of interventions and what they offer children and 
families in terms of enhancing participation and quality of life [24].

as one evidence of the policy impact of these concepts, the 
canadian Province of ontario’s Ministry of children, community 
and social services has incorporated the F-words as a key principle 
in their publicly-funded services [25] (see also https://www.ontario.
ca/document/smartstart-hubs-guidelines), and supported canchild 
centre for childhood Disability research, creators of the F-words, 
to develop a series of free F-words training modules for families 
and service providers [26] (available at: https://canchild-fwords.ca/).

the icF and F-words in no way prescribe what goals should 
be addressed or what interventions are to be done or avoided. 
they simply provide a broad contextual and conceptual framework 
onto which a child’s and family’s strengths, concerns, and future 
thinking can be aggregated by the child and family, with their 
service providers as a basis for exploring and planning shared 
approaches to support and enhance child-and-family-identified 
development. insofar as the F-words provide a common language 
across nDDs, countries, and service providers, people may wish 
to apply them to their clinical work, program development, and 
education of child health professionals.

Take-away messages from this expanded way of thinking 
about “Health”

• recognize that health is multifaceted and multidetermined.
• take a “rule in” approach to a child’s (and family’s) profile; 

avoid reductionist thinking.

• learn, and apply, concepts promoted by Who’s icF and 
brought to life with the F-words

Theme 2: Development and functioning as a universal 
force for children and families

WHAT has been our training and thinking about child 
development?

in pediatrics the dominant approach to assessing child develop-
ment has usually involved tracking milestones—typically related 
to aspects of motor, communicative, cognitive, and adaptive skills. 
the skills listed do not usually include social dimensions of func-
tioning such as transactional relationships, engagement in play, 
exploration of close and far contexts; rather, they focus predom-
inantly on what the child can or cannot do, with almost no iden-
tification of the contextual elements that drive development. 
Parents of children with nDDs search the internet for information 
on when children without impairments “should” walk/talk/sleep 
through the night/be toilet trained… the list is long and the 
sources of information are varied and often inconsistent and 
[27–29].

So WHAT? How does this affect what we see, think and do?

even when they have had formal training in or exposure to “child 
development”—and that is not a common experience for pedia-
tricians—service providers are usually preoccupied with assessing 
the developmental progress of children with nDDs against nor-
mative standards. one implication of the use of the markers of 
“typical development” with children with nDDs is that as time 
goes on the gap often seems to widen between the progress of 
a child with nDD and impaired development, and the expected 
norm-based performance of many skills. this is almost always an 
artifact of the way we approach assessing development against 
age-based norms, rather than evidence of regression. We focus 
on the child’s limitations instead of celebrating their achievements 
and the changes in their being and belonging [11].

Figure 3. illustrating one use of the F-words profile: six-year old boy with level iV CP.

https://www.ontario.ca/document/smartstart-hubs-guidelines
https://www.ontario.ca/document/smartstart-hubs-guidelines
https://canchild-fwords.ca/
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implicit in the milestone approach to child development is 
the expectation not only of the quantitative (timing) aspect of 
milestones, but also of the qualitative component (how things 
will be accomplished, to which standard and in what order). 
thus, deviations of either the “quantitative” or “qualitative” mark-
ers of a child’s development can create additional concern for 
everyone. We may then fail to observe, value and celebrate 
elements of development that are not on “the checklist”—the 
development of personality and identity, of problem-solving, of 
relationships and sense of being and belonging to family and 
community—each of which is crucial to wellbeing and life 
quality.

NOW WHAT? What’s new in our thinking?

children learn by active experience! a basic concern in the field 
of childhood-onset  disability is to understand and address the 
impact—on child and family development—of the condition that 
is creating the “disability” [30]. thus, while offering the best 
current evidence-based interventions for impairments, the focus 
of our work must be on promoting development and functioning, 
however these are accomplished. Development is infinitely var-
ied, and expectations based on strict “norms” can be confining 
and disheartening. For example, children showing variations of 
development and function, some of which may be considered 
“deviant” by usual standards may appear not to fit in and thus 
may experience restrictions in their opportunities for develop-
ment and learning (e.g., within school and peer group, or par-
ticipation in community activities). it is important to recognize 
that the milestones by which we assess development are aver-
ages, computed as means and standard deviations of observa-
tions from large (often western) populations, and are likely 
variable across the world related to culture and environment 
[31]. thus, it is essential to accept that each individual child’s 
progress in any dimension of development may vary considerably 
even within the “norms”.

in our preoccupation with the current developmental “problem,” 
it is too easy to forget the innate capacity of the young child to 
continue to learn and progress—in other words, to develop—even 
if they do so differently because of childhood-onset brain impair-
ment  and related “deprivation” of experience [32]. by starting 
with an assessment and interpretation of the developmental prog-
ress of any specific child with an impairment, and charting their 
individual achievements over time against set goals, we can gain 
a sense of that particular child’s trajectory, and capture their 
individual developmental progress. this is analogous to how we 
think about physical growth: a child’s initial weight, length and 
head circumference, plotted on centile curves, provide a perspec-
tive of this child’s growth against sex- and age-base norms. on 
subsequent assessments of that child, however, we are evaluating 
their growth progress against themself: are they tracking consis-
tently for them, as opposed to the means for the population? in 
this way, one can capture change and identify incremental prog-
ress using a more individualized lens.

how can this expanded perspective be applied in everyday 
practice? We must always ask: how does this condition affect a 
child’s being, belonging and becoming [7] and what is needed in 
the environment around the child and family to support these 
three crucial elements? Developmental outcomes related to being, 
belonging and becoming are closely related to wellbeing, identity, 
confidence, connection to family and others, culture and commu-
nity, and a child’s sense that they contribute to the contexts in 
which they live, learn and play [7]. these are the internal devel-
opmental conditions in which other developmental milestones 

(e.g., those related to movement, object manipulation, reading, 
talking) can be nurtured.

an emphasis on being, belonging and becoming as the entry 
point for our efforts to support development and functioning means 
helping children to progress developmentally, however that is 
accomplished. Many parents, and sadly many professionals, express 
concerns about interventions that offer extra support for children 
to function independently. they worry that making things “too 
easy” for children will lead to dependency and stifle initiative to 
try harder; they believe that children need to learn and practice 
“normal” functioning. to address this hesitancy, consider the par-
ent or therapist who does not want a two-year-old with limited 
independent mobility to have a walker, but who has happily 
provided their older typically-developing child with training 
wheels to help that child learn to ride a bicycle, and where the 
training wheel “intervention” has often only been needed for a 
short time. We like to tease these adults by asking why it is okay 
for the older child to have a “walker” while the child with an 
impairment cannot have “training wheels”? like training wheels, 
the walker empowers the child’s independent mobility, something 
that may otherwise be very limited. Mobility leads to exploration 
and huge opportunities for learning—just think of being able to 
“liberate” the activity and learning capacity of a developing 
two-year-old!

our intervention efforts, and our counseling to families, must 
be directed at enabling children to have experiences of success 
by providing just-right challenges that build the child’s sense of 
self—their confidence and competence—while often astonishing 
parents and others with what children can do if given the oppor-
tunities and the right supports. Providing opportunities for chil-
dren to engage in everyday learning experiences—doing the 
things they love, with the people they love, in the places they 
love, harnesses their strengths and preferences and contributes 
to their being, becoming and belonging. this approach to pro-
moting development and functioning contrasts with 
well-intentioned but naïve beliefs in many schools of therapy that 
things have to be done “nicely” and “normally” from the outset, 
and that doing them “wrong,” or with too much support, will lead 
to long-term problems [32].

Take-away messages from this expanded way of thinking 
about development

• Development in children is enhanced by experience-based 
learning. Promoting functioning is essential.

• Development is infinitely varied, and strict milestone-based 
markers disadvantage many children.

• children with childhood-onset impairments still develop 
in their own ways: our challenge is to recognize, support 
and promote that development.

Theme three: Parents and family—the essential 
environment in which children grow up

WHAT has influenced our thinking about “family” in the 
context of NDD?

in the field of childhood-onset  disability, as elsewhere, family, 
however constituted [10], is recognized as the human environment 
in which children grow and develop [9]. Parents/caregivers in 
particular are assumed to be the people to whom our advice 
about interventions and “management” will be provided, with the 
expectation that they will heed and apply our advice.
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however, in most areas of child health the child is traditionally 
regarded as the “patient”. the child’s developmental or behavioral 
challenges are seen as the “presenting complaint,” brought by 
parents and families seeking help, advice, support. thus, with 
good intentions, we counsel parents about the child, and then 
offer programs of “early intervention” directed almost entirely at 
promoting the child’s development. these programs are meant to 
be carried out by parents, whose “compliance” and engagement 
with us we then judge [11].

So WHAT? Why might this matter?

in this way of thinking, if parents appear not to take and follow 
through with our advice it is easy to apply pejorative labels to 
people we deem to be “non-compliant,” “difficult,” or “resistant,” or 
whose questioning of us is evidence of “non-acceptance” of the 
reality of their child’s predicament [33–35]. this traditional approach 
is, in effect, top-down pressure in which service providers promote 
our experience and expertise and expect parents to ‘comply’.

Now What? How can this expanded perspective be applied in 
everyday practice?

children with childhood-onset developmental or behavioral diffi-
culties, like all children with health issues, never seek help on 
their own! they are always brought to services by adults who 
have the role of parents and caregivers—be they biological family, 
extended family, surrogate/foster family, or kinship groups. thus, 
it is the adult members of the “family” to whom we offer our 
assessments, interpretations, counseling, and recommendations 
for interventions. this statement of the obvious leads to the con-
clusion that it is—and certainly in our view should be—the family 
(and in some cultures the kinship group) who are our “collabora-
tive partners” or, in conventional medical jargon, the “patient”.

there is considerable clinical and epidemiological evidence of 
the impact on the wellbeing of parents raising children with nDDs 
and other chronic health conditions [36–38]. this in turn chal-
lenges us to address the needs of parents beyond the technical 
aspects of our recommendations for child-directed interventions. 
We need to ask about, listen for, and attend to the knowledge 
parents bring about the broader context of their child’s develop-
ment, including their own needs for practical and psychological 
support to build confidence and capacity to make decisions that 
fit with their values and goals for the child and family in their 
community. the needs and contributions of other children in the 
family of the child with nDD should also be understood and never 
be ignored or taken for granted [39–41].

there are several implications of this perspective. the first is 
that, as the world’s experts on their child, with thousands of hours 
of observation and experience with the child’s functioning in 
myriad situations, parents must be listened to actively, and trusted 
for their insights. a wise parent remarked: “You have textbooks, 
we have story books!” [42].

the second implication is that we need to engage respectfully 
with parents as collaborative partners in their child’s care, offering 
and practicing “family-centred” services [43]. this means that the 
voices and values of the family should be actively sought and 
factored into any and all recommendations to address their child’s 
(and family’s) concerns and goals for the future. another insightful 
parent observed: “i want our lived experience treated as valid 
evidence.”

third, we need to create programs and supports directed to 
all parents to help them understand and be able to apply new 

ideas such as those offered in this paper [44]. evidence from a 
canadian-australian program co-created and co-delivered by par-
ents, service providers and researchers (including the authors)—
what one parent called “early intervention for parents”—shows 
clearly that ideas like these have a powerful measurable impact 
on parents’ sense of empowerment, confidence and competence 
in parenting their children with nDDs [45–47].

note as well the implications of expecting parents to take on 
the role of “therapist” [11]. this requires resources of time and 
energy additional to their already full plate, and for many parents 
this is not a role they seek. they want to “parent,” and to have 
value placed on the importance of them as parents—arguably 
their most important role—and not as therapists! Furthermore, 
the emphasis on “therapies” continually refocuses parents on their 
child’s impairments and limitations, as well as implying that their 
efforts are never “enough,” because their child still needs therapy! 
We believe that the expanded focus on parents being promoted 
here supports the essential need for programs and approaches 
that actively include parents and caregivers as well as children, 
especially in the early years.

Take-away messages from this expanded way of thinking 
about parents and family

• Parents are central to all children’s lives—their develop-
ment and wellbeing—and should be considered the focus 
of all our work in developmental disability.

• Parents raising children with nDDs and other chronic con-
ditions experience much higher rates of physical and men-
tal health impairments than parents of typically-developing 
children.

• Family-centred services provide a framework for collabo-
rative efforts that enable parents/families and service pro-
viders to co-create, tailor, and modify ways to support 
child (and family) development.

Theme four: parenting – a dance led by the children

WHAT has guided our thinking about parenting?

Parenting has traditionally been thought of as a top-down process: 
parents “parented” and children developed. When children were 
developing well and behaving appropriately, parents were com-
plimented, based on the assumption that their methods were 
effective and they were “good parents”.

So What? Is that wrong?

the sad corollary of the top-down view of parenting is that when 
children struggled in any sphere of their development, it was easy 
to assume that parents were responsible—i.e., they were parenting 
inadequately—and then to blame and judge them. the twentieth 
century’s most egregious illustration of this problem was 
bettelheim’s notion of “psychogenesis”—the theory that placed 
the origins of autism in the toxic familial environments that denied 
the basic emotional needs of babies unlucky enough to be born 
into them [48]. this idea illustrates poignantly the aphorism with 
which this paper opened, namely that our prior beliefs condition 
what issues we see and how we interpret them. as a 
psychoanalytically-oriented developmental psychologist, bettelheim 
was referred, and assessed, young children (mainly boys) with 
odd behaviors and delayed or aberrant development, displaying 
signs of what we now call “autism spectrum disorder” (asD); they 
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were usually accompanied by apparently disaffected and emo-
tionally distant mothers (bettelheim called them “refrigerator” 
mothers). his interpretation concluded, in effect, “no wonder the 
child is behaving like this—look at the mother!” blaming parents 
(usually mothers) was a pervasive approach to interpreting 
impaired child development and behavior, and as noted above, 
created untold heartache and distress for thousands of parents.

beginning in the early 1970s two streams of thinking emerged. 
First, arnold sameroff [49] and others began to articulate the 
notion of “transactionality” in parent-child relationships. as 
expressed clearly by sameroff, the world around the child impacts 
the child in myriad ways, and changes them; the “changed” child 
then interacts back on the (animate, e.g., parent) environment 
and creates new interactions in this constant and ever-changing 
relationship across space and time. both parent and child are 
changed! We choose to refer to this as an illustration of “Parenting 
is a dance led by the (constantly changing) child.”

the second important development at this time was the work 
of Professor Michael rutter and his colleagues at the Maudsley 
hospital in london [50]. they had been studying children with 
autism and recognized that asD was a childhood-onset neuro-
disability, with considerable neurodevelopmental impairment and 
complexity that was present from a very young age. armed with 
this major evidence, it was now easy to turn the causal aphorism 
on its head and say: “no wonder the parents are like this (i.e., 
puzzled, apparently disaffected and ineffectual)—look at the child!”

sadly, there remain today far too many threads of this older 
top-down view of parenting as promoted by bettelheim, with its 
attendant negative impacts on parents.

NOW WHAT? What’s new? How can this expanded perspective 
on parenting be applied in everyday practice?

current understanding of child development includes our aware-
ness of the uniqueness of each child. this is well—and usually 
amusingly—illustrated by asking parents of twins and triplets how 
their children are different. the response is often an eye-roll and 
a smile, followed by an insightful account of the individuality of 
the children, even identical twins! one mother, when asked 
whether she loved her twins equally, indignantly responded “Yes”, 
as if being accused of favoring one. When she was then asked 
whether she treated them the same, she responded “Yes – uh, 
no!” and laughed heartily. she was able to acknowledge that she 
danced differently – distinctly – with each twin.

the reason for focusing on parenting in the context of nDDs 
is that our traditional emphasis with parents has been to offer 
advice to address children’s impairments, with the assumption 
that this will lead to improved functioning—a wish that is seldom 
fully realized [14]. Furthermore, parenting children with develop-
mental disabilities is a complex process with children who may 
not be able to “dance” easily, so mis-steps may happen as children 
and parents learn to dance effectively with each other [51]. one 
minute they are doing the viennese Waltz and then next minute 
they find themselves in the moshpit.

however, the scope of our interactions with parents much less 
often includes discussions of “parenting” the child as a child, ask-
ing about achievements and typical developmental issues not 
apparently associated with the impairment [17]. We may therefore 
be missing opportunities to understand how the child is progress-
ing across the many domains of development and their “being, 
becoming and belonging” beyond the impairments on which we 
are focusing. We may not ask how parents are interpreting what 
their child is doing and how they are doing it, another illustration 

of how the opening aphorism impacts parents as well as service 
providers.

We believe that we should routinely take opportunities to learn 
about all aspects of a child’s development, to counsel parents 
about things of concern to them, and to celebrate and reinforce 
the things that are going well. this provides openings to illustrate 
our wide-ranging interest in both child development and parent-
ing, and to hear about successes as well as concerns. an experi-
enced parent of her youngest child with cerebral palsy (then aged 
3 or 4 years), was asked how he was getting on. she replied: “he’s 
getting into a lot of mischief—that’s good, isn’t it?” she under-
stood child development!

like health professionals, parents have been acculturated by 
the health care system to focus on problems, so they easily 
assume that is all that we want to hear about. an approach to 
our conversations with families that is fun and disarming is to 
ask them: “What do you want to boast about? What is going well? 
What are we celebrating?” insofar as our traditional history-taking 
in the context of nDDs focuses on problems, concerns, and lim-
itations parents usually pause briefly and are then delighted to 
talk about their child as a person and to celebrate even small 
achievements. asking about and listening for celebrations of other 
children in the family, and the relationships between siblings, 
friends or pets, is an important part of this conversation. in so 
doing, they and we once again expand the scope of our interest. 
and note that this idea is consistent with our promotion of the 
F-words concepts and tools as a way to understand the individual 
with the impairment, and not just to see the child as a 
“case” of nDD.

in talking with parents about the concept of transactionality, it 
is worth asking parents, right from the start, how they know what’s 
on their child’s mind. some parents of infants, or of children who 
are significantly functionally challenged, are confused by this ques-
tion, because their child is “too young” or “cannot talk”. asking how 
they know their child is hungry, or tired, or happy almost always 
leads to an “aha” moment—parents become actively aware of these 
cues and signals but had not recognized them as examples of their 
child’s “communication”. Following up with questions like “What do 
you do when you see (whatever signal the child sends)?” helps 
parents see that even simple dances can be (have been!) learned, 
though perhaps not appreciated as “dances” till now.

Take-away messages from this expanded way of thinking 
about parenting

• Parents of children with childhood-onset nDDs  often need 
help, support and insight to reinforce their “parenting” 
roles and values beyond applying therapies.

• thus, in addition to parents and service providers seeing 
impairments and developmental challenges, everyone 
needs to recognize opportunities to help parents see, and 
to “parent,” their whole child within the context of their 
family and community.

• this broader focus on child (and family) development is 
analogous to the broadened focus on health discussed in 
theme one.

Theme five: life-course perspectives

What has influenced our thinking about developmental 
trajectories?

as outlined elsewhere in this paper, our traditional focus in 
childhood-onset  nDD has been on therapies to address and, 
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wherever possible, remediate the impairments to enhance child 
functioning. We devote less effort to thinking and talking about 
how children’s everyday skills, acquired in the early years (e.g., 
dressing, feeding, toileting, playing, having chores around the 
house) support children’s development of being, becoming and 
belonging, which in turn scaffold and support ongoing develop-
ment toward ever-increasing autonomy, individuation and 
self-determination into adulthood.

So what?

When children are dependent on adult help, parents may be 
required to do more of the tasks than would be necessary for a 
typically developing child who actively seeks independence. this 
in turn may limit the opportunities for a child with nDD to prob-
lem solve their own challenges, learn and build their own plans 
and scaffolds toward further independence. it is often more expe-
ditious for parents to dress their children and get them ready for 
school than (in this example) to find the extra time for the child 
to have the opportunity to try and work it out for themselves 
with strategic questioning and guided discovery from the sup-
porting adult. Given that this is the Monday-to-Friday routine it 
takes a lot of insight and commitment on everyone’s part to have 
a different approach on weekends; thus, without anyone meaning 
for this to happen, learned dependency can easily develop. an 
approach such as that promoted by co-oP [52] could prove useful. 
(this is an example of how we can support “parenting” of children 
with childhood-onset nDDs.)

one might wonder whether these ideas apply to children with 
significant life-long functional impairments. even under circum-
stances of limited independent functioning, children are still part 
of their family and are still in a state of being, becoming and 
belonging. it is essential to give them opportunities to develop 
their own identity, express their individuality, and as much  as 
possible to make choices and develop life skills. an F-words-based 
“profile” of the child can provide insights into strengths, prefer-
ences, connections and aspirations.

as a society we take for granted the division of lives into 
childhood (infancy, toddlerhood, etc.), adolescence, and adulthood 
(again subdivided in various way for various reasons). conceptually, 
age in years is a logical factor on which to focus the many aspects 
of people’s lives that are most obviously related to age: total 
dependency in the very early years, emerging independence 
throughout childhood, becoming one’s own person in the ado-
lescent years, and so on toward full independence as an adult. 
thinking in ages and stages may make conceptual and practical 
sense when applied to young people who are developing typically, 
and for their families, but these divisions often do not accommo-
date children growing up with childhood-onset nDDs or other 
chronic health conditions.

consider the obvious example of the way the health system 
organizes and delivers care and services by age categories, almost 
always in distinct facilities. a pervasive metaphor expressed inter-
nationally by parents of older children with complicated lives is 
that at the age of 16 or 18 years (jurisdictions vary) the children 
outgrow the services and “fall off the cliff”. the same reality hits 
young people regarding the educational systems they have 
attended and that have provided an important social context for 
their lives until they are suddenly “done”.

it is also sobering to consider that there are roughly three 
times as many adults with nDDs as children! this is simply a 
statement of the obvious—these young people grow into the 
adult years and seem to get lost. they do not all suddenly become 
able-bodied or capable of complete independence; nor do they 

all die (though longevity is often compromised by preventable 
medical and functional issues related to, for example, feeding, 
respiratory health, limited mobility, bone health). rather, young 
people with childhood-onset nDDs too easily disappear from the 
systems (health, education, recreation, etc.) with which they and 
their families have until now been involved. although their issues 
may be phenotypically similar to those of adults requiring “reha-
bilitation” (e.g., following stroke, motor vehicle accident, the onset 
of multiple sclerosis, etc.) the life course of these emerging adults 
has been fundamentally different from the beginning; the world 
of adult services often is unaware of these realities and how to 
support the people experiencing them.

Now What? How can this expanded life course perspective be 
applied in everyday practice?

there is an emerging awareness of the impact of fragmentation 
of services by age—a reality that imposes many challenges on 
families and young people growing up with nDDs. Models of care 
and service in the childhood years strive to be family-centred, 
recognizing the centrality of families’ roles and their positionality 
as the responsible adults in the lives of their infants and children. 
by contrast, in the world of “adult” care the (typical adult) “patient” 
is assumed to be an independent and sentient being, capable of 
expressing their needs, making sense of the advice they are 
offered, and managing their lives. For young people growing up 
with different life experiences associated with childhood-onset 
nDDs or other chronic health concerns these assumptions may 
be naïve and potentially dangerous. thus, unless the “adult” sys-
tems are attuned and receptive to these possible differences, 
young people may struggle to access services for which their 
parents have been primarily responsible until now [53,54].

across the world of childhood-onset disability there are exciting 
efforts underway to create “transition” programs to address the 
concerns outlined above [55–57]. there is a genuine understand-
ing that an nDD is not “just a physical impairment” or “commu-
nication impairment” or “intellectual disability”. People with 
childhood-onset nDDs experience both physical and mental health 
concerns in ways that are inter-related and require a holistic 
approach to ongoing service access and provision [58]. these 
approaches take various forms, but all are designed to support 
an effective and hopefully seamless move across the gaps created 
by age-based services. ideas include anticipatory planning with 
parents and young people starting in the early adolescent years; 
engaging receptive adult-focused colleagues to learn about the 
issues of these “former children” and to create services for them; 
and holding shared clinics that demonstrate the “hand-over” from 
one part of the healthcare system to another by people who talk 
and work across the age breaks.

a major implication of these transition issues is the need to 
recognize the importance, for those who work with young people 
with childhood-onset impairments, of seeing and thinking about 
the adult years, and sharing that vision with parents [11,59–62]. 
taking a life-course perspective is essential if we are to promote 
heathy development across the lifespan for young people with 
nDDs. this means that from the outset of our engagement with 
parents of young people with childhood-onset nDDs, we can offer 
parents perspectives of varying “futures”: “how might promotion 
of the functioning and autonomy we are talking about today 
support your child tomorrow/next month/next year/as they move 
into adulthood?” by starting early and exploring with parents how 
they might find ways to scaffold their child’s opportunities to 
develop their autonomy, take risks, be responsible for decisions 
and choices, explore new possibilities, and learn to “lead” (all, of 
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course, examples of “parenting”) we can help parents see beyond 
the immediate challenges and become more confident in this 
often uncomfortable space.

We need systematic studies that elicit the voices and perspec-
tives of current and former children with childhood-onset nDDs. 
“What do/did we do well? What do/did we do poorly, or miss doing, 
that would have served you better now?” equally, but distinct from 
the voices of the young people, we need to hear from older parents 
about what they were told then, what they know now, and what 
they would tell their younger selves – and us—about what is more 
and less important. there are clearly rich resources of experience 
and perspective to be explored, with the findings fed back to those 
who work with young children and can then use these learnings 
in all we do, and in many cases stop doing!

two ideas are worth considering:

i. at the level of the health care system, there are tantalizing 
examples of specially trained family physicians with a 
career-long interest in “disability across the lifespan”. 
Queen’s University in Kingston ontario canada makes such 
opportunities available [63]. as primary care providers they 
have been trained to bring a holistic view of the 
person-and-their-health-needs to all their encounters. With 
appropriate supports of specialists in nDD, adult rehab, 
and related areas, these specially-trained general physi-
cians may be best positioned to provide stable life-course 
continuity to families and people with nDD. this is a 
model that bears exploration.

ii. the second idea is probably more aspirational—namely, to 
create, implement and evaluate national childhood-onset 
disability programs founded on concepts like those offered 
here, funded by public resources as investments in the well-
being of families raising young people with nDDs, and sup-
porting the full development of these young people and 
their families. australia’s national Disability insurance scheme 
[64], while still a work in progress, may provide a strong 
example of how national governments are well placed to 
provide the kind of leadership being advocated in this paper.

Take-away messages from this expanded way of thinking 
about Life-Course Perspectives

• childhood-onset nDDs are life-long conditions, so 
life-course perspectives on health, development, parenting 
and functioning are essential from the very early years of 
the child’s life.

• While much remains to be developed across communities 
to create opportunities for young people with nDDs to 
take their place in society, exciting efforts are being cre-
ated and evaluated to support this broader view of “nDD”.

In conclusion

contemporary ideas in the field of childhood-onset nDDs  chal-
lenge traditional thinking, teaching, beliefs and practices. 
emerging research evidence indicates that we can do better. in 
weaving together the concepts presented in this paper the 
authors believe that we can and should expand our understand-
ing of the needs of children with nDDs, their families, and our 
professional opportunities to offer an integrated approach to 
child-in-family-in-community. We advocate for consistent, holistic 
practices and policies that celebrate child and family strengths; 
provide the best of our interventions within the broad Who icF 

framework for health; and move beyond the usually elusive goal 
of “fixing” toward promoting functioning, to enable the fullest 
being, becoming and belonging of children with nDDs and their 
families. We welcome the opportunity to share these ideas with 
colleagues and families.
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