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Abstract

Background: Early Positive Approaches to Support (E-PAtS) is a co-produced and

co-facilitated group programme that aims to provide early years support to family

caregivers of children with Intellectual and Developmental Disabilities.

Method: Thirty-five caregivers who had attended E-PAtS groups took part in

individual interviews or focus groups. Caregiver experiences concerning attendance

of E-PAtS were explored, in relation to process variables and perceived outcomes.

Interviews were thematically analysed.

Results: Three major themes were identified: our group, evolving emotions, and posi-

tive approaches. Being with and being supported by other families was very important

to caregivers. Families reported increased confidence and greater realisation of the

need for self-care. Children were reported to show fewer behaviours that challenge

and increases in adaptive skills. Findings corresponded to mechanisms and outcomes

in the E-PAtS logic model.

Conclusion: E-PAtS shows promise as one way families and children with Intellectual

and Developmental Disabilities can access early years support.
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1 | INTRODUCTION

Family caregivers provide rich accounts of positive gains associated

with raising a child with Intellectual and Developmental Disabilities

but are also known to be at high risk of stress and emotional difficul-

ties (Hastings, 2016), even when their child is under 5-year-old

(Totsika et al., 2011). Many caregivers feel ill-equipped to support the

developmental needs of children with intellectual disability through

typical parenting approaches alone and without additional support

(Douglas et al., 2017; Plant & Sanders, 2007; Willingham-Storr, 2014).

Early concerns for caregivers commonly relate to communication

needs (Carr & O'Reilly, 2016; Chadwick et al., 2019) and supporting

their child to sleep (affecting the wellbeing and functioning of both

child and caregiver: Priday et al., 2017; Kirkpatrick et al., 2019).
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Behaviour problems of children with intellectual and developmental

disability also affect parent and family systems and can in turn be

affected by family context and parenting practices and relationships

(e.g., Totsika et al., 2020).

The dynamic interplay between systems of support, caregiver

and child emotions and behaviour can be understood with refer-

ence to The Developmental Systems Model (DSM) (Guralnick,

2001, 2005a), which provides a framework to guide early inter-

vention for children with and without Intellectual and Develop-

mental Disabilities (Guralnick, 2005b, 2017). Within the DSM, and

consistent with thinking that underpins Family Systems Theory

(Trivette et al., 2010), interactions between family members, both

those concerning parents and those concerning parents and

children, are considered the central processes that determine

developmental outcomes for children, and wellbeing for children

and families. The nature and quality of interactions between

family members is further influenced by both family level

characteristics (e.g., caregiver stress) and characteristics of the

child (e.g., needs of a child) paralleling broader literature concerning

coercive caregiver-child interactions (Eddy et al., 2001) and

corresponding applications within the field (e.g., Ho et al., 2021;

Totsika et al., 2014).

Given the particular range and cumulative nature of risks and

challenges facing both children with Intellectual and Developmental

Disabilities and their caregivers, provision of proactive supports at a

family-systems level appears critical and is increasingly advocated for

(e.g., Local Government Association & NHS England, 2014). The needs

of this group of families remain marginalised, with access to specialist

services a challenge (Sapiets et al., 2021). Families of children with

Intellectual and Developmental Disabilities are often left “battling”
against the system (Griffith & Hastings, 2014).

There is evidently a gap, therefore, in support that takes a

systems-approach, bespoke to families of children with Intellec-

tual and Developmental Disabilities, in the pre-school period; the

access to which is not contingent on the prior development of

behaviour problems or a particular diagnosis. The Early-Positive

Approaches to Support (E-PAtS) group programme has been

purposefully designed in this context through a co-production

model (led by Gore and Bradshaw) to provide a first offer for

services to meet the specific and broader needs of families raising

a child with Intellectual and Developmental Disabilities aged

0–5 years. E-PAtS is a fully manualised, non-commercial

programme, underpinned by the DSM (Guralnick, 2001, 2005a) in

combination with other positive psychological approaches (see

below) that is routinely co-facilitated by a trained family caregiver

and practitioner, building on prior research attesting to the

strengths of partnership working in group delivery (e.g., Dodds &

Singer, 2017; Gore & Umizawa, 2011).

E-PAtS comprises eight, 2.5 h sessions (Table 1) delivered to

groups (generally 4–8 families, with provision for two adult care-

givers per family to attend). All sessions include a blend of practical

exercises, group discussions and information giving. Facilitators

share responsibility for delivering programme content and

supporting group members, drawing on both lived and professional

experience. Sessions aim to support access to appropriate services

and proactively address areas of developmental and behavioural

difficulty for children (sleep, communication, adaptive behaviour

and behaviours that challenge) through evidence-based practices

(e.g., Gore et al., 2014; Ho et al., 2021; Priday et al., 2017). Criti-

cally, E-PAtS is also designed to bolster emotional resilience for

families in accordance with third-wave psychological therapy

models and an empowering approach (Prevedini et al., 2020). The

E-PAtS logic model is presented in Figure 1. This summarises

the contextual considerations, theoretical assumptions, aims and

mechanisms of the programme, linked to predicted outcomes and

six (design) principles that specify conceptual, practical, and values-

based inputs to the programme.

The current study concerned an initial evaluation of E-PAtS

groups delivered in the United Kingdom. As a first study, a qualitative

approach was taken to allow a detailed investigation of caregivers'

TABLE 1 Description of E-PAtS sessions

Session Topic Example content

Session One Working together (group

formation and access

to support services)

Establishing a safe space;

Sharing information on

locally available services;

developing assertiveness

skills

Session Two Looking after you and

your family (focussed

support for caregiver

wellbeing)

Sharing and normalising

difficult emotional

experiences; identifying

and planning for values-

based, wellbeing

strategies

Session Three Supporting sleep (sleep

for children)

Understanding sleep

stages; developing

bedtime routines;

supporting better sleep

for children

Session Four Interaction and

communication

(communication for

children)

Exploring a communication

partnership model;

identifying how children

communicate key needs

Session Five Supporting active

development

(development of

adaptive skills)

Maximising engagement in

everyday activities; task

analysis, prompting and

positive reinforcement

Session Six Supporting challenges 1

(supporting behaviours

that challenge)

A functional model of

behaviours that

challenge; choice

making, predicating the

world and sensory needs

Session Seven Supporting challenges 2

(supporting behaviours

that challenge)

Using knowledge of the

arousal curve to guide

support; developing

proactive interventions

Session Eight Bringing it altogether

(final integrative

session)

Planning for the future;

celebrating successes

and achievements
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views, and to support further development of the programme. The

study had the following main aims: 1. To explore family caregivers'

overall experiences of attending an E-PAtS group and associated out-

comes for themselves and their family; and 2. To investigate

processes and mechanisms that operated in E-PAtS groups from the

accounts of family caregivers.

2 | METHOD

2.1 | Ethics statement

Ethical approval for this study was gained from the Tizard Centre Ethics

Committee. Families were provided with information sheets and given

opportunities to ask questions before consenting to take part.

2.2 | Intervention

Interventions (hosted by a charitable support organisation) were deliv-

ered at two sites (site one in Northern Ireland and site two in the

north of England), by trained E-PAtS facilitators (caregivers and practi-

tioner dyads), utilising E-PAtS manuals and materials. Whilst host

organisations also provided other interventions, E-PAtS was offered

to families in the context of a first or early line of support. Facilitators

were trained to deliver E-PAtS by the first two authors using a manu-

alised 5-day programme and supervised by programme developers to

ensure integrity of programme delivery. A total of 46 caregivers from

37 families were recruited across five E-PAtS groups in Northern

Ireland and 17 caregivers from 16 families across two E-PAtS groups

in England with all families offered free child-care support. Retention

was high. Only four caregivers from three families who started the

course dropped out in Northern Ireland, largely due to child illness or

new/competing work commitments. Three caregivers dropped out in

England (one of whom did not attend the first session).

2.3 | Participants

All families recruited to programmes were invited to interview, with

35 caregivers consenting to take part (Northern Ireland, n = 25;

England n = 10). The majority were female (96% in Northern Ireland

and 80% in England), White British or White Irish (96% in Northern

Ireland and 90% in England) and birth parents or grandparents

(94% overall) (with one foster parent and one adult sibling also

taking part). Mean age of participants was similar across sites (Northern

Ireland 36.9 years, range 26–44 years: England, 38.8 years, range

26–50 years).

The focal child for whom participants were attending E-PAtS,

based on available data, was most commonly male in both Northern

Ireland (72%) and England (70%) and with similar mean ages (England

40 months, range 26–50 months; Northern Ireland 37 months, range

2–42 months). Children had a variety of learning, physical and

communication needs and diagnoses which most commonly included

Global Developmental Delay (32% in Northern Ireland and 60% in

England), Down Syndrome (32% in Northern Ireland and 40% in

England), Autism (20% in Northern Ireland and 30% in England) or

another genetic condition (16% in Northern Ireland and 10% in

England). A small proportion of children had no formal diagnosis (16%

in Northern Ireland and 10% in England). Key characteristics of partici-

pants largely reflected available demographics of the wider pool of

families attending E-PAtS at both sites with regards gender and eth-

nicity of caregivers and age and gender of their children (see Table 2).

All participants completed the E-PAtS programme, attending at least

six out of eight sessions.

2.4 | Interviews

Participants took part in 45–60 min focus groups (Northern Ireland

n = 19 across four groups; England n = 6, in one group) or individual

interviews (Northern Ireland n = 6; England n = 4) as best suited their

preferences within two-months of completing E-PAtS. A semi-

structured format was used to explore experiences of the group and

experiences following attendance.

Interviews were conducted by the second author who had

supported development of the programme and trained group facilita-

tors in one site, but had no prior contact with group members or

participants.

2.5 | Analysis

A thematic analysis was conducted based on the six steps described

by Braun and Clarke (2006). This was considered appropriate given

the relatively early stage of intervention development and supported

exploration of detailed personal accounts. Combining individual and

focus group data can enhance the trustworthiness of findings

(Lambert & Loiselle, 2008). Given roles in programme development

and facilitator training, we recognised the potential for interviewer

bias and adopted a collaborative approach to analysis. The first two

authors independently scrutinised transcripts and applied initial codes,

with emerging themes derived by consensus following multiple rounds

of analysis and reflective discussions to support reflexivity. Team-

based approaches to qualitative analysis have received increased

attention during recent years (e.g., Cascio et al., 2019) and build upon

the concept of ‘Dependability’ (i.e., consistency of judgement), con-

sidered a critical component of thematic analysis by Boyatzis (1998).

3 | RESULTS

3.1 | Overview

Three major themes were identified (‘Our Group’; ‘Evolving Emotions’,
and ‘Positive Approaches’), each with further sub-themes that captured
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the social and emotional experiences, learning and outcomes reported

by participants. Quotations are referenced by location (L1 for Northern

Ireland or L2 for England), by number where an individual interview

(e.g., PC1) and with the code ‘FG’ where from a focus group, and the

number of the FG where there was more than one (e.g., FG1).

3.2 | Our group

The first theme concerned experiences of being in a group with other

family carers. Social dynamics, a safe group and processes of engage-

ment and co-creation were reported as a foundation for learning and

emotional support.

3.3 | Feeling normal

The value of spending time with other family carers was emphasised, with

reference to how infrequent opportunities to do this had been in the past.

You never get a chance to meet with other parents

and the fact that you are actually in a room with other

parents for that length of time was good, erm and

bringing together (PC8 L1)

Being with other carers of children with Intellectual and Develop-

mental Disabilities in particular was seen as critical. Participants

reported a sense of belonging and feeling normal; that this was a

group for them:

That's what I like about the whole thing, as everyone

was in the same position (FG L2)

I found the camaraderie in the sense of, you belonged,

you know, your group, and everybody (FG2 L1)

It makes you feel normal (FG3 L1)

3.4 | Saying the unsayable

Sharing experiences helped participants feel secure and express them-

selves openly. Participants described being able to say how they really

felt during sessions and reflected on the importance of talking to peo-

ple with lived experience who ‘just get it,’ without worrying about

their reactions:

I can't say these things to my mum or my friends

because they would be worried about me (PC1 L2)

People understand you, you don't have to explain

yourself. It is nice to come to and be with a group of

people who get you (FG1 L1)

3.5 | Experts by experience

The strengths of co-facilitation were highlighted throughout inter-

views. Family-carer facilitators were viewed as having high expertise

and unique insights regarding what works in practice, with sessions

consequently seen as relevant and genuine:

Legitimacy and authenticity, if you haven't lived it, you

don't have a clue. Having someone that is in the tre-

nches, you pay more attention to someone who has

been through it. (FG4 L1)

In a similar way, peer-to-peer discussion was seen as the main

means through which information was accessed and new knowledge

generated. Participants spoke about being motivated and empowered

by both giving and receiving information grounded in lived experience,

to co-create support strategies:

You can always give that wee bit of advice to some-

one, maybe it's turned a lightbulb on. Where no matter

what condition your child has or developmental or any

of that, everybody was able to take that wee bit of

advice from each other, or give. (FG1 L1)

3.6 | Evolving emotions

The second major theme centralised on emotional experiences, con-

cerning how caregivers gained confidence, established supports they

needed, and prioritised personal wellbeing within the context of rais-

ing a child with additional needs.

TABLE 2 Participant characteristics and demographics of families taking part in E-PAtS groups at each site

Northern Ireland

intervention (n = 46)

Northern Ireland

evaluation (n = 25)

England intervention

(n = 17)

England evaluation

(n = 10)

Female carers (%) 97 96 76 80

White British or White Irish carers (%) 97 96 80 90

Child average age (months) 34 37 40 39

Male children (%) 62 72 62 70
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3.7 | Doing a good job

Participants described how their self-perceptions of caregiving exper-

tise evolved throughout sessions. Being able to speak openly in a sup-

portive group, and share experiences without judgement seemed to

confirm to participants they were doing the right things and to feel

confident about their parenting abilities:

It was more for me that, because you beat yourself up

so much with having a child with an additional needs

thinking, can I do more can I, is there anything I am

doing wrong? So, just going to it really give me that con-

fidence that I am not doing anything wrong. (FG2 L1)

It's helped me understand that I'm actually a good

mum. It's given me that confidence you know? When

you used to think, oh my god, you are in melt down,

thinking I'm doing an awful job and I have then days

when I think I wish I could help them more, I wish I

could do more for my children. But this has helped me

get that, that confidence. I am really doing a good job.

(PC3 L2)

3.8 | Building support

For many, E-PAtS had helped increase appreciation and acceptance of

the need to access support for their family. In the context of a sup-

portive peer group, seeking support was seen as both OK and

necessary:

I am like [child]’s main sort of carer, but sort of just

gave me that perspective to sort of just stand back and

go right hang on a minute, maybe I don't need to do so

much, maybe I need to go and speak to people that

help (FG4 L1)

Participants reported having gained practical knowledge about

local services and how best to access these. A need to be assertive

was emphasised, with group membership bolstering this attitude. Par-

ticipants expressed confidence in raising issues and persisting in the

face of set-backs:

There is other parents in the same position and they

have opened their mouths and you learn. You learn if

you don't fight, you don't get really, and it actually is

the way it is in the community. (PC1 L1)

Probably give me more confidence to speak up for him

you know and to go you know this isn't right, he should

be getting this, he should be getting that you know

(PC1 L1)

3.9 | Caring for myself to care for others

Participants reported having not prioritised their wellbeing in the past

but recognising, increasingly, the need to look after themselves having

attended E-PAtS. Participants described how session activities and

discussions helped them realise how little they did for themselves,

explore beliefs that underpinned this, and come to see self-care as a

further essential act.

What the session taught me is two things, one is I have

to look after myself, coz who is going to look after

[name of child], it isn't about just me soldiering on I

actually have to look after myself coz I have got some-

body else to look after as well and for your own mental

wellbeing you've got to (PC2 L2)

Participants recognised the need to make changes to support

their own wellbeing amidst the challenges and complexities of

their life and caregiving demands. For some this process had just

begun:

I feel like I've got no help, no support with my children

at all. It's just me and my children at all times…I think I

need some kind of stress release, something to make

me feel good about myself…I am just trying to find a

way. (PC1 L2)

Participants also frequently described ways they had started

to carve out small opportunities to rest, socialise and relax

in ways that connected to their needs, interests and

circumstances.

Just wanting a bit of me time, and I felt that was bril-

liant… even just painting my toe nails or just having a

half hour nap and chilling time, and I wouldn't have

even thought if doing that if I hadn't have been on that

course (FG1 L1)

So I went for a night out with my niece and the whole

night I didn't think about you know going back, and

you know, waking up early with kids, you know about

owt like that. I just thought, I am having a really good

time (FG L2)

Both a stance towards self-care and finding practical ways to

commit to opportunities to support oneself in daily life was associ-

ated with positive outcomes for participant's wellbeing and sense

of self:

Not just [name of child's] mum or the person with the

kid who constantly cries so I felt like me. It were really

good (FG L2)
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3.10 | Positive approaches

The final major theme concerned understanding, knowledge and strat-

egies participants gained through attendance of E-PAtS and utilised in

family life to support positive developments and outcomes.

3.11 | Opening another window

Multiple examples of new knowledge related to evidence-based

approaches were reported, building on caregiver's prior skills and

expertise and connecting to areas of concern. Participants described

how attending E-PAtS had helped them better understand their child's

needs, abilities and reasons for behaviour:

I learnt about when they are chatting gibberish that

they are trying to communicate something (FG4 L1)

I like the functions, I swear by them now so I do and

being the detective…it just opens another window for

you, you know, something you never knew about, like

why is he behaving like this, and if you can't remember

then you just go back to page of the functions

(FG3 L1)

Steps to share knowledge gained with family members were com-

monly described by participants, helping others to understand more

about their child and fostering better relations and systems of

support:

I have spoken to my husband about this and all the

course and everything I have learnt so yes. I go home

and do that every day so that he has that information

as well (PC3 L2)

I showed my mum and dad because they have an awful

hard time so they are…They still think it's down to

behaviour and I am like no it isn't, there is the answers

to you. You don't look at them, and this is why he is

behaving like this and they understand more now

(FG1 L1)

Participants appeared enthusiastic when describing ways they

had used knowledge and insights to support their child, with detailed

examples of proactive strategies across developmental and behav-

ioural domains outlined.

I have learnt now you know, give him a see-through

cup with milk and water in it you know? I am going ‘do
you want milk or do you want water?’ And [name of

child] actually going and choosing what he wants,

whereas before he didn't have a choice, I'd just given

him it… I have been able to communicate a lot better

with him by choices (PC1 L1)

Descriptions were both attuned to the complexities of family life

and recognised interplay between caregiver's own behaviour and that

of their child. Personal agency and the need to safeguard and support

personal emotions was emphasised:

I have got four children, in the morning you are busy,

so just up and you get the kids ready yourself. I just

put the breakfast in his mouth but now, where now, I

actually decide to say ‘let's put one sock on and you

do the other sock.’ So I have started doing that so

that's really helpful. Even feeding him, I will load the

spoon but get him to put it in his mouth. I tried to calm

down, break things in small pieces, small bits so that he

can understand more. So yes the kids noticed, he's

noticed, definitely (PC3 L2)

The challenging behaviour definitively. Its, I have had to

change the way I was dealing with it… that's where. I was

so close to the kids going ‘right come on’ and I was getting

myself soworkedup and thenhewas gettingmoreworked.

After the course I was like you know what, take a deep

breath, calm, speak to him in a low voice, get down on his

level. And I see the tantrums, they have lessened (FG1 L1)

3.12 | Over the moon

Utilising new strategies and safeguarding personal wellbeing during

family interactions was associated with a variety of positive outcomes

for caregivers and their children. Participants spoke of joy in witnessing

small steps their children had been able to take and reductions in CB:

She can now do it completely on her own…that's bril-

liant, absolutely brilliant to see her, you know, picking

up a cup and drinking and putting it down (PC1 L2)

He has hardly any meltdowns now, it's like communi-

cating more with him (FG3 L1)

Participants reported satisfaction, pride and esteem for both their

child and self at the surprise of what had been achieved:

You can see he's enjoying it. You know he's enjoying the

fact that he can, he can make his own choices now. He's

looking at me going are you serious? I get to choose here

you know? He is actually really loving it. (PC4 L1)

The reaching. He taking the actual spoon and if I hold

his hand he would never have done this. And put

GORE ET AL. 895
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yogurt, he putting it up to his mouth, so it the first time

I swear, I am like over the moon (FG2 L1)

4 | DISCUSSION

This evaluation explored experiences and outcomes for caregivers

who attended E-PAtS programmes together with processes and

mechanisms that operated in groups. As a first study, there were some

limitations. Whilst relatively large and with representative demo-

graphics with regards families who accessed E-PAtS within the chari-

table organisations, the sample was a subset of those who attended

programmes (with possible recruitment bias therefore), we did not

gather data on other programmes accessed, and a purely qualitative

method was used. Furthermore, the current data did not permit us to

explore how particular dimensions of family context and socio-

economic situation related to engagement and experience of E-PAtS.

The approach taken was considered acceptable given the early stage

of intervention development but meant data were self-reported, with

potential for bias with regards recall and social desirability (see for

example, Smith, 2015) and several questions remain with regards fea-

sibility and utility of E-PAtS (discussed below). It was, however, nota-

ble that the vast majority of families overall completed the E-PAtS

programme and so positive accounts from those interviewed may not

be unrepresentative of those families who accessed E-PAtS via these

charitable organisations. Dropout rates in parenting programmes are

often much higher, with up to 50% of parents typically not completing

the full intervention (Rostad et al., 2018).

Consistent with the DSM (Guralnick, 2001, 2005a) and the

reciprocal nature of parent–child transactions (e.g., Lucyshyn

et al., 2015), the E-PAtS logic model identifies a number of positive

outcomes over time. Primary outcome areas referenced for family

caregivers were apparent across themes with some suggestion of

temporal developments and sequences as depicted by the model. It

should be noted that interviews were conducted within 2 months

following attendance meaning longer term outcomes were not

wholly appraised. Firstly, families reported increased confidence

both in terms of caregiving and assertiveness to seek and secure

service supports. Given difficulties families of children with Intellec-

tual and Developmental Disabilities face accessing services (Galpin

et al., 2018; James, 2012) and that increased confidence or per-

ceived competence has often been taken as a key outcome in par-

enting interventions, this was an important finding (George

et al., 2014).

Participants also described gaining greater realisation of the need

for self-care and a commitment towards this as part of E-PAtS ses-

sions, reflecting concepts of resilience building (Gavidia-Payne

et al., 2015). This included reports from participants who, following

sessions, had found small but meaningful new ways to support per-

sonal wellbeing, with resulting positive changes to mood and self-per-

ception. Again, these findings connect with outcomes reported by

programmes including, or focused solely on, emotional functioning for

parents (Borek et al., 2018; Dykens et al., 2014; Singer et al., 2007)

and in the context of high rates of emotional difficulties amongst par-

ents of young children with Intellectual and Developmental Disabil-

ities, are a priority outcome within E-PAtS.

Whilst the reports of participants typically surrounded positive expe-

riences and outcomes, the evaluation also prompted an opportunity to

improve the utility of programme mechanisms. Here, it was notable that

though many carers had been able to establish further ways to support

their own wellbeing (be it carving out time for themselves or a particular

activity with others), some, though motivated, had not yet found a con-

crete way to do this. One programme addition prompted by this finding

therefore, regards the inclusion of additional coping strategies for care-

givers to utilise in the immediate term, in addition to supporting develop-

ment of longer-term strategies that support resilience.

Positive outcomes for children are hypothesised to emerge during

the medium term following attendance of E-PAtS. Whilst E-PAtS does

not set ‘homework’ tasks, a variety of positive outcomes were

reported for children, even at 2 months, that included reductions in

dimensions of behaviours that challenge, and increases in adaptive

skills. Parenting programmes focussed particularly on specific dimen-

sions of child behaviour have reported similar outcomes (e.g., Priday

et al., 2017; Tellegen & Sanders, 2013), but in the current case, fami-

lies attended a group for a variety of reasons, at a relatively early

stage and engaged with curriculum that covered multiple domains.

Supporting change across this breadth of areas, with time dedicated

to specific areas being relatively brief was, therefore, encouraging.

Furthermore, the joy, hope and increased confidence this entailed for

families was very apparent, indicating both social validity and the lon-

ger term additional wellbeing outcomes for carers hypothesised in the

logic model.

E-PAtS programme principles, mechanisms and processes as

depicted in the logic model, were also evidenced across interviews,

often operating in dynamic ways that connected to caregiver out-

comes. Whilst several connections were suggested, some key find-

ings were notable. In particular, theme one highlighted how a sense

of belonging, non-judgement and shared experience appeared criti-

cal to helping establish a socially and emotionally supportive group

context.

Both peer-to-peer discussions and the sensitivity and insight of

facilitators with lived experience was central to supporting positive

working relationships, and fostering key dimensions of partnership

working. These interpersonal variables are known to be valued by

caregivers (Brotherson et al., 2010; Dunst et al., 1994) and to medi-

ate interactions between service provision, family quality of life

(Summers et al., 2007) and caregiver stress (Dempsey et al., 2009).

Participants felt able to speak openly and discuss intimate areas of

concern. These experiences resonated with reports from families

who have accessed other specialist programmes and systems of

peer-support (e.g., Borek et al., 2018; Dew et al., 2019; Dodds &

Singer, 2017; Gore & Umizawa, 2011; Shilling et al., 2013) and were

referenced in relation to engagement, learning and emotional sup-

port throughout sessions.

E-PAtS is underpinned by a family systems approach (Guralnick,

2001, 2005a; Trivette et al., 2010) and participants also provided clear
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illustrations of ways they had shared information with other family

members (at a couple-subsystem level) and come to better recognise

and appreciate the interplay between their own emotions and behav-

iour and that of their child (a parent–child-subsystem level). These

reports detailed bespoke solutions developed within the ecologies of

family life that connected to processes described in caregiver stress

interventions (Neece, 2014; Reid et al., 2015) and broader family qual-

ity of life outcomes (Summers et al., 2005, 2007).

The positive findings and limitations of this study, suggest the need

for future research, particularly with regard longer-term follow up of fami-

lies who have attended groups and careful exploration of implementation

issues through methods of process evaluation (see Moore et al., 2015).

The experiences of caregivers, as captured in this study, have prompted

exploration of quantitative outcomes and feasibility testing to inform an

effectiveness trial of E-PAtS (see Coulman et al., 2020; Coulman

et al., 2021). It will also be important to explore processes associated with

E-PAtS delivery further, through detailed investigation of group dynamics

and programme mechanisms and to explore the experiences of facilitators

themselves. Here, it may be possible to identify aspects of E-PAtS that

can inform the development of other programmes and interventions in

different contexts. A critical issue concerns the potential for E-PAtS to

support families who are living in poverty.

Findings from this study also have implications for practice, with

E-PAtS offering good potential for future service-delivery to support

families raising a child with Intellectual and Developmental Disabilities

within the contexts explored in the current study. E-PAtS is intended

to be low cost and deliverable across community, health, education

and social care settings following relatively brief training to families

supporting children with a broad range of additional developmental

needs (though economic evaluation and delivery across a breadth of

implementation contexts remains an area for future research). E-PAtS

is not intended to serve as a complete system of support in and of

itself and (whilst flexible and accommodating) may not provide the

right match for all families. Rather, E-PAtS has been designed as one

further element of what might be required as part of a pathway of

support, providing general support as a foundation for families with a

range of needs relating to their child. Choice is important in any sys-

tem of support and additional, specialised, intensive or alternative

interventions are very likely to be required for some families through-

out their child's lifetime. E-PAtS does however, hold promise as one

further form of support for families and children with Intellectual and

Developmental Disabilities as part of a pathway of interventions and

systems.
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