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Nothing About Us Without Us in the First 1000 Days:

Developing Inclusive Early Years Support with Disabled

Families

Abstract

This article reports on co-design workshops with 11 disabled families (‘co-designers’) as part of

developing a ‘universal’ (for families) early years programme in health and social care. The

programme aims to enhance caregiver and infant wellbeing. Given well-documented

limitations of existing support for disabled families, ensuring disability-inclusion from the

outset was essential. The term ‘disabled families’ refers to 2 configurations: families where a

parentis disabledand families of disabled children.

Intensive workshops employed barrier mapping and solution generation activities. Thematic

analysis revealed four domains where co-designers identified exclusionary practices and

proposed inclusive alternatives: physical and environmental accessibility, programme design

flexibility, content inclusivity, and professional practice and empowerment. Co-designers

demonstrated how institutional ableism operates through inaccessible venues, rigid

attendancepolicies, normative developmental milestones,anddismissalof parental expertise.

Solutions moved beyond surface accommodations towards fundamental transformation.

Co-designers proposed accessible venues with sensory considerations, flexible attendance,
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strengths-based content, comprehensive facilitator training validating experiential knowledge,

and enabledpeer support.

The study demonstrates that meaningful inclusion requires dismantling rather than retrofitting

exclusionary systems. Co-designers' insights provide both structural critique of institutional

ableism and practical design principles for inclusive provision, showing how participatory

approaches cangeneratealternativepossibilitiesfor equitablefamily support.

Disability,early years,parenting, inclusion,co-design, institutional ableism,social

model,human rights

Introduction

The first 1000 days of a child's life are widely recognised as a critical period for cognitive, social,

and emotional development. Policy interventions targeting this stage have proliferated across

health and early years sectors, often invoking discourses of prevention, parental responsibility,

and long-term positive outcomes for children. Yet, as with many ostensibly universal

interventions (i.e. intended to be suitable for all families) the extent to which such policies

accommodatetheneeds,perspectives,andlivedrealities of disabledfamilies remains uneven.

This article explores how early years support –specifically, community-based health and social

care– is experienced by disabled families, how a range of barriers constrain their engagement,

and how inclusive design might unsettle the logics shaping dominant provision. In Disability
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Studies ‘disabled families’ is used as an umbrella term encompassing both disabled parents

and parents of disabled children, recognising shared experiences of marginalisation while also

acknowledgingtheir distinctchallenges.

To understand and address the exclusionary dynamics faced by disabled families, we employ

two complementary conceptual frameworks. First, we draw upon the social and human rights

models of disability, which together enable us to diagnose structural exclusion and imagine

more participatory, dignified alternatives (Lawson & Beckett, 2021). The social model

distinguishes between impairment (physical, sensory, cognitive, or developmental differences)

and disability (social exclusion resulting from environments, policies, and practices designed

for non-disabled norms). This distinction helps identify how barriers in early years services

actively disable families, rather than locating the 'problem' in parents' or children's bodies and

minds. The human rights model, particularly through the Convention on the Rights of Persons

with Disabilities (CRPD) Articles 7, 23, and 25, provides complementary principles by affirming

disabled people's rights to appropriate child-rearing assistance, establishing disabled

children's equal rights, and mandating equal access to quality health services. These

rights-based principles offer a powerful lens through which to evaluate current early years

services andimagine moreinclusivealternatives.

Second, we apply the concept of ableism (Wolbring, 2008) - not simply as bias against disabled

people/families, but as a system that privileges certain ways of being, knowing, parenting, and

for children, , whilst marginalising others. Specifically, ableism privileges

independent functioning over interdependence, standardised developmental milestones over



4

diverse pathways, individual responsibility over collective support, and professional expertise

over experiential knowledge. Ableism operates across multiple domains: through internalised

beliefs, professional interactions, institutional routines, and structural arrangements (Albert &

Powell, 2022). This sociological lens helps illuminate how early years services, even when

well-intentioned, can reproduce social relations that centre normative developmental

trajectories andparentingstyles whilst excluding or pathologising difference.

These frameworks align with broader sociological theories of institutional power and

categorical inequality, which examine how organisations create and maintain social

boundaries through routine processes and professional practices. Our analysis connects

disability-specific experiences to larger sociological questions about how institutions operate

as sites where social classifications are produced, contested, and occasionally transformed

through what Foucault (1980) termed 'power/knowledge' relations - the interconnected ways in

which knowledge and power operate together, where institutional claims to expertise

simultaneously enable control over families, but also create sites where alternative knowledge

can emerge andchallengedominant practices.

This article discusses the process of designing/developing the programme –

a joint initiative by the University of [City] and [Name of International Parnter]. The programme

adopts a centering-based group care model, focusing on caregiver and child wellbeing. It brings

families together to learn andsupport one another ina facilitatedgroupsetting. Theprogramme

will be implemented in some of the most socioeconomically disadvantaged areas of [Name

Removed] from Autumn 2025. The city, in Northern England, is home to around 800,000 people,
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and is characterised by both vibrant ethnic and linguistic diversity and profound inequalities.

Several of the areas where the programmewill be implemented[NamesRemoved] fallwithin the

most deprived decile nationally (Ministry of Housing, Communities&Local Government, 2019).

Families in these neighbourhoods face multiple, intersecting barriers to early years support -

barriers thatintensify wherepoverty, racialisation,anddisability converge.

Whileinclusiveof all families, seeks to embeddisability-inclusion as a ‘golden

thread’ from the outset. Rather than retrofitting support to meet access needs, the programme

seeks to be inclusive,flexible,affirming,and responsive . It builds upon elements of

previous UK initiatives such as Sure Start and current, such as Family Hubs. It is philosophically

aligned with Family-Nurse Partnerships, but diverges from them in its structure (group-based

rather than one-to-one delivery) and broader coverage. It adapts the centering-based groupcare

model originally developed in the United States (Chae et al. 2017) and further refined by TNO in

the Netherlands (see The Practising Midwife, 2024). The [Name Removed] model is delivered

over six months through eight structured two-hour sessions, alongside optional drop-ins. It

combines peer support with experiential learning, and includes content relevant to the physical

and emotional wellbeing of both caregivers and infants. Topics for discussion include healthy

foods, physical activity, child development, stress management, home safety, infant crying and

safe sleeping - designed to reflect the needs and interests of participating families, rather than

externally imposed agendas.

Ensuring that the programme is disability-inclusive is particularly important given the

well-documentedlimitations of early years health and social care provisionfor disabled families
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- limitations that begin in prenatal care and then continue. A recent report by Kuper and

Rodríguez Gatta (2025) details ongoing inequalities in UK maternity and postnatal care for

disabled women, including heightened risks and limited access to appropriate support.

Postnatally, families with disabled children often contend with stigma, inaccessible

environments, and heightened scrutiny of their parenting (Franklin et al. 2022; Mitra et al. 2016).

Around 30% of families with a disabled member live in poverty (Joseph Rowntree Foundation,

2024), and cumulative disadvantages are associated with poorer physical, mental, and social

outcomes (Becker et al. 2021). These inequities are compounded for racially minoritised and

migrant families, who face additional challenges related to discrimination and cultural

competence within services (Croot et al. 2008).

Existing research consistently highlights how early years services can entrench rather than

disrupt exclusionary practices. This includes the use of deficit-based language, the

undermining of parental autonomy, and surveillance of disabled families – particularly, but not

only, mothers with learning disabilities, many of whom fear the very real threat of child removal

(Woodcock & Tregaskis, 2006; Fisher & Goodley, 2007; Malouf et al. 2017b; Franklin et al. 2022).

These dynamics not only erode trust, but actively deter families from engaging with services

designedtosupport them.

In response, the project sought out disabled families' expertise when

developing the programme design. Through a structured co-design process, we invited families

towork with us toestablish a set of principles–a ‘Blueprint’ –for early years support for disabled

families, which could then be used to inform the programme design. This process was shaped
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by what Beckett and Callus (2023) term ‘radical listening’ - a methodological commitment to

moving beyond tokenistic consultation. Workshops with families created what Beckett and

Callus (2023) describe (borrowing from Foucault, [1966] 2002 and [1967] 1998) as heterotopic

spaces -counter-siteswhere established norms canbequestioned andreimagined,allowing for

critique of what society accepts as ‘normal’ arrangements. In this case, the ‘normal’

arrangements were those of current/existing provision of health and social care within

community settings. Within the workshops the families, as , were able to assert

experientialknowledge,andcreatepracticalsolutions.

While this article details the co-design process and resulting recommendations, it intentionally

does not explore how the team operationalised these insights within the

programme's design - largely because this design work remains ongoing at thetimeof writing.

The translation of co-designers' recommendations into practical programme elements,

implementation challenges, and resulting adaptations will be addressed in subsequent

publications. A planned feasibility and acceptability study will specifically capture disabled

families' experiences with the implemented programme, adopting a developmental evaluation

approach that will inform iterative refinements after initial implementation. This sequential

approach allows us to thoroughly document and examine each stage of the programme's

development, from initial co-design through implementation, to evaluation, ensuring rigorous

attention toboth process andoutcomes.

The remainder of this article unfolds in four sections. First, we offer a critical review of literature

on disabled families’ experiences with early years services in the health and social care domain,
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focusing on UK studies and drawing attention to recurring patterns of marginalisation. Second,

we outline our participatory methodology, detailing the co-design process and our ethical

approach. Third, we present our findings, organised around four key themes: physical and

environmental accessibility, programme design flexibility, content inclusivity, and professional

practice and empowerment. Finally, we explore the theoretical and practical implications of this

work, arguing that inclusive early years provision requires more than surface-level

accommodations - it demands a fundamental shift in how disability is understood and

responded to within service design. By integrating empirical insight with critical disability

theory, this article contributes to both scholarly debates and real-world practice, offering

concretepathways towardmore equitable,family-centredprovision.

LiteratureReview:DisabledFamiliesandEarlyYearsSupport

This review draws primarily upon UK studies. While some sections focus more heavily on one

family configuration or the other, together they reveal how early years services respond to

disability.

FromMaternity toEarlyYears:ContinuitiesofAbleistAssumptions

Disabled parents' interactions with post-natal and early years services take place against a

backdrop of often negative maternity care experiences (Heideveld-Gerritsen et al. 2021). In the

UK, maternity settings continue to be structured around non-disabled norms, with studies

highlighting how disabled women report feeling marginalised, infantilised, or ignored during

pregnancy and birth (see Malouf et al. 2017 and Hall et al. 2018). Such experiences can

establish a pattern of distrust in healthcare professionals, which carries forward into early years
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interventions. Kuper and Rodríguez Gatta (2025) found that disabled women in the UK

experience significantly higher rates of negative birth outcomes, longer postnatal stays, and

lower rates of breastfeeding. Their research also highlighted the barriers that persist into early

years services: inaccessible environments, negative staff attitudes, and lack of

disability-specific knowledge among healthcare professionals. The challenges disabled

women face during pregnancy and birth create a foundation for subsequent difficulties in early

yearsservices.

Surveillance,ScrutinyandtheDeficitModel

Early years interventions remain deeply embedded within a deficit-based framework that

assumes disabledfamilies requireadditionalscrutiny. Thomas (1997) andFranklin et al. (2022)

document that many disabled mothers feel that their parenting is closely scrutinised, with the

assumption that disability equates to diminished parenting capacity underpinning many

professional interactions. The literature identifies safeguarding policies as a key site of

concern, particularly with regard to parents with learning disabilities (Burch et al. 2024). Parents

with learning disabilities report heightened levels of monitoring compared to their non-disabled

counterparts (Malouf et al. 2017). Whilst often subjected to excessive scrutiny, these parents

simultaneously face barriers to accessing appropriate support and skill-building opportunities

(Burchetal., 2024).

Malouf et al. (2017b) report that following childbirth, many women with learning disabilities feel

they must work harder than other mothers to 'prove themselves' capable. As one mother

expressed:
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'I couldn't cope and I felt under pressure...I was actually being monitored and

watched every day, every time, everywhere in the assessment unit. And I didn't feel

likeIwas atpeace' (Malouf et al. 2017b,p. 6).

Similarly, Franklin et al. (2022, p.941) found that such mothers felt they were judged unfairly and

heldtohigherstandards than their non-disabled peers:

'Therearea lot of peoplethat don't have learningdisability thatarereally naff parents,

andthey don't havetogothrough all the social services'.

Arguably, these experiences reflect what Thomas (2021) terms 'neoliberal-ableism' within

health and social care systems - where families face, simultaneously, exclusion from support

and heightened expectations to compensate through extraordinary individual effort, creating

significant emotional labour as parents manage both practical barriers and others' discomfort

withdifference.

DisempowermentandProfessionalPractices

Another important theme in existing research is that of professional practices undermining

parental autonomy. Thomas (1997) describes how professionals tend to take over care tasks

rather than providing assistance that enables parents to complete these tasks themselves,

leaving disabled mothers feeling disempowered. For example, a participant in Thomas's study

reported aGP offeringtoget someonetobathe anddressherbaby,when what shewantedwas

assistance to bathe her baby herself. Wilson et al. (2013, p.597) similarly note the

disempowering effect on disabled parents of 'being told what to do' by health and social care

professionals. These interactions exemplify what Graff and Russell (2023) term 'benevolent
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ableism' - when practitioners' good intentions nonetheless reproduce limiting assumptions

about disability and family capacity. Whilst other parents may also experience professional

paternalism, these interactions are especially problematic for disabled parents who already

facedisabling assumptionsabout theircapacity acrossmultiple life domains.

Woodcock and Tregaskis (2008) highlight how parents of disabled infants encounter

professionals who use deficit language to describe disability, focusing on unmet milestones

rather than acknowledging unique developmental trajectories. As Goodley and Runswick-Cole

(2012a) note, disabled children are often 'read' through dominant discourses that reduce

complex lives to diagnostic categories. Parents describe pushing back against what Johnson

(2023) later termed 'foreclosed imagined futures' - the tacit assumption that disabled children's

lives will be characterisedby limitation ratherthan possibility.

KnowledgeGapsAmongstProfessionals

Professional knowledge gaps further compound these issues. Malouf et al. (2017a) found that

disabled women were less likely to feel knowledgeably supported through their post-birth

recovery, and more likely to report that advice on feeding or child development had not been

provided. Parents of disabled children similarly report a lack of disability-specific knowledge

among health visitors, as one parent in a study conducted by Goodley and Tregaskis, 2006,

p.639) noted:

'I've found health visitors don't have a lot of experience. I haven't really bothered with

health visitors at all because they don't have the knowledge they need. I find that
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when they comeandseeIzzy for regularcheck-ups, Ihave to really tell themwhat they

havetobe lookingfor becausethey don't haveany knowledge of Down's Syndrome' .

Of course, these knowledge gaps directly contravene Article 25 of the CRPD, which requires

health professionals to provide care of equal quality to disabled people and emphasises the

importance of raising awareness about the rights, dignity,and needs of disabled people through

training.

Counter-Practices:Strengths-BasedandEnablingCare

Despite these barriers, the literature also identifies conditions under which disabled families

experience positive engagement. Strengths-based models, where practitioners recognise

parental expertise and tailor interventions accordingly, emerge as a key enabler (Foundations,

2025). Wilson et al. (2013) found that positive feedback from professionals helped parents with

learning disabilities grow their confidence. Hampton et al. (2023) reported that autistic mothers

appreciated friendly rapport with post-natal hospital staff. Fisher and Goodley (2007, p.78)

noted that parents of disabled children valued professionals who treated their children 'like a

child, not a label' and celebrated small developmental progress. These approaches embody

what McLaughlin et al (2008) describe as 'enabling care' - approaches that acknowledge

difference without pathologising it, and support autonomy without abandoning collective

responsibilityortheconceptof interdependency.

Peer-led supportnetworks havealsobeen documentedas crucial spaces forcounteractingthe

isolation many disabled families experience – families of both configurations. Franklin et al.

(2022) found that mothers with learning disabilities felt empowered by peer-to-peer
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relationships, which offered emotional support, advocacy, and knowledge about their rights,

while also reducing feelings of isolation. Blake, Bray and Carter (2019, p. 2279) found that

parentsof disabledchildren participatingin a peer supportinitiative reported a

‘sense of hopeand afeelingof belongingas key benefits that resultedfrom the social

connections they gained fromthescheme’.

These adaptive practices exemplify what Goodley (2007) terms 'rhizomatic parenting':

non-linear, inventive forms of care and connection that grow outside institutional logics.

Peer-led support networks are rhizomatic in the sense that they multiply pathways for belonging

and knowledge exchange, allowing families to resist isolation and generate new modes of

becoming,together.

Synthesis

Together, this body of literature highlights a persistent pattern: disabled families often

encounter early years systems that pathologise difference, undermine parental authority, and

impose narrow developmental norms on children. While parents do resist, creatively, and

promising practices and models of enabling care exist, the latter remain unevenly distributed

and inconsistently implemented. What is lacking are models of early years provision

co-designed with disabled families themselves - models that embed inclusion as a starting

point,not an afterthought.

It is precisely this gap that the [Name Removed] project sought to address,by engaging disabled

families in the co-design of a universal early years programme. In what follows, we outline the
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participatory methodology underpinning this work and the insights generated through

co-design workshops.

Methodology:WorkshopswithDisabledFamilies

Grounded in one of the central political slogans/rallying cries of the international disabled

people’s movement - 'Nothing About Us Without Us!' - our approach reflects both the social

model of disability’s emphasis on disabled people's expertise about disabling barriers and the

human rights model of disability’s commitment to meaningful participation (Lawson & Beckett,

2021). This co-design approach repositions disabled families from research subjects to

knowledgeproducers.

It is important to be clearwith regardto our useof theterm co-design. Weuse it in relation to

the design of the programme. In health and social care research, the

programme is termed an 'intervention'. As previously stated, this intervention will be

implemented in areas of from Autumn 2025; and a researcher-led feasibility and

acceptability study of this intervention is planned. Subsequent publications will report on the

final programme’s design, implementation and evaluation. This article is concerned with

theco-design of theintervention.

The authors of this article (one a disabled person, the others ‘practicing allies’) were, at the time

of writing, employed at the University of [City]. They worked collaboratively with 11 parent

co-designers during two structured workshops. Following the workshop, the parent

co-designers authored a publication entitled 'Nothing About Us Without Us: Our Blueprint for

Inclusive Family Support'. This is available open access at [add web-address] (including in Easy
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Read format). This Blueprint was submitted as evidence to the UK Parliament Health and Social

Care Committee’s ‘The First 1000 Days: a renewed focus’ Inquiry (2025). This academic article

represents researcher-led analysis of learning from the collaborative design process,

. It isintended complement theBlueprint.

Co-designers (workshop participants): Co-designers were recruited through multiple

channels: parent support groups run by families of disabled children, a Disabled People's

Organisation (specifically a self-advocacy group for people with learning disabilities), and

social media platforms. Peoplecouldvolunteer toparticipatethrough any of theseroutes.

A total of 11 parents contacted us and volunteered to participate. Ten agreed to complete a

demographic questionnaire. From their responses we know that 9 identified as women, and 1

preferred not to disclose. Three co-designers were disabled parents, and 10 were parents of

disabled children (with some overlap). Eight co-designers identified as White British and 2 as

Asian/Asian British Pakistani. The co-designers brought diverse experiences of physical and

sensory impairments, learning disability and neurodivergence (their own lived-experience

and/orin relation to their child).

Ethics
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The study received ethical approval from the University of [Name Removed] Business,

Environment and Social Sciences Ethics Committee. Information sheets and consent forms

were distributed 2-3 weeks before Workshop 1, with reminders sent 48 hours prior where

needed. Standard and Easy Read versions were available. All co-designers returned electronic

versions of consent forms back to us before Workshop 1. Consent was revisited verbally at the

start of Workshop 1, when hardcopy forms were also collected and again at the start of

Workshop2.

Co-designers received compensation for their participation. At the start of Workshop 1 they

designed their own ‘rules of engagement’, including respect for each other’s privacy and

confidentiality, listening without judging, being kind, and allowing anyone to take 'time out'

without question.

Workshops were held at a community centre offering family support services, known for its

accessible, welcoming environment and quiet spaces. Sessions were designed to be

low-pressure with regular breaks, flexible attendance, and voluntary participation in all

activities. Three research team members were present to ensure support could be offered if

needed whilst workshops continued. The lead facilitator used empathic questioning grounded

in active listening,enablingparticipants toshareexperiences openly.

WorkshopStructureandDataCollection

Two intensive workshops were conducted, each lasting four hours. The workshops were not

audio-recorded. This was partly for practical reasons - the interactive nature of the workshops

involving people walking about, chatting in small groups and making artwork, made this
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challenging. The main reason, however, was that we acted in accordance with ethical guidance

and participant preferences, given the sensitive topics discussed and participants' reliance on

local services. Not recording the sessions allowed co-designers to speak openly without fear

that their comments might reach theirsupport providers.

To ensure rigour despite the absence of recordings, we used three complementary data

collection methods:

•Dedicated note-takers: Two members of the research team (Authors 4 and 5) made detailed

notes through workshops. They debriefedwith thefacilitator(Author 1) afterwards.

• Participant-generated written materials: Activities invited written responses on post-its,

flipcharts,and 'Wisdom Tree' leaves, which were savedandtranscribed.

• Group Verification: Summaries of discussions were documented live and shared aloud,

enablingparticipants to confirm or amendkeypoints immediately.

All data were anonymised at the point of collection and stored securely on password protected

fileson the secure serverat theUniversity of [Name Removed].

Workshopactivities

Six activities were conducted in ‘buzz-groups’. We provided the co-designers with post-it notes,

colouredcardboardshapes (leaves and hearts), felt-tip pens,stickers andpaper.

Activity 1: Validation of Existing Research: Co-designers responded to four common themes

fromtheliterature, identifyingalignmentwiththeir experiences(seePhoto 1).
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Photo 1: Four Themes Activity

Activity 2: Worst Case Scenario Mapping: Co-designers identified potential pitfalls in designing

universal parenting groups to be inclusive of disabled families, generating over 60 detailed

points (SeePhoto 2).
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Photo 2: Worst CaseScenarioActivity

Activity 3: Session Plan Interrogation: Co-designers reviewed potential programme activities,

identifying exclusionary assumptions and proposingalternatives.

Activity 4: ThreeHats Activity: Co-designers explored infant feeding at 5-6months through three

lenses: potential successes,risks,and emotional responses (SeePhoto3).

Photo3: ThreeHats Activity

Activity 5: Sources of Joy: Co-designers shared moments of joy and connection with their

children,providinginsights into how joy might anchor theprogramme(SeePhoto4).
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Photo4: Sources of Joy Activity

Activity 6: Wisdom Tree: Co-designers wrote advice for other disabled families, articulating

knowledgegainedthrough lived experience(SeePhoto 5).

Photo5: WisdomTree Activity

DataAnalysis
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Data analysis involved thematic coding of all materials (field notes, plus transcribed content

from activities listed previously). We used a pen-and-paper method, following Braun and

Clarke's (2006, 2021) approach to thematic analysis: inductively constructing themes from

co-designers' accounts through active analytical interpretation rather than applying

predetermined categories. Initial codes were generated through close reading of the materials

by Authors 1, 4 and 5, then refined and clustered into broader themes through an iterative

process, with findings subsequently shared with and 'sense-checked' by Authors 2 and 3 and

validatedby the co-designers.

Presentationoffindings

Quotations from co-designers included herein are verbatim transcriptions of written responses

during workshop activities, rather than spoken words. To protect anonymity, we did not require

people to identify themselves on written materials, so quotes cannot be attributed to specific

individuals. Evidence of different handwriting confirms, however, that quotes are from multiple

co-designers.

Study limitations

We acknowledge the absence of male caregivers and limited ethnic diversity of our sample.

Future research should strive to capture these perspectives. Our sample size (n=11) was

necessarily small, reflecting the intensive and participatory nature of co-design workshops.

Nonetheless, the findings are significant: they echo and extend a substantial body of research

documenting the inadequacies of early years support for disabled families, while also moving
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the field forward by demonstrating how co-design with such families can generate practical,

inclusivesolutions.

Findings

Analysis of workshop data revealed four interconnected themes that illuminate both the

barriers disabledfamilies faceand theirvisionfor more inclusiveearly years support.

1.Physical andEnvironmentalAccessibility

Co-designers all identified physical accessibilityas a primary determinant of whetherthey could

engage with early years services. Issues included inaccessible venues, lack of transport

options, and the failure to accommodate sensory needs. These environmental barriers reflect

what Albert and Powell (2022) identify as institutional ableism - when organisational policies,

practices, and cultures systematically disadvantage disabled families, often despite individual

practitioners' best intentions.

TransportandParkingAccessibility:The availability of accessible parking was highlighted as

crucial, particularly bluebadgespaces fordisabledfamilies. As oneparticipant noted:
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Co-designers listed additional barriers they had encountered: and

These transportation issues often made it impossible for disabled families to attend

services andsupportgroups regardless of how beneficial they mightbe.

Building Accessibility: The physical design of venues emerged as a key concern, with

co-designers highlighting challenges related to narrow doorways and small lifts that could not

accommodatespecialisedequipment. Oneparticipant explained:

These physical barriers created not only logistical challenges but also increased stress and

emotionalburden forfamilies already navigatingcomplexcaregivingresponsibilities.

The lack of appropriate facilities within venues was also emphasised, with several co-designers

noting as a significant barrier. This was particularly important for families

with more than one disabled child, as standard baby-changing facilities were often inadequate

for olderchildren.

Inclusive Venues: Co-designers emphasised the need for spaces that addressed sensory

needs, with one stating:

Well-lit spaces with minimised noise and echoing to reduce

sensory overloadwere identified asessentialfeatures,alongwithflexible seatingarrangements

that cater to diversephysicalneeds.
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The overall atmosphere of the venue was also identified as crucial, with one co-designer

describing a as a deterrent to participation. They

contrastedthis withtheneed for warm,welcoming spaces that felt safeand inclusive. Crowding

was another concern, with making spaces overwhelming for those

withsensory sensitivities or anxiety.

Technology andCommunication: Reliable access to technology was seen as integral to both

safety and participation. Co-designers noted the need for venues to provide consistent internet

access and phone signal, critical for emergency communication and for staying connected with

hospitals, specialists, or other support networks. Additionally, internet access supported the

use of self-regulation apps, enabling parents and children to manage their needs during

sessions. Theystressedthatgroupfacilitators should avoid asking caregivers toswitch off their

phones.

2.ProgrammeDesignFlexibility

Co-designers advocated for more flexible arrangements to accommodate the unique

challenges facedby disabledfamilies.

FlexibleAttendancePolicies: they emphasised the need for programmes to accommodate the

unpredictable natureof disabledfamilies'lives. As oneco-designerexpressed:
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Another stressed:

These comments highlight how rigid attendance requirements can inadvertently exclude

disabled families whofaceadditional challenges in maintainingconsistent participation.

Although the [Name Removed] programme itself cannot provide physical activity sessions,

co-designers wanted to emphasise the broader barriers they faced in accessing such

opportunities. They reported that activities (e.g. fitness classes for new mothers) often failed to

accommodate their complex needs or adhered to This

scheduling inflexibility created additional obstacles to participation in health-promoting

activities, forcing families tochoose, for example, between attending medical appointments for

their childandaccessing physical activity supportfor caregivers.

Inclusive Registration Criteria: Co-designers identified how standard registration timelines

(e.g. number of weeks after birth) often failed to account for the extended hospital stays

common amongdisabledfamilies due to prematureorcomplexbirths. Oneco-designer noted:
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Such rigid criteria wereseen as a significant barrier to accessing support during the critical early

weeks of life,precisely when families might benefitmostfrom intervention.

Family-Centred Participation: Co-designers advocated for programmes to recognise diverse

caregiving arrangements, allowing for the involvement of multiple caregivers. As one

participant stated:

Such comments reflect how traditional

models of service delivery often fail to recognise the expanded caregiving networks that many

disabled families rely upon.

These findings resonatewith theliterature on institutional barriers to inclusion, highlighting how

procedural rigidity can reinforce exclusion even when services ostensibly aim to be universal.

They underscore the need for early years programmes to embrace flexibility not as an exception

butas a coreprinciple of servicedesign.

3.ContentInclusivity

Co-designers highlighted how the content of early years programmes often reflect normative

assumptions about child development and parenting practices that exclude or marginalise

disabled families. They identified multiple areas where potential programme content needed to
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be reconsidered to ensure inclusivity. These critiques reveal what Beckett and Callus (2023)

identify as ‘the tyranny of the ideal’ - the way non-disabled developmental standards are

imposedas universalnorms against which disabledchildren arejudged andfoundwanting.

Developmental Expectations and Milestones: Standard developmental assessments and

milestones were identified as sources of stress and feelings of inadequacy. Parents expressed

frustration with the concept of ‘normal’child development and how it made them feel when their

children followeddifferent trajectories:

Charts containing messages about what a child should be able to do by a certain age were

consistently rejected by parents. These experiences exemplify what Beckett and Callus (2023)

describe as the pressure of ‘chasing normal’ - where families are expected to pursue normative

developmental trajectories for their children despite the harm this can cause. As they note, this
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pursuit often forces disabled children into therapeutic regimes that prioritise conformity over

play, development over joy, and training over natural exploration. The standardised

developmentalmilestonesthat troubledmany co-designers reflect what Wolbring(2012) terms

'ability expectations' - unquestioned norms about what bodies and minds should do and when

theyshoulddo it.

Tailored Feeding and Nutrition Discussions: Traditional approaches to feeding topics were

identified as particularly exclusionary for families managing specialist feeding needs. One

participantsharedthat if theysaw ‘infantfeeding’asa topicfora groupdiscussion:

The discussions about infant feeding were particularly complex for many families, revealing the

need for more inclusive approaches that acknowledge diverse feeding methods without

judgment:
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Oneparticipant sharedtheemotional impact of alternativefeedingmethods:

Another offered a different perspective – an important reminder that disabled families are

diverse:

Inclusive Physical Activity Approaches: Co-designers critiqued mainstream exercise

programmes as unrealistic and sometimes inaccessible, as two observed:

They advocated for more flexible,

achievableapproaches that recognisedbothcaregiver andchildwellbeing:

Co-designers emphasised the valueof incorporatingmovement into everyday activities:

This reflects the need for physical activity guidance that

acknowledgesdiverse bodies,energylevels, andthecomplex realities of disabled family life.
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Emotional Impact and Mental Wellbeing: Families described complex emotions related to

parenting a disabled child or parenting as a disabled person, including guilt, inadequacy, and

isolation:

Co-designers highlighted the importance of mental health support, including counselling,

mindfulness, and cognitive behavioural therapy (CBT), while emphasising that regular self-care

shouldbe ‘compulsory.’

These findings highlight how professional discourse, even when well-intentioned, can reinforce

marginalisation and exclusion. They underscore the need for approaches that recognise the

diversity of family experiences and avoid assumptions based on normative expectations of

development andfamily life; andwhich include supportformental healthand wellbeing.

4.ProfessionalPracticeandEmpowerment
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Co-designers were in agreement that the practices of professionals in health and social care

were as much a part of the problem as the potential solution; and that peer support had a vital

role to play.

Parental Expertise and Self-Trust: Co-designers strongly emphasised the importance of

trustingtheir own judgment regardingtheir children:

Many expressed frustrations with the dismissal of their intimate knowledge about their

children's needs by professionals and others. Such comments reflect a central theme

throughout the workshops: the need for professional practices that validate rather than

undermine parental expertise, particularly for disabled families whose knowledge is frequently

questionedor dismissed.

Facilitator Training: Co-designers emphasised that facilitators of programmes designed to

support families should be trained to respect diverse family structures, avoid judgment, and

handle sensitivetopics with empathy. Oneparticipant stated:
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The importanceof continuous learningwas highlighted:

This of course aligns with findings from previous research, where families valued professionals

who demonstrated understanding of their specific needs and challenges (Peña and Payne,

2022).

Co-designers identifiedspecific qualitiesneeded in facilitators, including:

 Awareness of impairment-relatedissues andof disablingbarriers

 Signpostingskills

 Non-judgmental, strengths-basedapproach

Discussions regarding signposting were particularly illuminating. Co-designers described the

emotional and cognitive exhaustion resulting from being forced to navigate fragmented,

uncoordinated systems. They spoke of the burden of constantly advocating for themselves and

coordinating care across multiple disconnected services and the need to explain their family

situation,over andover again:
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These experiences underscore the importance of ensuring that facilitators are

not only empathetic, but well-informed and well-connected with local services. Co-designers

called for facilitators who understand the disabling barriers families face and who can offer

more than emotional support -they also needbe able toguide families through a complex,often

inaccessible supportlandscape.

Facilitators thus need more than training in interpersonal skills (vital as those are), they require

access to up-to-date knowledge and local networks,alongside the time and mandate tosupport

families beyond the boundaries of a single session. Ideally, therefore, the programme itself

would function as more than a standalone intervention. It would act as a directing hub: a trusted,

inclusive environment where families can not only explore parenting, wellbeing and child

development, but also receive meaningful signposting. In this way, might play

a vital rolein reducing the hidden labour sooften carriedby disabled families.
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Belonging, Peer Support, and InclusiveGroup Dynamics: Co-designers emphasised the value

of connecting with others with shared experiences. Peer networks - particularly those involving

other disabled families or those navigating comparable challenges - offered vital emotional

support, practical knowledge, and a sense of being understood without explanation. These

relationships helpedcounter the isolation many families experienced and often providedmore

relevant insights than professional advice.

Yet they wereclear:while theseshared-experience spaces weremeaningful, theydidnot wantto

beseparatedfrom broader parenting/caregivercommunities. Many described feeling excluded

or othered in mainstream (‘universal’) groups, where discomfort or misunderstanding disrupted

thepossibility of genuine connection. As one co-designer expressedit:

These were experiences that families found sad and frustrating. Several co-designers reflected

on their desire to form friendships with parents they might later encounter ' ',

hoping those early relationships could lay the foundation for a more inclusive, welcoming

community as theirchildren grew.

Rather than a binary between 'mainstream' and 'specialist' support, co-designers expressed a

longing for both: inclusive spaces where all families were welcome and where disability was

neither invisible nor spotlighted, alongside opportunities for solidarity and shared strategies
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with others who shared their experiences. The call was not for separation, but for peer support

, and they hoped that would find ways to allow this to flourish.

This insight highlights the vital role of facilitators in shaping the social dynamics of a support

group -- how they need to be aware of the subtle forms of exclusion that disabled families may

experience in mixed groups, even when no harm is intended; and how their role needs to include

actively fostering a culture of empathy, and mutual respect - ensuring that all families feel

recognised, not pitied or judged. For the co-designers this meant challenging discomfort or

awkwardness where it arises, and gently modelling inclusive attitudes and language. By

creating conditions for positive interactions and shared understanding, facilitators might help

build the kinds of relationships that co-designers hoped for: connections that might extend

beyond the sessions, carry through to the school gate, and support longer-term inclusion in

community life.

Empowering Approaches: Co-designers advocated for approaches that positioned them as

experts in their own lives and their children's needs. They expressed a preference for support

that empowered them to care for their children themselves, rather than having tasks performed

for them. As Thomas (1997, p.639) articulated, families wanted to be positioned as 'caregivers'

rather than 'cared for'. This meant recognising their strengths and capabilities, providing

appropriate assistance rather than taking over, and involving them meaningfully in

decision-making about their support. These moments reflect what Goodley and Runswick-Cole

(2012b) term 'possability' - recognising not just what is possible within existing frameworks, but

the expansive, affirmative potential that emerges when we centre disabled families' unique

ways of beingin theworld.
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They identified crucial topics/issues specific to the first six months post-birth, which they felt

needed to be discussed within ‘universal’ support groups such as . They

explained that to possess knowledge and ‘know-how’ was empowering (increased confidence

and self-efficacy) They were advocating for inclusion of discussion topics that wouldbe helpful

to families and fordisabledfamilies,as follows:

1. MedicalKnowledgeandEmergencyPreparedness

o Information about sepsis awareness and chest infections

o Training on usingmedicalequipment(monitors,thermometers)

o Baby first aid training

o Emergency responseeducation

2. FeedingSupport

o Non-judgmentalguidance on allfeedingmethods

o Recognition of sensory issues andfood restrictions

3. SleepGuidance

o Educationon sleep alarms andapnoea monitors

o Realistic approaches tosleepchallenges(when babydoes not sleep)

o Support for parentsleepdeprivation

4. ParentWellbeing

o Mental healthsupport forcaregivers

o Stress managementtechniques

o Self-carestrategiesand emphasis on making timeforself-care

o Support for emotional challenges (guilt, feelings of inadequacy)
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5. PracticalSupport

o Information about equipmentsharingnetworks

o Guidance on navigatingbenefits andfunding

o Support with physicalaccessibility challenges

o Resources formanagingappointments andcoordinating care

Discussion:RethinkingInclusioninEarlyYearsSupport

The co-design process revealed how disabled families' expertise fundamentally challenges

normative assumptions about parenting, child development, and the format and content of

much existing support provision. Unlike conventional consultation exercises, these workshops

functioned as transformative spaces where families articulated not only individual needs, but

alsosystemiccritique and alternative visions.

Findings underscore the extent to which early years services continue to reflect structural

exclusions rather than participatory, needs-led models of provision. Co-designers' accounts

illustrate how professional interventions often reinforce parental disempowerment rather than

facilitating meaningful support, echoing Thomas's (1997) findings on undermined parental

autonomy and Franklin et al.'s (2022) documentation of heightened scrutiny. Persistence of

these dynamics over decades reveals the deeply embedded nature of institutional(ised)

ableismwithin early years services.
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The tensions between professional authority and experiential knowledge reflect broader

sociological debates about how power and knowledge intertwine within institutional settings

(Foucault, 1980). Standardised developmental milestones function as mechanisms of social

control, resonating with analyses of how normalising discourses shape and regulate human

development - 'making up people' (Hacking,2007). Workshops with families created something

akin to heterotopic spaces - where real experiments in thinking and being differently could take

place (Beckett&Callus, 2023). These spaces operated to make existing orders legible - by

documenting families' experiences of surveillance, disempowerment, and professional

knowledge gaps. They unsettled received knowledge about early years support and created

possibilities for families to articulate expertise that challenged institutional assumptions about

disability andparenting.

FromIndividualAccommodationtoStructuralReimagining

A striking feature of the workshops was how co-designers moved between personal stories and

structural analysis. The workshops were alive with 'sociological imagination' (Mills, 1959). One

co-designer powerfully asserted:

' This statement encapsulates the social model of disability's core

insight: that meaningful inclusion requires dismantling systemic barriers rather than requiring

disabled families toadapttoexclusionary norms.

Rather than seeking minor adjustments to existing systems, co-designers advocated for

fundamental reorientations in how early years services conceptualise and respondto disability -
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moving from deficit-based approaches toward recognition of diverse developmental pathways

and parentingpractices.

JoyasResistance,ConnectionasAchievement

Perhaps most radically, co-designers challenged the pervasive tragedy narrative surrounding

disabled families, by foregrounding experiences of joy, pleasure, and connection. One mother

described,with amusement,how her disabledchildhad always lovedhavinga bath:

Others described their children as loving bouncing, blowing bubbles,

. These celebrations of their children's ways of being in the world, however 'different'

those might be from the socially constructed 'ideal', represent what we suggest are 'lines of

flight' (DeleuzeandGuattari,2004) -creativedepartures from normative expectations,that open

new possibilities for being and relating. By centring these moments, our co-designers were

resisting what Johnson (2023) describes as 'foreclosed imagined futures' - the assumption that

disabled children's lives will be characterised by limitation rather than possibility, sadness

rather than joy.

This emphasis on joy performs critical conceptual work, challenging the remedial, corrective

orientation of many early years interventions. Rather than positioning disabled children

primarily as subjects requiring therapeutic intervention, the co-designers highlighted how

affirmative, child-led approaches better support development and family wellbeing. These



40

insights align with Goodley and Runswick-Cole's (2011) critique of developmentalism - the rigid

application of normative developmental frameworks that fail to recognise diverse paths to

flourishing.

MethodologicalandPractical Implications

The co-design methodology itself functioned as a challenge to 'neoliberal-ableism' by

repositioning disabled families from service users to knowledge producers, disrupting

conventional hierarchies about expertise in service design. This approach demonstrates how

participation, when substantively realised, becomes more than procedural inclusion - it

becomes thepower toshape environments andpractices (Ruškus,2023).

The workshops thus modelled the very principles co-designers identified as essential for

inclusiveearly years support: flexible engagement, recognition of diverseforms of knowing, and

the creation of affirming spaces where disabled families could articulate expertise without

having to constantly justify themselves. This alignment between research method and

substantive findings strengthens the credibility of the co-design process and offers

methodological insightsfor futureparticipatory work.

These insights translate into concrete design principles that embody our theoretical

commitments to the social and human rights models of disability. Physical environments must

accommodate diverse access needs and sensory considerations, recognising that disabling

barriers stem from poor design rather than individual impairments. Programme structures

require flexibility in attendance and participation models, challenging the rigid institutional

practices that exclude disabled families. Content approaches must move beyond standardised
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developmental milestones toward celebration of diverse pathways, directly confronting what

Beckett andCallus (2023) termthe'tyranny of the ideal'. Facilitatortrainingmustcentredisabled

families' expertise, validating experiential knowledge as legitimate and valuable. Finally, peer

support networks emerged as vital spaces for both solidarity amongst disabled families and

broader community inclusion, embodying the rhizomatic, creative approaches that disabled

families already employ (Goodley,2007).

Conclusion

This research demonstrates that meaningful inclusion in early years community-based health

and social care provision requires fundamental transformation rather than surface

accommodation. Co-designers revealed how institutional ableism operates through seemingly

neutral practices: standardised developmental assessments that pathologise difference, rigid

attendance policies that exclude families facing complex health challenges, and professional

practices that undermine rather than validate parental expertise. These barriers persist due to

systemic arrangements that privilege normative parenting practices and developmental

trajectories whilst marginalising others.

By repositioning disabled families from subjects of intervention to agents of knowledge, this

co-design methodology challenges established hierarchies about who defines appropriate

family support. Families articulated not only individual needs but systemic critique, moving

beyond requests for accommodation toward demands for reconceptualising disability,

parenting, and child development itself. Their vision - flexible participation models,

strengths-based content celebrating diverse child developmental pathways, professional
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training that validates experiential knowledge - offers concrete pathways toward more

equitableprovision.

The implications extend far beyond the design of the [Name of Programme], to broader early

years services for families. This research reveals how participatory approaches can function as

sites of resistance to 'neoliberal-ableism' - where families face simultaneous exclusion from

support and heightened expectations to compensate through extraordinary individual effort.

When disabled families are genuinely centred as knowledge producers, they challenge

normative assumptions and articulate alternative possibilities for human flourishing. Their

insights,wesuggest,area challengetopolicy makers,service commissioners,andpractitioners

tofundamentally reconsiderhowsupport systems conceptualiseand respondtodifference.

'Nothing About Us Without Us' remains largely aspirational across health and social care. This

study demonstrates one pathway toward a more participatory reality, whilst recognising the

institutional resistance that such transformation must overcome. For our co-designers and us,

the direction needing to be taken is clear: we need to stop retrofitting exclusionary systems with

surface accommodations and embrace the radical reimagining that disabled families

themselves propose.
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