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Abstract

Purpose of Review Parents of children with complex neurodisabilities have multiple encounters with healthcare and dis-
ability professionals. Many parents view these encounters as unsatisfactory, citing a failure of professionals to listen to their
perspectives. This meta-narrative review provides a novel synthesis of the research traditions examining parent-professional
collaboration. This re-evaluation of collaborative relationships is timely given current dialogues within children’s services
in response to evolving understandings of disability and neurodiversity.

Recent Findings Seven research traditions are described with roots in: social justice, social ecology and sociology, community
psychology, adolescent psychiatry, special education, cultural anthropology, and critical disability studies.

Summary This review highlights several ‘mixed messages’ arising between policies and experiences which can create dis-
cord between parents and professionals; along with institutional contexts which prohibit relationship building. Flexible and
responsive services are challenging to deliver yet co-developed interventions which value parents’ knowledge and skills are

an important driver for institutional and policy change.

Keywords Collaboration - Parent-professional relationships - Neurodisability - Family-centred - Child-rehabilitation

Introduction

In this meta-narrative review [1, 2], we explore collaboration
between healthcare and disability professionals and parents
of children with neurodisability. The term ‘parent’ is used
throughout this review to refer to a child’s primary family
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caregivers or paid carers fulfilling the parent role. The term
neurodisability “describes a group of congenital or acquired
long-term conditions that are attributed to impairment of
the brain and/or neuromuscular system and create func-
tional limitations....The impact may include difficulties with
movement, cognition, hearing and vision, communication,
emotion, and behaviour” [3, p.1103]. Our review focuses
on children with neurodisability described as having com-
plex medical needs or chronic care needs [4, 5]; numbers of
whom are rising due to medical advances in the survival of
vulnerable infants as well as improved diagnosis [5]. These
children are typically under the care of multiple healthcare
professionals. In addition, children with neurodisabilities
are reliant on a range of supports provided by family mem-
bers [6]. Parents are responsible for embedding therapeutic
interventions in their child’s ‘real world’ through structured
practice or generalisation to natural activities.

In defining and delivering such interventions, the rela-
tionship between parents and professionals relies on col-
laboration; a concept which remains poorly defined [7].
Definitions typically encompass two distinct aspects:
relational practices such as active listening and the devel-
opment of rapport, and participatory practices such as

@ Springer


http://crossmark.crossref.org/dialog/?doi=10.1007/s40474-025-00327-0&domain=pdf
http://orcid.org/0000-0001-5667-1274
http://orcid.org/0000-0003-4948-3333
http://orcid.org/0000-0002-1542-8128
http://orcid.org/0000-0002-5355-8134
http://orcid.org/0000-0002-8933-8934

16 Page 2 of 16

Current Developmental Disorders Reports (2025) 12:16

agreeing goals, planning therapy, and obtaining resources
and supports [8—10]. In this paper, our working definition
of collaboration is the process whereby parents and pro-
fessionals work together with a common aim; and which
requires the development of a therapeutic relationship
and partnership where power, responsibility, and decision
making are shared based on knowledge and expertise [11].

Current dialogues within and about children’s services
are driven by greater understandings of disability/differ-
ence and neurodiversity, initiated by disability advocacy
movements and critical disability scholarship [12, 13].
Many disability services are currently experiencing what
could be described as an ‘identity crisis’ as they navigate
these growing debates about ableism viewed to be inherent
in practice [14, 15]. Such evolving attitudes and beliefs
have an impact on parent-professional relationships which
has yet to be explored in the literature. Recent reviews
are limited in scope when examining the complexity of
parent-professional relationships in healthcare and disabil-
ity services [6, 16, 17].

In this review, we adopted meta-narrative review meth-
odology drawing on Kuhn’s writings [18, 19]. Kuhn pro-
posed that science advances not in a cumulative fashion, but
via shifts in scientific paradigms. When a paradigm shifts,
received wisdom is abandoned in favour of a new scientific
explanation [19]. Paradigm shifts give rise to new research
traditions. In the field of disability services and research,
such a shift focused on the neurodiversity paradigm (cred-
ited to Walker, 2011) is currently being debated [20]. This
review is, therefore, timely in addressing how collaboration
with parents may be viewed in the light of changing attitudes

and roles. Our research questions are derived from meta-
narrative review methodology (see Fig. 1) [1, 21].

In this review we aim to identify paradigms and research
traditions and to examine how researchers working within
each tradition, have approached the topic of collaboration in
childhood neurodisability. Specifically, our research ques-
tions are:

1. Which research traditions address the collaborative rela-
tionship between healthcare and disability professionals,
and parents of children and adolescents with neurodis-
abilities?

2. How have researchers conceptualised collaborative rela-
tionships between professionals and parents in terms of
their philosophical assumptions and the methodological
traditions used to investigate them?

3. How have researchers within each tradition sought to
identify or capture what constitutes a successful or
unsuccessful relationship between healthcare and dis-
ability professionals and parents?

Methods
Guiding Principles of Meta-Narrative Review

Meta-narrative reviews are guided by six principles: prag-
matism, pluralism, historicity, contestation, reflexivity, and
peer review [2]. In accordance with the principle of prag-
matism, the review has been shaped by considering how the
included information will benefit the prospective audience

Fig. 1 Meta-narrative Method-
ology (Adapted with permission
from Henry W. W. Potts and
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Trish Greenhalgh (unpub-
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of clinicians, families, researchers, and policy-makers. The
authors have approached all traditions openly with the inten-
tion of learning from different insights, following the prin-
ciple of pluralism.

To address historicity, narrative accounts have been writ-
ten in chronological sequence detailing how the research
evolved over time and how earlier work influenced subse-
quent enquiry or resulted in a change of research direction.
We consider how evolving attitudes to disability/difference
have impacted policy, attitudes, and experiences of parent-
professional relationships [22]. Evolving attitudes at times
lead to contestation between researchers in different tradi-
tions who hold diverse views about the nature of reality. In
the case of our review, contestation is most clearly illustrated
by differences between theory and the ‘real-life’ experiences
of parents.

The first author’s positionality embraces insider—outsider
perspectives as both the parent of an adult with complex
support needs and practicing speech and language therapist.
The first author therefore engaged constantly in the process
of reflexivity to examine how personal beliefs and attitudes
may have influenced responses to the material. The review
team, comprising experts from various traditions, engaged
in dialogic peer review of the first author’s interpretive deci-
sions as the review progressed.

Review Stages

The protocol for this review was pre-registered on the
PROSPERO database (CRD42022326880) on 5th May
2022. This review protocol was based on training materials
for meta-narrative review [2] and the RAMESES publication
standards [1] which set out the information which should be
reported when writing up a meta-narrative review. Meta-
narrative reviews involve a process of sense-making from
the literature and proceed in the following iterative phases:
i) Exploratory Scoping

Scoping searches identified articles eligible for inclusion,
being those that include a focus on parents of children/ado-
lescents (birth- 25 years) with neurodisability accessing
health and disability services and professionals delivering
these services. Included papers focused on aspects of the
collaborative relationship. A key search term was ‘parent-
professional relationship’. Exclusions occurred at two stages:
title and abstract and full paper according to the following
criteria: (i) not published in English; (ii) not including par-
ents of a child/adolescent aged birth- 25 years with neu-
rodisability and professionals working with these parents/
children; (iii) not focused on how to improve relationships or
how to work collaboratively; (iv) less than 50% of included
children are reported as having neurodisability; (v) chil-
dren are not in receipt of interventions focused on health
and wellbeing; (vi) focused on adult health (mean age of

participants is > 25); (vii) focused on interprofessional col-
laborations not mainly on parents; (viii) focused on children
as carers or child as decision maker; (ix) focused on adult
peer supporters not professionals; (x) refers to ‘decision-
making’, ‘ethical practice’ or ‘informed consent’ which does
not involve mutual information sharing and arriving at a
joint decision.

Reviews, commentaries, theory papers, and grey literature
were considered for inclusion to ensure that parent-authored
contributions were represented beyond the peer reviewed
literature and to avoid publication bias. Hand bibliography
searching identified further relevant articles. Stakeholder
Involvement took place via a series of one-to-one discus-
sions between the first author and disabled activists, families
of disabled children, and professionals working in disability
services. Stakeholders were asked to recommend relevant
authors, for example, insights from disabled stakeholders led
to inclusions from the disability studies literature.

ii) Identification of seminal sources

As each research tradition was defined, seminal sources
were identified. These were defined as conceptual papers
making a core contribution to the understanding of collabo-
ration between parents and healthcare or disability profes-
sionals [2], and influencing future research traditions. Semi-
nal sources were identified via scoping searches, citation
tracking, and discussion with stakeholders familiar with the
research area.

iii) Systematic snowball sampling

Key theories which underpin the seminal sources were
identified via citation searching. A prospective snowball-
ing approach, using the Web of Science Core Collection
Citation Indexes and Google Scholar, was used to identify
documents meeting the inclusion criteria which cited the
seminal sources. Within each emerging tradition the his-
torical roots, scope, theoretical basis, questions and research
methods, key concepts, assumptions, and evolution over time
were explored. Main contributors to the field were identified
from citations [1].

iv) Data extraction

Data extraction included author, date, title, context: coun-
try and setting, type of article, population: (professionals,
parents and child), research question/aims, methods, theo-
retical background, themes/concepts, main findings, and
application. Papers were imported into MAXQDA, quali-
tative and mixed methods data analysis software [23], for
storage, retrieval and analysis across the studies.

Retrieved Articles.
A total of 4,647 records were retrieved in the initial searches.
Following exclusions, 688 papers were considered as part of

the developing narratives as shown in the adapted PRISMA
in Fig. 2.
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Fig.2 PRISMA diagram adapted from Page MJ, McKenzie JE,
Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The
PRISMA 2020 statement: an updated guideline for reporting system-

xxii)  Analysis and Synthesis

A meta narrative review involves an interpretative deci-
sion-making process. Included articles were read, coded, and
categorised into research traditions by the first author. A
sense-making check was completed between the first author
and TG. The paradigms and research tradition groupings
were reviewed for coherence, then 10% of included papers
(selected at random) were blind categorised into research
traditions with an initial agreement rate of 60%. Follow-
ing discussion to clarify theoretical domains, the rate of
agreement rose to 89%. The first author made the final deci-
sion in cases of disagreement based on the ‘fit’ of the paper

@ Springer
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within the relevant research tradition narrative. A decision
was made not to apply strength of evidence criteria to the
included articles due to the number of theoretical studies and
parent narratives included.

Results

The 688 included papers reviewed were coded according to
field or discipline these being: child rehabilitation (occu-
pational therapy, physiotherapy and speech and language
therapy) (n =169), special education and early intervention
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(n =103), child-health services (mixed or unspecified pro-
fessions) (n =97), mental health (n =75), neonatal inten-
sive care (n =41), paediatric physicians (n =33), nursing
(n =30), palliative care (n =20), disability social policy
(n =20), parent authored (n =18), social work (n =13),
hospital-based care (n = 12), and theoretical papers (n =57).

Addressing the Research Questions

The results relating to the first two research questions are
summarised in Table 1. Researchers within these tradi-
tions and the authors of the seminal papers were identified
as having generated new thought about aspects of parent-
professional relationships. The table lists the concepts iden-
tified from each seminal paper and within each research
tradition. We acknowledge the majority of this research is
derived from Western contexts and countries associated with
an Anglo-centric worldview. The majority of authors were
affiliated with institutions in the United States and only 48
articles originated from majority world countries.

Each research tradition is presented as a narrative account
to answer the second and third research questions. Within
each account, the seminal paper is described, and a brief
chronology outlines the historical development and most
recent research.

Parent narratives: Tales of Resistance and Resolution

This research tradition foregrounds the narrative discourses
of parents with disabled children. Many of these parents
were also professionals working in the sphere of child-
hood disability and embodied the challenges inherent in
developing the collaborative relationships addressed by this
review. These parent authors described the challenges to
forming relationships in terms of parent-professional con-
flict and resolution, contextualised against the backdrop of
individual, institutional, and societal power relationships.
Power relationships in this context refer to decision-making
authority, control of resources, and influence over people
and supports [24]; which have traditionally been part of the
professional role.

Turnbull’s 1980 s collection of essays, authored by
parent-professionals and entitled “Parents speak out:
Then and now” [25], is a seminal work having influenced
a subsequent body of research examining family quality
of life including parental roles, and advocacy [26, 27].
The parent-professional discourses of disability reflected
societal views and the attitudes reflected by the terminolo-
gies do not always sit comfortably with a modern audi-
ence, attuned to disability rights and empowerment. Even
so, there are useful insights to be gained from these dis-
courses; including Shultz’s “the Parent-Professional Con-
flict’. Shultz, both a teacher and parent, describes herself

as the “object of my own dissatisfaction” which captures
the often-impossible positioning of the parent-professional
in this inoperable relationship [25, p.3].

Parents’ relationships with children’s services begin
before and at the start of their child’s diagnostic journey.
The impact of this experience will likely develop the con-
text for subsequent relationships with professionals [28,
29]. Parents have been described as either assuming or
being compelled into multiple roles towards their disa-
bled child and when responding to disability services [26,
30], being: (a) the source of their child's problems, (b)
recipients of professionals'decisions, (c) family members,
(d) consumers, (e) learners and teachers, (f) organisation
members, (g) political advocates, (h) educational decision-
makers, and (i) service developers.

Political advocacy, service development, and member-
ship of parent organisations can be forms of parent activ-
ism [26], a term which reflects the motivation of parents
to bring about change in the policies and systems which
control access to community participation for their chil-
dren. The parent movement, arising in the early 1970 s and
continuing to the 2000’s [31], specifically in the United
States and other Western nations, acting through a net-
work of organisations, has promoted the rights of people
with disabilities, ascribed value to disabled people, and
promoted inclusion in community life [26]. These activi-
ties preceded the rise in disability rights groups organised
and run by disabled activists and can be seen as resistance
to the ‘professional appropriation of parenthood’ a social
phenomenon occurring throughout the 20 th Century [26].
Parent organisations empower parents with the skills and
knowledge to advocate both for their individual child and
to challenge broader systems and professional practices.

The prevailing medical model at the time equated
disability with impairments of the physical body. The
functionalist paradigm in which the medical model of
disability is situated views disability as inherently patho-
logical with a focus on assessment, diagnosis, and treat-
ment [32]. By contrast, the structural paradigm, in which
the social model of disability is often situated, focuses
on the oppositional structures producing inequalities and
social injustice, and leading to disablement [33, 34]. The
spaces between subjectivity and objectivity—often asso-
ciated with the post-modernist paradigm—represents a
deconstructing of the subjective/objective and disability/
impairment binaries to simultaneously examine both the
physical body and symbolic meanings of disability [35].
Gabel asserted that there is a growing conceptual acknowl-
edgement of resistance theory across these medical/social
paradigms. As disability advocates, many parents have
navigated this tension. Resistance and self-advocacy allow
for more complex interpretations of disability/impairment
than either the medical or social models provide and are

@ Springer



(2025) 12:16

Current Developmental Disorders Reports

Page 6 of 16

16

[euosiodiur pue [enprarpuy
diys
-uonefar juared- isideroyy ayp
JO 1X3JU0D 9} UT UOTJORIIUT
priyo—juared ur suoneoypowr
10818) YOIyM SUOTIUSAIAUI
pue sayoeoidde jo Apms oy,

[euosiodIour pue [enprarpur
-s10)0€] Is1deIoy) pue juareq

SOWO09IN0

Adexay) prryo uo souanpur

oy pue diysuonefar jsiderayy

-juared oy 01 parjdde se aoue
-111e onnaderoy) Jo Apms oy ],

S[OAQ [BI9100S
pUE [eUOTJESTUBSIO 0} QOUAIY
sdiysuonerar reuostodiojug
sdrys
-1oujaed pue jusurromodwo
uo 3ursnooj diysuonear
[euorssajord-juared o) urgim
SOIYOIBIANY SULINJONI)SAI
pue Jurssaippe jo Apnis oy,
$1030BJ A)jTUnWIWIod pue
[euonesiuesio ‘euosiodiajuy
USIPIIYS pajqesIp
105 syroddns uo joedur oty
pue sdrysuorjefar A[rwej jo
A30[099 [e100S 21 Jo Apnis Ay,

SI10}0BJ AJIUNUWIWIOD pue
[euonesiuesio ‘euosiodraiuy
Aiiqestp jo sariooy)
Q0UR)SISAI premo) A)[Iqesip Jo
[opoul [e190§ "s[euolssajord
-juared Jo soaneIIeU oY)
ysnoxy Kiqesip jo Apms oy,

(1¢)

SUOTIUAA
-10)ul pasnooj-diysuoneoy

(96)
douer(e Isideroyl-juareq

(¥6)
xopered juared oy-drysiou

-)1ed ysnoayy juswromodwyg

(61)

uoneloqe|

-109 [euorssojoid-juared
U0 90UINUI JO SWISAS

(o)
Q0UR)SISAT

JO SO[EB) :SOATJELIBU SIUQIE]

Koeoyje-J1oS
oSueyp Inoraeyeq yIesq
Suryoeoo juoreq

QOUQIAYOD JO ISUIS
wisiyeal pue adoyq
Surdoo pue sseng

1doouoo-j[og
ssousso[d[oH pourea|
Kyreuosiog

Jsnu,

Qweys

NmoH

rendes eroog
Kwouoine feuone[oy
swgpered Afrwe
y1oddns [eroog
Koualy

Ayenniy
UONESI[BULION
agpamouyy

Jomod

1 Jo Kirend

JuQWIpOqUIY
SI0J0BJ [BIO0SOYIAS]
doudpuadapioul [emnA

Sunenos3au ‘uoneIpaw
‘Suneprrea pue Jurzidojoyied
Koed0ApE ‘3UIAQQO] ‘SeNTIUAP]

2IMNOd pue SJa1[2q I0J 10adsay
SISBeq on[eA

uonorIU]

UOISIA AJTureq

paseq- diysuone[oy

juowra3e3uasIq
WIguoy
ssoupapIenn)
Qouer[y onnaderdy],

ponuad-A[TueJ

paseq syiduang

Q0UB)S JA1IOBOI]

SUOISIOOP PIULIOFU]

JuSWR[qeuy

sdiyszouyaed renbg

uoneIoqe[o)

Sura13 djoH

Surromodwryg

91940 9j11 ATTwreg
suonouny

JUOTIORIAUI/AINMONDS A[TWUR]

s[opowr £30[099-1B100S
sonIepow

onnaderay) paseq-swasAS

jusujEan[EW

/SUIPUR)SIIPUNSIA

Awaua, oy Surknuapy
SISTIO

PooNpuI-W)SAS FUIZTWIUTIA
Jyeis pue sureid

-o1d o son[eA SULIOIIUOA

S901AIAS oy10ads Sunedie],

SOIPN)S [RIN[NO-SSOID)
paseq-diysuone[oy
uoneonpy [eroadg
[qumy,

Uty

juadnN

KouoyeN

310quasoy

K3o[oyohsq
Kdexayjoyoksq
s1030y

pnaig

K3oo1008
A3oroyoAsd Kyrunwwo))
jusurromoduwe Jo suoniu

-J3p (L8 ‘P8 ‘1861) Modeddey

SOLIOQY ], SWIISAS [eIouaD)
uomog
IOUURIqUIJUOIE

SOSINOJSIP PAIOYINE JudITe
SOIYI0 [eoIpaW Uo Surmelq
uoneonpa feroadg

soAnel
-Teu UOT)N[OSAI 29 AOURISISTY

Jys wigipeaed
© 10J JWIL], :UONUIAI)UI
A[1ed ur uondeIduUI jJudaed
—juejur pue Aydosoqyd
PRIUD A[IUIR) UM

15 3[qe)I0JWI0d B FUINIIS
(L66T)

[ ‘uosidlpg % °S ‘paregqg

[ondsoy

.DIYILSJ JUIISIIOPY UD

uo 2ouvy)y dynadp.ay ]

puv Kynaffiq juduna.g
Ppaa122424 *(1661) “U0S[0)

Juow
~tamodwd Kuunf pun sdiys
-~1aupvd (puoissafo.d-juaivg

(1661) “193ed % sunq

uappyy)
0122dS sanuv,y Livuipa()

(6861) “Surpre( 2 uewsiPS

sppuoissafosd-yua.ind
wo.1f sAnssa fo $a11as -MoN
puv udyJ :nQ yvadg spuaivg
(ss61)
“lInquiny, % [nquang,

uoneoynsnf

(s1oded jo roquinu 8103)
uonoaes widpered [eur]

Surddew uon
-e310 y3no1y) peppe sydeouo)

1oded Teurwos woiy sydeouo)

ourfdrosiq
$100Y [eOLI0ISTH

s1oded [eururag

s1oded Teurwas woiy padojoasp suonipel], Yoreasay | sjqel

pringer

AQs



16

Page 7 of 16

(2025) 12:16

Current Developmental Disorders Reports

SI0)0RJ [RUOT)ESTURSIO
pue Ayrunwwod Aorjod orqng
sormonys [eonrod-oroog
sdiysuonear uo joedur
/s1sideray pue syuared jo
suondoouod uo Aorjod [e100S
Jo oouanyur Y} Jo Apmys Y],

$10)0€J [eUOnESTUESIO

pue [euonmnsur ‘reuosrodioyug
AIOAT[Op 9IAIDS JO S[9

-pow 9AIIRIOQR[[0D JO ApmisS QY[

(€0)
BUWIW[IP

[euoissajoid Y -A21[0 [B100S

(9¢€)
panuad
-90IAIAS 10 PANUI-AJTWIE]

uoneI3aIuy S100y SSeln)
Surpring 93priq/s9[orIsqo

/SOI[TWE] )M UONIBIOQR[[0D

wisieuIaled

Surreys 201no0sy

K100y} [RUOT)ESTURSIO

SQINONIISBIJUI [RINPIO0I]

Qouajedwod [eImn)
Sunyew uoIsIdAp pareys
Sumes [eon
UONJRUIPIOOD I8

93ueyd
[eyuswdo[eAap pue [190S JO
juaSe A9 9y} Se Jayjow Y[,
Ainqe
-s1p jo uonesifemdoouo)
juawdorarap
PIIYD JO SOAIIRLIBU QATJRULION
UOnR[SISO]
Anqiqisuodsar JusWUISA0D)
a3ejueApesiq
uoneuLIojsuel], 9104

Kyszoatp Sundaooy
SQOTAIOS PASITENPIAIPUL
paseq syiSuang

spoau
[e100soydAsd Jo uoneIapIsuo))
SOJIAIAS [qISSAOY
sdrysuonera1 aATIEIOqR[[0D)
Sunyew uoISIOAP Juared

saIpms KIIqestp [ednL)
Korjod [eroog
SaI[Iwey 10§
j10ddns 10)39g UIp[IYd PI[q
-esIp 10§ Y31y Surury ‘£00¢
‘SHJA pue Amseai], WH
L00T “(S1omeN
PITUD PA[qesi K1AH) INDAH

uoneIqeyay
uoneonpa [eradg
s1030y
u0s}19q0Y
Aqmog

pnarg
weysurang

pumSuzsy ui £og70d jp130s

ul  Spuaavd,, puv . pajqosip,,

¢ Py, Jo suoydasuod :£o

-10d Suisyvwajqo.d *(1107)
£3[0D)-PIMsuUNY 29 A[Poox)

MI142Y 12.103SIY
pup y1omaund,] (pnydaduo)
V 19014428 paua))-Kjnun,y
(8661) ““sueay ‘Sury
‘Mer] ‘Sury] ‘wnequasoy

uoneoynsnf

(s1oded jo roquinu 8103)
uonoaes wdrpered [eur]

Surddew uon
-e310 y3no1yy poppe sideouo)

1oded Teurwos woiy sydeouo)

ourfdrosiq
S100y [BOLIOISTH

s1oded [eururag

(ponunuoo) | sjqey

pringer

As



16 Page 8 of 16

Current Developmental Disorders Reports (2025) 12:16

proposed in recent literature to offer a way forward for
both disabled people and their families [29, 32].

Systems of Influence on Parent-Professional Collaboration

This narrative describes the influence of ‘systems-thinking’
on parent-professional collaboration within healthcare and
disability services. Starting from the 1970 s, and in response
to the development of General Systems Theory [36] there
was an evolution in scientific thinking from traditional linear
paradigms of cause and effect, towards the conceptualisa-
tion of circular, interdependent models of complex systems.
When applied to health and disability services, systems the-
ory challenges the validity of ‘treating’ the disabled child
in isolation, instead acknowledging the role of the family
and wider environmental influences. In psychology, this was
illustrated by a move from the psychoanalytic view of the
individual as patient, suffering from a pathology, towards the
humanistic view of families as interdependent [37, 38]. Sys-
tem’s theories are the paradigm underlying family therapy
[39].

A seminal work within this research tradition is Selig-
man and Darling’s book, Ordinary Families Special Chil-
dren [40]. Their influential ideas, drawing on the philosophy
of systems theories, presented the family as a complex and
interactive system, in which each member interacts with
every other in an interdependent way [40]. A subsequent
research tradition developed with a focus on understanding
and intervening in family systems. To understand any aspect
of families, the relationship between the members needs to
be explored, including the impact on the family of having a
disabled child. Within each family, a series of subsystems—
named as “spouse” (or partner), “parents” and “siblings”,
and extended family relations—interact. Families vary in
the way in which boundaries between subsystems interact
and degrees of cohesion, adaptability, stress, and resilience.
Coping styles may include internal strategies (e.g., passive
appraisal and reframing) and external strategies (e.g., the
use of social or spiritual support and formal professional
delivered supports and resources) [40]. According to Tom-
linson et al. [41], stress in the family system decreases the
functioning of the whole family.

Orientation to systems theories as a model for interven-
tion with families of disabled children has continued over
subsequent decades. Bronfenbrenner’s Ecological Systems
Theory represents an integration of the biological, psy-
chological, and social sciences in a holistic explanation
of human development [42, 43]. Bowen’s Family Systems
Theory [44], and the body of work by Turnbull and Ruther-
ford explore systems approaches to communication within
families and parent-professional partnerships [30, 45, 46].

Prior to an understanding of family systems, the disa-
bled child had been the sole or main focus of research and
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intervention, followed by a later focus on mother—child rela-
tionships, especially the concept of bonding [47]. In contrast,
the social ecological model located the family in the wider
social, economic, and political systems which influence its
functioning [43]. Within the social-ecological paradigm, the
parent-professional encounter is viewed from a sociological
perspective as an interaction situation [40].

Recent work in communication science includes the
integration of several theoretical models: family systems
theory, ecological systems theory, family paradigms, and
the self-created genogram [48, 49] as frameworks to guide
family-centred practice and promote family resilience [50].
For children with medical complexity, the interplay of mul-
tiple healthcare needs and providers, coupled with socio-
demographic factors, can lead to a poorer experience for
families [5]. When the child and family are the sole focus
of intervention social-system influences can be overlooked.
Thus, complex interventions which strengthen all levels of
family functioning are required to strengthen resilience [50]
and improve collaboration.

Empowered through Partnership: The Parent Paradox

Research categorised within this tradition addresses and
restructures hierarchies within the parent-professional rela-
tionship. The partnership paradigm developed from the
underlying philosophy of proactive empowerment through
partnerships, drawing upon Rappaport’s work in community
psychology [51, 52].

In Rappaport’s work [51, 52], empowerment is conceptu-
alised as both the process and outcome that enables margin-
alised people to gain control and autonomy over their lives.
Application of this work to the parent-professional relation-
ship sees an empowered parent being able to fully participate
in partnership with professionals involved in their child’s
care [53]. The focus is on the agency of the parent, and the
professional role in promoting this agency. Subsequently,
Dunst and Paget’s [54] seminal conceptual work provided a
definition and operationalised the characteristics of partner-
ships between professionals and parents of disabled chil-
dren. These ideas were influential in the development of
later research exploring partnerships as an aspect of parent-
professional collaboration [53, 55]. Fundamental elements
of partnership include presuming competence in parents’
existing strengths and capabilities, whilst providing ena-
bling ‘help-giving’ experiences for family ‘help-receivers’
to develop new competences. Help-giving by professionals,
and ‘help-seeking’ or ‘receiving’ by parents, should result
in increasing parents’ control over their lives and reducing
dependency [56]. These enabling experiences are said to
foster parental empowerment or a sense of control and self-
efficacy. The professional role is conceptualised as providing
experiences that will lead to parental empowerment.
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Research exploring the experiences of parents identifies a
situational paradox, which some scholars argue arises from
parenting a disabled child in a largely ableist society. This
work draws on Foucadian [29] and Bourdesian [57] theories
to explore how parents navigate power and knowledge rela-
tions in the context of their child’s perceived ‘deviance or
normality’. The discourses of parents, mainly documented
by and with mothers, indicate that they navigate between a
position of adaptation and resistance or appeasement in the
face of professionals’ descriptions of their child’s dis/ability.
Parents will actively negotiate adhering to medical defini-
tions of ‘normativeness’ at the same time as advocating for
their children’s positive social worth as a disabled child [57].
In this way, parents navigate the paradoxical situation of
both ‘complying with’ and ‘adapting to’ disability services,
whilst also ‘negotiating’ and ‘resisting’ [29], as they develop
positive models of disability whilst striving to maintain their
partnerships with professionals.

Empowerment can be viewed across individual, group,
organisational, and community levels of analysis. The body
of work from Dunst et al. [54] and works since [53, 55]
promoted a shift away from paternalistic practices with
parents of disabled children through enacting major policy
changes at societal level, as well as individual strategies to
enable practitioners to work in a help-giving-partnership
way. However, the existence of ‘artificial’ bureaucracies in
institutions gives rise to what Foucault described as ‘buried
and disqualified’ knowledge, an undervaluing of the knowl-
edge which parents bring [58]. As this body of literature
developed, increasing ambiguity of related terms such as
empowerment, engagement, enablement, participation, and
involvement was described [59]. For example, empowerment
can be conceptualised as resulting from both enablement
(acquisition of abilities), and engagement (increasing moti-
vation) [59]. This linguistic dispersal could serve to frag-
ment and confuse the literature, potentially inhibiting its use.

Parent-Therapist Alliance

In this research tradition the therapeutic alliance between
parents and therapists is foundational to collaborative
engagement in children’s therapy. The concept of therapeu-
tic alliance incorporates the affective aspects of relation-
ships, feelings, and emotions. Its’ origins can be related to
the early 20 th Century in Freud’s psychoanalytical concepts
of transference and countertransference [60], reflecting the
emotional reactions of the client and therapist towards each
other. Affective micro-level interpersonal interactions (e.g.,
empathic resonance and mutual affirmation) are regarded
as key determinants of positive outcomes in therapy [61].
Emotional reactions may relate to other significant relation-
ships and can have either a positive or negative effect on the
outcomes of therapy. In the case of parents, relationships

developed with previous health professionals may influence
the alliance with later ones. Rogers [37], in working with
‘personality’ described the essence of the optimal thera-
peutic environment being when the therapist demonstrates
acceptance, warmth, and unconditional positive regard.
This empathy allows the client to feel validated leading to
improved outcomes of the therapy.

Colson and collaborators [62] examined family issues as
contributors to treatment difficulties in adolescent mental
health care. This seminal work, informed a research tradi-
tion exploring how therapist-parent alliance influences child-
therapy outcomes [63, 64]. Family involvement factors such
as guardedness, conflict, and disengagement were examined
for their contribution to the adolescent’s behaviour in treat-
ment [62]. In this tradition, family dynamics are framed
as contributing to the adolescent’s treatment difficulty,
although potential mediating factors are not explored; it is
possible that a climate of judgement by professionals may
have accounted for families’ disengagement with their young
person’s treatment.

Subsequently, the alliance between parents and their
child’s therapist became a topic of study, acknowledging
that parent participation is crucial to the outcomes of child
therapy. Karver proposed a theoretical model of common
process factors (relationship variables) in parent-therapist
alliance [64]. Karver’s model of process factors included
parental characteristics such as stress, mental health issues,
and expectations of therapy as impacting parental engage-
ment. Despite increased research effort parent-therapist alli-
ance, in relation to both therapist personal factors [65] and
parent engagement in therapy is still under-researched and
not well understood. Parent-therapist alliance measures vary
in the dimensions being assessed and methodological flaws
in research, such as reliance on self-report questionnaires,
lead to difficulties in measuring the effects of parent and
therapist factors on children’s outcomes [66].

In addition to work examining the effect of parents on
the outcomes of their child’s therapy, a separate but aligned
body of work has examined the psychological impact of
the child’s medical or emotional needs on their parents. In
contrast to the practice discussed above, in which family
dynamics were related to the child’s emotional disorder with
the risk of apportioning blame, it is acknowledged that creat-
ing an empathetic environment, in which to foster positive
working relationships, requires professionals not to view
parents as the cause of their child’s disability or associated
difficulties [67].

Relationship-Focused Interventions
This research tradition arises from a conceptual paper

by Baird and Peterson [68] discussing tensions between
family-centred philosophy and interventions aimed at
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modifying aspects of parent—child interaction. Baird
and Peterson’s paper [68] informed a subsequent body
of research examining relationship-focused approaches.
This concerned both parent-professional collaboration and
parent—child interaction in early intervention for disabled
children or vulnerable infants [69]. Proponents of family-
centred philosophy regard the family as the expert and ulti-
mate decision maker for their child, whilst respecting dif-
ferences in parents’ beliefs, values, and coping styles [70].
Parent—child interaction therapy involves an evaluation
and assessment process aimed at helping parents to modify
their behaviours when interacting with their children [68].
Both family-centred philosophy and parent—child interac-
tion approaches have their roots in attachment theory [71,
72] and the latter also draws on social learning theory [73,
74]; which proposes that young children’s learning takes
place in the social context of secure, attached relation-
ships with caregivers. Both of these approaches require
effective collaborative relationships between parents and
professionals.

Baird and Peterson’s paper was written when early
intervention practice was shifting away from directive,
child-focused teaching towards both family-centred and
parent—child interaction therapy practices. Their paper
summarises the evidence for the impact of various infant-
caregiver interaction variables and encompasses a mix of
causal and correlational studies. A more recent summary can
be found in Topping et al. [75]. Interventions which focus
on improving the interaction between parents and young
children have the potential to change children’s outcomes in
terms of social, emotional, cognitive, and communicative
development [75, 76].

Parent—child interaction therapies may require profes-
sionals to make subjective judgements about the interaction
behaviour of parents and children which can be at odds with
respect for the families’ values, beliefs, and practices [68].
This may negatively impact the collaborative relationship
[68, 76]. Parent—child interaction therapies can be viewed
as problematic and running counter to the tenents of fam-
ily-centred philosophy [58]. There are valid concerns about
professionals making value-based judgements about parents
in relation to their parenting [63]. A second concern, in the
light of evolving understandings about neurodiversity, is the
selection of desired child outcomes which follow a norma-
tive, neurotypical bias (e.g., focusing on social engagement,
sitting still). Making any assessment of parent—child interac-
tion necessitates a judgement of that interaction against a set
of values derived by professionals. Should those values not
align with the family’s own, such judgements and associated
goal selection could conflict with the tenet of family empow-
erment and decision making [68]. Ethical issues may also
arise from the professional’s primary responsibility to the
child, should some culturally variable interaction patterns
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(e.g., authoritarian parenting) be considered detrimental to
child development [76].

According to Mahoney et al. [77], some practitioners
believe that parent—child interaction therapy constitutes an
ethical dilemma at odds with respect for differences in fam-
ily interaction practices. It is thought that the challenge to
the integration of family-centred and parent—child interac-
tion approaches arises in part from work in cross-cultural
studies [78]. Cross-cultural work challenges the validity of
assumptions about child development such as ‘normality’
and ‘risk’, described as ‘cultural constructs’. This research
suggests that assumptions arise from unconscious ethnocen-
trism, which may be reinforced by the assessment tools used
to evaluate parent—child interaction and in the goals pro-
moted by professionals [78]. In subsequent research, Baird
and Peterson were labelled as both critics of family-centred
practice, on the grounds that it ‘leaves out the child’ and
“fails to target child learning and development’ [79], and as
advocates of family-centred practice ‘in early intervention
and paediatric rehabilitation’ [80, 81]. In fact, Baird and
Peterson were calling for a paradigm shift to achieve a cul-
turally responsive integration of these two approaches [68].

Emerging within this research tradition examining
relationship-based interventions is research discussing the
application of coaching strategies within child rehabilitation,
such as those borrowed from business and sports traditions
[82]. Parent coaching is seen as a method to achieve fam-
ily centred services and facilitate parent-mediated interven-
tions. Whilst parent—child interaction therapies and parent
coaching have similarities, there is an important distinction
in the identification of the goals for therapy. In parent—child
interaction therapy, the goals are derived from research evi-
dence relating to infant-parent interaction variables [75]. In
a coaching model, coaches work together with parents to go
beyond the identification of common goals to identify goals
primarily articulated by the parent [82].

Methods and definitions of coaching differ, according to
Schwellnus et al. and Kemp et al. along a continuum from
‘parent training’ to ‘parent coaching’ [82, 83]. Coaching
is a collaborative reciprocal process involving cycles of
action or practice, self- reflection, and self-correction [84].
Coaching includes the idea of an equal parent-professional
partnership and shared decision making [84]. For healthcare
professionals to move away from professional-led practice
towards the use of coaching requires changes in professional
behaviour and a need for role negotiation with parents as a
pre-cursor to coaching [70]. Coaching strategies have gained
popularity in, for example, paediatric physiotherapy prac-
tice, but interventions may lack a clear theoretical basis and
therapists require additional training to apply the strategies
[85]. Likewise, it may be challenging for parents to take an
equal role in decision making, planning, action, and reflec-
tion; but meeting that challenge and striving for parity in
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decisions can lead to positive outcomes for parents includ-
ing increased confidence, self-efficacy, and parenting capac-
ity [81, 86]. Services centering the relationships between
parent-professional and parent—child, and operating on a
solution-focused and strengths-based approach, require pro-
fessionals to engage in reflective examination of their own
cultural biases and to act in ways which are congruent with
the families’ culture, beliefs and values [87].

Family-Centred or Service-Centred

The focus of this research tradition is collaborative mod-
els of service delivery as summed up by the philosophy
of ‘Family Centred Care”. Whilst derivative of the parent
empowerment and systems paradigms above, there is an
extensive research tradition regarding family-centred care
incorporating the concepts of partnership, engagement, dig-
nity and respect, shared decision making, and collaborative
goal setting [88]. Family-centred philosophy has its early
roots in nursing practice with hospitalised children. In post
second world war London, evidence from Burlingham and
Freud indicated that children maintained their psychological
stability if they remained with their mothers [89].

Two major voices in this debate were Bowlby, a child psy-
chiatrist, and Robertson, a social worker [90]. Bowlby was
the theorist who propounded the negative impacts of break-
ing the emotional ties between mother and child at an early
age [91]. Coupled with the work of Rogers [37], these theo-
ries led to a paradigm shift in paediatric healthcare. Draw-
ing on these earlier theories, seminal work by Rosenbaum
and colleagues [92] along with Dunst and collaborators [93]
and King and collaborators [80] developed the theory and
practice around family-centred care in early intervention and
paediatric rehabilitation.

Family centred philosophy positions the family unit as the
recipient of services and parents as expert and ultimate deci-
sion maker for their child. Family-centred care recognises
the family as constant in the child’s life with autonomy to
decide their level of participation, priorities, and goals [93].
Such services should be delivered in a collaborative, trust-
ing relationship with respect for families'cultural identities,
beliefs, values, and styles of coping. Family-centred care is
the mandated method of service delivery in the USA and has
influenced health and social policy in the UK and Australia.

Four paradigm shifts, as recommended by Dunst et al.
[94], are needed for services to become family-centred,
being shifts away from (a) intervention practices based
solely on professional identified needs towards responsive
practice, (b) intervention practices focusing primarily on
correcting child and family deficits towards strength-based
practice, (c) defining solutions to child and family needs
solely in terms of professional services, and (d) paternal-
istic, dependency forming help giving practices towards

empowering practices. Following 40 years of family-centred
practice, questions remain as to whether family-centred ser-
vices are deliverable or remain an unattainable ideal [72].
Specifically, the four paradigm shifts described above are a
constant challenge for service delivery. Therapists working
in child-focused services may still receive training which
is largely focused on child development rather than client
change processes or family outcomes [6]. Research has indi-
cated highly significant differences between parents’ actual
roles in therapy and the ideal roles involving participation
in decisions, assessment of their family’s needs, and family
centred services [95, 96] representing a gap between ‘work
as imagined’ and ‘work as done’ in relation to service deliv-
ery for children and families.

Social Policy: The Professional Dilemma

This narrative explores the influence of social policy and
legislation on parent-professional relationships. Social
policy dictates the roles that parents and professionals are
expected to fulfil in the provision of services to children with
special educational and health needs. To illustrate this narra-
tive, examples will be drawn from the United Kingdom con-
text, which is familiar to the first author, although there are
parallels with social policies in other Western democracies.

Goodley and Runswick-Cole’s [97] work on ‘develop-
mentalism’, conceptualised the ‘child’, ‘disabled’, and ‘par-
ents’ in social policy in England and influenced scholar-
ship within the growing field of Critical Disability Studies.
Developmentalism arose from developmental psychology,
drawing on the work of Piaget and Vygotsky, and has led
to terminology and practice in both education and health-
care which is focused on ‘normal’ versus ‘abnormal’ child
development [97]. Mothers are positioned as the means by
which children’s development is accelerated towards ‘nor-
mal’ developmental milestones. New Labour government
policy between 1997-2007 outlined both parents’ rights
and responsibilities leading to a mixture of support and sur-
veillance for parents of disabled children, by these parents
having the most frequent and sustained contact with profes-
sionals [97].

Explorations of child developmental outcomes point to
parental mental health, relationships, financial resources,
and housing as key determinants suggesting that parents bear
primary responsibility for children’s physical, social/emo-
tional, and cognitive development [98]. A critical discourse
analysis of the UK’s 2022 Special Educational Needs and
Disability Governmental Review [99] gives a current view
of the positioning of disabled children and families in UK
policy. This discourse is framed by Hyatt’s Critical Higher
Education Policy Discourse Analysis (CHEPDA) framework
[99]. The Review was conducted in the context of recognised
system failures for disabled children, diminishing parental
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and provider confidence, and escalating costs. The authors
point to a concealment of pupil need and removal of ideas of
inclusion achieved through nominalisation, potentially lead-
ing to the justification of reduced state funding for special
educational needs and disability [99].

Hellawell [100] describes the paradoxical situation in
which parents are led to believe they will have choice in
the decision-making processes regarding their child’s place-
ments and service provision, whilst authorities have the right
to overturn these decisions. Professionals are gatekeepers
to the allocation of resources [101], and are therefore given
finite resource and service availability; parents’ wishes are
often disregarded. Conversely, when things go wrong in chil-
dren’s lives, the implication from policy is that parents are
wholly accountable [102]. This is a situation which threat-
ens parent-professional partnerships and poses a dilemma
for professionals who are empathetic to parents’ challenges
and wish to avoid conflicts arising from parental expecta-
tions [103]. Many parents will advocate for their own child’s
needs, expressing their individual preferences; whilst profes-
sionals often have a sense of distributive justice based on the
needs of the population they serve in the light of available
resources [100, 103]. This can lead to professionals experi-
encing a moral anxiety due to conflicting responsibilities and
roles between ‘benefits for all” versus ‘best outcomes for the
individual’ [100]. Faced with these dilemmas, professionals
may limit or divide their ethical and moral responsibility
based on the role they are occupying at the time [98, 100].

Discussion

The need for parents and professionals to work collabo-
ratively in the interests of the child with disability can be
traced back to roots in the disability rights movements of
the 1970 s and the social model of disability (credited to
Oliver, 1983) which states that physical, societal, and atti-
tudinal barriers disable people with impairments [33, 104].
In the five decades since, research traditions have evolved,
raising awareness of the imperative for collaboration. How-
ever, divergent or potentially conflicting research traditions
and policy frameworks have fragmented the concept of col-
laboration into multiple terms and approaches, all of which
lack clear definition [59]. There is some agreement across
research traditions that contributors to collaborative partner-
ships include honest communication, mutual commitment,
parent empowerment, professional competency, equality,
trust, and respect [55, 105]. Also, collaborative processes are
often described as including mutually agreed goals, shared
planning, shared implementation, shared responsibility, and
shared evaluation [106]. However, the tensions and poten-
tial conflicts between divergent traditions and approaches,
outlined in this review, show how parents and professionals
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can be inhibited in behaving in these ways by societal and
institutional contexts, even when they are motivated to do so.

The review has explored how aspects of both the internal
and external environments, within which these relationships
are centred, can lead to conflict and inhibit the development
of productive collaborative partnerships. Important differ-
ences exist between individualism of choice and equality of
provision [93] and these need to be resolved. In particular,
there should be clarification of roles and expectations, in
recognition that parent and professional role ambiguity is
driven by cultural understandings of power in parent-pro-
fessional relationships [98]. Dialogue and discussion about
conceptualisations of children’s disability should explore
why consideration of both strengths and impairments can
lead to conflict between parents and professionals [48].

The seven research traditions presented here represent
the authors’ decision-making process when categorising
a diverse and disparate literature with the aim to produce
informative insights regarding collaborative practice. Chal-
lenges with the review process included lack of clarity in
the literature about the many concepts involved in parent-
professional relationships, many papers lacking a theoreti-
cal background, limited operationalisation of constructs, and
different understandings regarding similar concepts across
disciplines. Nonetheless, this review highlights the need for
further research examining the complexity of parent-pro-
fessional relationships and how these interact with health
and well-being interventions in local contexts and cultural
values. It is important to identify how varying attitudes to
disability and neurodivergence impact parent-professional
attitudes towards the goals of intervention and how profes-
sional interactions can demonstrate cultural responsiveness
in multicultural settings.

In conclusion, collaboration between parents and profes-
sionals is vital for both the process and outcomes of interven-
tions for children with neurodisabilities. Such interventions
need to be considered in the context of the complex systems
within which parents, children, and professionals interact
and, as such, need to be flexible and responsive. Models
of service delivery for disabled children have attempted to
move away from former paternalistic attitudes. However,
these persist due to the nature of professional training, policy
and organisational barriers and resource pressures.
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