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Abstract

Background Communication is a fundamental part of health care,

but can be more difficult with disabled children. Disabled children

are more frequently admitted to hospital than other children.

Aims To explore experiences of ward staff and families to identify

barriers and facilitators to effective communication with disabled

children whilst inpatients.

Design This was an exploratory qualitative study.

Methods We consulted 25 staff working on paediatric wards and

15 parents of disabled children recently admitted to those wards.

We had difficulty in recruiting children and evaluating their experi-

ences. Data were collected through interviews and focus groups. A

thematic analysis of the data supported by the Framework

Approach was used to explore experiences and views about com-

munication. Emerging themes were subsequently synthesised to

identify barriers and facilitators to good communication.

Results Barriers to communication included time, professionals

not prioritising communication in their role and poor information

sharing between parents and professionals. Facilitators included

professionals building rapport with a child, good relationships

between professionals and parents, professionals having a family-

centred approach, and the use of communication aids.

Conclusions Communication with disabled children on the ward

was perceived as less than optimal. Parents are instrumental in the

communication between their children and professionals. Although

aware of the importance of communication with disabled children,
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staff perceived time pressures and lack of priority given to commu-

nicating directly with the child as major barriers.

Introduction

The UN Convention on the Rights of the Child

and the Rights of Persons with Disabilities state

that disabled children* should be consulted

about their care and all decisions that affect

them.1,2 The United Kingdom is a signatory to

both conventions, and UK child health policy

states that children have the right to be treated

with respect and enabled to make decisions

about their health care.3 However, negative

experiences of health services for disabled chil-

dren and their families are reported, particularly

regarding how involved they were in decisions.4

Disabled children are more often admitted to

hospital than typically developing children.5,6 A

recent review focusing on the experience of dis-

abled children as inpatients suggested that com-

munication mediates many aspects of their

experience but is often inadequate.7 Communi-

cation in hospital can be particularly challeng-

ing for children who use augmentative and

alternative communication.8 It has been

reported that parents often feel unable to leave

such children because of concerns about com-

munication.9–11 If communication is poor, then

children and parents may not understand

choices and will have inadequate opportunity to

engage in making decisions about their care.

This study was part of a programme of

research aiming to develop a parent-led inter-

vention to improve communication with

disabled children in hospital. A fuller under-

standing was needed about the concerns, skills

and resources influencing communication with

disabled children and their families while on

hospital wards. This work would help to identify

modifiable environmental and interpersonal fac-

tors and practices, to inform ways that commu-

nication might be improved.

The aim of this study was to explore experi-

ences of ward staff and families regarding com-

munication with children with ‘communication

difficulties’ while inpatients and to use the

information to identify barriers and facilitators

to effective communication.

Methods

Ethical approval and considerations

Approval was provided by the South West REC

(10/H0206/4) and from the Research and Devel-

opment committees at the two hospital sites.

Informed consent was documented before inter-

views/focus groups took place. A ‘stopping inter-

views’ guide was used, which included stopping if

a participant became distressed and only contin-

uing if the participant was happy to proceed.

Setting and participants

Participants were sampled through paediatric

wards in two English district general hospitals

and included parents and ward staff. Parents

were eligible if their disabled child was aged

5–16 years old, had been admitted to the hos-

pital ward for a stay of more than 24 h for

either acute or elective reasons and was per-

ceived (by staff and parents) to have a ‘com-

munication difficulty’. Clinical and non-clinical

staff were eligible if they worked on the paedi-

atric wards taking part in the study.

Sample and recruitment

Convenience sampling was used to identify

participants initially; part-way through the

study, it was evident that we had not recruited

nurses, so we actively sought them.12,13

Recruitment posters were displayed on wards
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to the person.
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and in staff and parent rooms. Ward staff pro-

vided information, verbally and using the study

leaflets, to eligible families while the child was

an inpatient. Posters and information sheets

were written in English language, as the region

where the study took place is not ethnically

diverse. Staff were provided with information

about the study at team meetings. Both staff

and parents contacted the research team

directly if they wanted to volunteer.

Data collection

Views and experiences about communication

in hospital were collected via semi-structured

face-to-face interviews with parents and nurses

and in focus groups with doctors and allied

health professionals (details in Table 1). The

use of focus groups or interviews was prag-

matically determined; interviews were easiest

for parents, focus groups were preferred for

professionals, but interviews were used with

nurses who we found it difficult to gather in

the same place at the same time. Topic guides

aided consistency across interviews and focus

groups; they contained open questions and

prompts relevant to areas of interest

(Table 2). Parents and staff gave consent to

audio-record focus groups and interviews,

which were subsequently transcribed verbatim

and anonymized.

Patient and Public Involvement (PPI)

Parents of disabled children from the Peninsula

Cerebra Research Unit (PenCRU) Family Fac-

ulty participated in a Steering Group with

three paediatricians and two paediatric nurses.

The group was consulted about the specific

research questions, the content and phrasing of

the information sheets and interview topic

guides, and themes emerging from analyses.

Parents participated in meetings and/or by

email; unsalaried members of the group were

offered financial acknowledgement. They are

involved in disseminating the findings through

presentations and producing a plain language

summary and further stages of the research

programme.

Table 1 Sample characteristics

Sites

Parent

interviews1
Professional focus groups

and interviews

Site A N = 9

Mother 8

Both

parents 1

N = 17

Focus Group 13

Consultants (6); Middle

grade doctors (5)

Medical students (2);

Interviews 4

Nurses

Site B N = 6

Mother 4

Father 1

Both

parents 1

N = 8

Focus Group 3 Playleader

(1); Dietician (1); Teacher (1)

Interviews 5

Nurses (4),

HCA3 (1)

Total 15 25

1The children about whom these interviews were focused were both

male and female, aged between 5–16 and admitted to hospital for

both acute and elective reasons.

Table 2 Issues explored by interviews and focus groups

Professional Parent

Awareness of and adherence to National Service Framework (NSF)

standards about communicating with children, that is giving information

and involving them in decision making

Finding out about and documenting a child’s communication difficulty

Examples of good practice and of things that could be done better/

barriers to good communication

Training and advice about communication with disabled children

Experience of communication in hospital

Examples of good and poor practice in relation

to communication with both parents and

children in hospital

Information needs of child and parent – were

they met?

Child and parent involvement in decisions

Recommendations and changes that could be

made to improve communication with disabled

children in hospital
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Analysis

Our analytical approach is guided by ‘subtle real-

ism’ in which ‘real’ actions, events and views are

studied, while acknowledging inherent partici-

pant and researcher perspectives.14 This allowed

us to summarize findings and draw out tangible

barriers and facilitators to communication.

We were pragmatic and reflexive in our

approach to the analysis. The parent and profes-

sional data were initially managed independently

and analysed using thematic analysis.15 The find-

ings were then combined. Data were managed

using NVivo software. The Framework

Approach was used to aid systematic analysis

and increase rigour.16 Framework Approach

incorporates five stages of analysis: familiariza-

tion, identifying a thematic framework, indexing,

charting and mapping, and interpretation. It was

used to look at the data deductively from pre-set

aims and objectives.17 Two researchers (SS and

CL) developed the initial coding frames based on

research questions and a priori issues of interest.

SS and CL then independently read and coded

the same two transcripts and met to discuss and

revise the coding frames for each set of data.

Both researchers independently read and indexed

remaining transcripts, noting any additional

codes. Key themes and subthemes were

identified, charted and summarized. Links

between these themes were mapped and dis-

cussed. Refined framework and summary matri-

ces were developed to aid the focus on barriers

and facilitators for both parents and professional

data. Researchers met to challenge analytical

interpretations and discuss the relevance of the

findings, allowing for further synthesis of the

data. The ‘detection work’ confirmed important

overarching ‘meta-themes’16,18 and helped to

form conclusions.

Rigour and trustworthiness

A number of approaches were used to enhance

rigour during textual analysis including purpo-

sive sampling to increase representation and

transferability, checks for thematic saturation

and consistency, multiple researchers, use of

framework and audit trail of analysis decision,

which reduced bias and tracked variability

between researchers, and peer debriefing which

allowed for discussion and identification of

themes and concepts to increase representa-

tion.19 Memos were kept by researchers and

used to undertake deviant case analysis.20 Trust-

worthiness was enhanced through feedback of

initial themes to the steering group, who com-

mented on the consistency of the themes and the

significance of the findings.

Results

Findings are presented from parents and pro-

fessionals. Where extracts of representative

quotes are used, identification codes are the

following: PI = parent interview, NI = nurse

interview, FG AHP = focus group of allied

health professionals and FG Dr = focus group

of doctors. Square brackets containing three

dots [. . .] indicate short sections of omitted

speech. All names are aliases.

Initial analysis: key themes and subthemes

Table 3 contains key themes and subthemes

from the initial analysis. Data were coded to key

themes of knowing the child, prioritizing commu-

nication, parent–professional relationships and

not enough time from parent and professional

data. The key themes professional world (profes-

sionals only) and child-eye view (parents only)

reflect exclusive experiences and perspectives.

Focus on barriers and facilitators

Table 4 includes extracts from the summary

matrix ‘knowing the child’ to illustrate our

focus on barriers and facilitators; the same

process was followed for each of the key

themes. Barriers and facilitators were identified

as overarching themes (Table 5).

Time

Time seemed to weigh heavily on professionals,

affecting time to ‘do’ communication, how they
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managed their time and also how they felt

about their work. Nurses in particular felt that

they just did not have enough time to commu-

nicate or indeed to undertake care properly.

This was also recognized as a problem by par-

ents who linked ‘not making time’ with poor

communication experiences of their children.

for whatever reason, time has not been taken to

explain to A, win her trust and get her to under-

stand why it needs to happen and then get her to

be compliant (PI E8)

Parents also identified when staff gave up or

ran out of time:

Health care professionals are often busy, well

always busy and they run out of time, and they

will have a go, and then sorry we can’t hear, and

then straight to the mum and dad. (PI B6)

Parents were aware of the negative impacts

of staff being busy; the following extract sug-

gests that a ‘non-demanding’ disabled child

might not be able to make its needs known in

a busy setting:

I know that they are really difficult as they are

busy, but if B was, and I hate using this word,

but if B was a ‘normal 14 year old’ child then he

would be demanding the Xbox or his food and

wanting this and that and they would have to

spend their time getting it for him [. . .] He is not

getting their time [. . .] (PI B2)

The busy environment caused other issues as

well;

If it is a busy time, if you have a special needs

child that is mobile, you know it can be quite
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Table 5 Overarching themes influencing communication

with disabled children during a hospital stay integrating

professionals’ and parents’ views

Barriers Facilitators

Time Learning about the child

Professionals

not prioritising

communication

in their role

Facilitating trusting relations

between parents and

professionals

Poor information

sharing

Building rapport with the child

Using communication aids

Having a family centred approach
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hard, especially if they don’t understand that

they have to sit and wait. (Pl E5)

Several professionals commented on the

additional time that caring for a child with a

disability takes; nurses particularly highlighted

this:

you have to give them that much more time.

You know everything is slower (NI9)

I feel that the special needs child is probably the

work of two patients with no special needs. (NI2)

Professionals linked lack of time with feeling

unable to match parental expectations and

working under increased pressure:

you get quite high expectations from the parents

that we can follow what they do and we can’t.

We nowhere near can. We do our best and

always try and achieve the best but it’s we’re

always like we’re always worried that we’re not

going to do it well enough and always striving

for time and it’s, do you know what I mean it’s,

it does put quite a lot of pressure on you when

you’ve got a special needs child in. (NI9)

While doctors, AHPs and nurses often attrib-

uted unsatisfactory communication to lack of

time or to having to prioritize medical care, they

differed in perceptions about the impact it has

on practice or how they manage time. Whereas

most nurses expressed regret and a desire to

have more time available to talk to children,

I sit in the car on the drive home and I think I

really wish I’d had more time to do that and

more time to do this or whatever (NI5)

In contrast, doctors appeared to take a prag-

matic approach about trying to prioritize their

work tasks in the time available to them.

we have to pick up ways of going about things,

of getting a certain number of questions across

in a certain amount of time (FG Dr)

Professionals not prioritizing communication in

their role

Professionals demonstrated awareness of the

importance of communication, but failed to

convert this into their communication with dis-

abled children. Some doctors attributed the role

of communicator to others. As highlighted in

the previous barrier, the lack of time meant they

felt expected to prioritize making diagnostic and

treatment decisions over communication.

Well they may not have been satisfied with com-

munication but just from my goal-orientated,

how am I going to make this patient better, get

medicine into them. Communication with them

came less down on the list (FG Dr)

. . .using a nurse or health care assistant often

and I can think of a few HCAs that are fantastic

and they are fantastic, as they [have] longer than

anyone else know a lot of these patients very well

(FG Dr)

Nurses acknowledged specialist members of

staff or parents better placed to communicate

with a disabled child,

our play leader who often knows them better

[. . .], she often sort of, well she knows them so

they like such and such, or they can understand

this (NI8)

We would be completely scuppered if parents

weren’t with them. [. . .] On a paediatric ward if

you don’t have the parents or carer or big

brother or someone that knows that child with

them you just haven’t got the resources to do

quality care. (NI1)

Parents also commented on professionals not

prioritizing communication. They were aware

of reliance on them to enable interaction

between their children and the professional, for

some this made them reluctant to leave the

ward.

it felt like we were, we had our camp there and

they would come in to do what they had to do

with the medication but otherwise left us to it,

and that made me feel uncomfortable as because

I had a younger son I could not be there all the

time. (PI E2)

Interestingly, one nurse felt that she had

much more opportunity to communicate with

a child when the parent had to go home:

I’d never learnt to communicate with that child

the way I did those few days when we had her

here on her own and I am really, it was lovely
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because I really built up a rapport with her.

(NI8)

Poor information sharing

Parents and nurses identified the importance of

sharing techniques for communicating with a

child. Parents felt that they were not always

asked for advice and that their views are not

always sought,

Just sit with us first, just sit and talk to us and

explain [. . .] How does she show pain? Is this

normal? How does she communicate? All those,

and just sit down with us (PI E3)

Whereas nurses expressed frustration that

parents withheld information about their child,

though they acknowledged that parental stress

and anxiety about hospital admittance can pre-

vent information sharing.

the main problem I would say that we find is the

parents’ reluctance to actually give us the full

story (NI6)

when they come in they are just focused on you

know they are anxious and they’re stressed and

they are focused on the medical problem or

whatever, but in order for us to assess them it’s

we need a bigger overall picture of what their

normal, what they are normally like (N6)

Shift work appeared to compound the issues

around information sharing. Different staff

care for a child each day which made it hard

to build relationships and meant that staff did

not always know the child’s history.

It is really hard as they did not know what had

gone on and so it was hard for them to commu-

nicate with me (PI E7)

Reflecting on the impact of shifts, nurses

highlighted the importance of handovers to

inform colleagues.

[. . .] from one nurse to another nurse and it will

be documented in the care plan and in the notes

as well (NI7)

Doctors barely mention communication

between themselves and parents.

Learning about the child

Nurses and parents viewed getting to know the

child as aiding communication, including

already remembering them from previous epi-

sodes of care.

I have seen some children who I remember being

born, no diagnosis, no this and now we are at a

point where they are 15 years old and we have

been through a lot and there is history there.

(FG AHP)

Parents stressed the importance of recogniz-

ing and utilizing their knowledge about their

child, and nurses acknowledged that they

learned a lot from asking parents and taking

their advice.

If you get on with the parents and respect what

they say, because they’ve been with that child 24/7

and it’s no good a nurse going in and saying

‘well actually I don’t want to do it that way’, it

doesn’t work (NI2)

Facilitating trusting relations between parents

and professionals

Parents rather than professionals identified

the need for a good rapport between them,

which they suggested helps with trust and a

child’s confidence, in turn facilitating good

communication.

[. . .] the child will pick up very quickly the com-

munication that the staff have with the parents,

and if that is a good rapport, with the parents, it

gives the child more confidence in the whole set

up. (PI E1)

Nurses also recognized trust between staff

and parents as important:

you know at the end of the day they’re, they

[parents] look after them 24/7 it’s hard work-

. . .they’ve got to trust us so you’ve got to gain

their trust first really. (NI2)

Doctors did not specifically talk about build-

ing relationships with families. Nurses men-

tioned one of their roles as facilitating the

relationship between the doctor and parents,

for instance interpreting medical jargon.
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it’s really important [. . .] that things are going

the way the parents want them to go and that

they don’t get bogged down with the fact that

you know this professional is saying this and this

but that they are able to actually say ‘no that’s

not what I want’ (NI5)

going behind the doctors really and explaining

again when they’re using medical jargon for

them well for the child and for the parents and

kind of saying you know ‘what they are meaning

is [. . .]’ just, just normal kind of things like you

know ‘have you had your bowels open?’ you

know a five year old hasn’t got a clue even if

they haven’t got communication problems you

know but you know sometimes people feel

embarrassed to say you know ‘have you had a

poo?’ (NI9)

While not specifically about disabled chil-

dren, these extracts may point to underlying

issues in doctors’ communication with families.

Building rapport with the child

The relationship between a child and the pro-

fessionals was also seen to aid communication.

Focusing on the child, using quiet moments

and being experienced in working with children

are indicated as influential. Parents articulated

that awareness and empathy for the ‘child’s eye

view’ of being in hospital as important. Parents

and AHPs highlighted building a rapport with

the child as part of good communication and

how focusing on the individual is valuable in

initiating communication.

he came and sat down next to C on the bed [. . .]

some informal chatting, where do you go to

school? [. . .] And so you get a rapport going with

the child (PI E1)

so I generally always try to know their name,

you never quite know how old they are, and talk

about something that is on their person, whether

it be you know a ribbon, or a Barbie, or their

school badge, something you can see, and you

can usually engage in conversation quite quickly

that way. It also stops some of the parents

answering questions. Because the child actually

thinks you are interested in me know, and so I

will talk to you. (FG AHP)

Parents shared experiences of how ‘quiet

time talk’ can increase a child’s engagement.

Because those quiet moments, just a general chit

chat of when she might just open up a little bit.

(PI B6)

To use those quiet times to actually gently probe

and ask her [. . .] got information that when

asked directly on a hospital round that they

would not have got. (PI E8)

Parents also suggested that experienced staff

have a more relaxed attitude towards commu-

nicating and are better able to respond.

I think they just work with children all the time

and they know exactly. They know what makes

them tick and she was just fantastic with C and

C just completely responded to her, and was

relaxed. (PI E1)

Using communication aids

Professionals were asked about their approach

when caring for a disabled child; some identified

communication aids, but indicated that they did

not use them much. Nurses referred to other

tools that are used on wards to facilitate com-

munication, but there was lack of clarity about

what was available and keeping them up to date.

I’m sure in our office we have got resources we can

go to [. . .] I think we have a folder of various signs,

Makaton and things like that I’m not entirely cer-

tain of everything we’ve got in there (NI3)

Some parents referred to communication

passports, such as ‘All About Me’ booklets,

which hold information about how a child

communicates, and some highlighted the use of

photos of the hospital environment and ‘yes/

no’ cards as potentially useful.

they could have done the yes/no cards. Anybody

can do yes/no cards (PI E2)

Having a family centred approach

Nurses identified a family centred approach as

important to good communication, mitigating
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some of the time and resource barriers dis-

cussed earlier.

I think we are all very family orientated and we

consider the whole family and the child I think

that they are at the forefront of everything we do

[. . .] we will do everything to keep their best

interests at the highest place (NI4)

Nurses described doing ‘whatever it takes’ to

make a child feel comfortable in hospital as

intrinsic to their role.

I think children are children aren’t they and you

can communicate in any way through drawing,

through playing with toys [. . .] you know we’ve

got that challenge every day with the babies, with

special needs adolescents (NI4)

One divergent view included professionals

talking about pre-existing negative parental

outlooks on hospital care, in that parents of

disabled children may come into hospital with

an aggressive manner and expecting mistakes:

they are ready for a fight and they are ready for

a battle so they are there waiting which makes it

harder as well (NI7)

Discussion

We were successful in capturing the views and

experiences of parents and professionals; how-

ever, the conclusions would be strengthened by

establishing the views of children. We experi-

enced difficulty in recruiting children and eval-

uating their experiences, despite considerable

efforts. Our difficulties mirror some of the same

contextual difficulties faced by health profes-

sionals in their everyday work.

From our parent and professional data mak-

ing time, rapport with a child, previous experi-

ence of working with children and a family

centred outlook are identified as positive influ-

ences on communication, while lack of time

and low priority given to communication were

negative influences. The professional partici-

pants in our study clearly expressed awareness

of poor communication behaviours and per-

sonal frustration with failing to meet children’s

communication needs.

Time was often cited as a barrier to commu-

nication. However, literature suggests that just

giving professionals more time would not, on

its own, improve communication and that

other elements are needed in order for commu-

nication to be effective.21 Gravel et al.22 sug-

gest that it may not take more time to engage

in shared decision making and that using

appropriate body language and ‘attending

behaviours’ will help to achieve this.23 Parent

participants in our study suggested that using

‘quiet moments’ and increased use of commu-

nication aids might improve communication.

As in previous studies, the priority given to

communication varied between different profes-

sional groups. Nurses often recognized commu-

nication as central to their role, although they

acknowledged the need to rely on parents.24,25

Doctors in our study suggested that time pres-

sures meant they had to prioritize their atten-

tion on diagnosis rather than communication.

It is possible that this perception may itself be

a barrier to effective communication. Hems-

ley,21 for instance, has argued that profession-

als who do not value communication may

avoid it and might not see the benefit of

investing time in becoming familiar with the

patient. These differences in priorities between

professional groups may be shared by parents

who have been reported to view communica-

tion as a nurse’s domain while evaluating doc-

tors more by their clinical competence than by

their ability to communicate.26

As has been reported in other studies,9,27–29

parents report feeling the weight of responsibil-

ity for communication rested on them, and

they were reluctant to go home because they

felt that no one would be able to communicate

effectively with their child in their absence.

This study highlights on-going issues with

trust and information sharing between parents

and professionals. Parents feel their knowledge

about their child is not always considered or

valued, which has been highlighted in previous

studies,29 while professionals suggest parents

do not always share necessary information.

This may be explained by a parent’s desire to

remain in control.9 Some nurses in our study
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suggested that parents may simply be too anx-

ious at the point of admission or may not

think that certain information is relevant to

share.

All groups in this study recognized that effec-

tive communication is linked to the relationship

between parents and professionals. Parents need

to trust nurses, both to care for their child and

to recognize parental needs.9 Nurses in our

study saw mediating between parents and doc-

tors as part of their role, and this has been

reported elsewhere.25 It has been suggested that

nurses may take on the role invisibly and that

parents may be unaware of this mediation.26

Parents in our study did not make reference to

nurses mediating their relationship with doc-

tors, but do report relying more on nurses than

doctors for communication.

Parents felt that it was important for staff to

get to know their child, adding weight to the

claim that knowing the child is ‘a pre-condition

of individualized care’.26 Relationships between

disabled children and professionals were

thought to be improved by professionals taking

the time to build rapport with a child, although

parents acknowledged that this could be diffi-

cult. Similarly, where the professional had

known their child over a period of time, com-

munication was easier. Other studies have

reported similar findings.9,30 Although nurses

are often assumed to be the communicators,

they have been reported to find this ‘social

aspect’ of communication difficult. Some

express frustration with the complexity of

social chat and favour communication about

basic needs, which is easier to achieve.31 In our

study, some nurses reported being unconfident

about their capabilities, which may lead to

them being less effective communicators, par-

ticularly in the light of the time pressures they

identify.

Participants in this study suggested that a

positive approach by all those involved could

facilitate effective communication, and building

constructive relationships seems to be influenced

by previous experiences. Nurses described some

parents as being defensive and ‘ready for a

fight’, which made communication more diffi-

cult. Coyne has suggested that questioning by

parents can cause disruption and make profes-

sionals feel that their role is subject to scrutiny

and surveillance, hindering successful relation-

ships.32 It is important that professionals recog-

nize that previous negative experiences may

have led parents to seem negative, defensive or

combative and that this does not lead profes-

sionals to be avoidant of communication, which

may reinforce negative parental expectations

and impact on effective delivery of care to

children.

There is a real tension between the perceived

need for professionals to prioritize ‘clinical

care’ and their role in providing respectful and

holistic care by establishing relationships with

children and parents that enable effective com-

munication. In order to do this effectively,

professionals need sufficient time, but also

need knowledge, skills and appropriate atti-

tudes.33 Staff in acute care settings inevitably

juggle competing demands and are often under

considerable pressure. This may be com-

pounded by a lack of confidence or failure to

recognize the centrality of communication to

health care, leading to a failure to make the

most effective use of the opportunities that do

exist.

We did seek to consult children directly. Our

initial strategy was to ask parents who were

interviewed whether it would be appropriate to

consult their child; however, this proved unsuc-

cessful. Following a protocol amendment and

ethics approval, we asked nurses in special

schools to identify children who had recently

spent time in hospital. Subsequently, we inter-

viewed four children with support from a

familiar communicator. The nature of these

data was substantively different, and it was not

feasible to integrate these data into our synthe-

sis of professional and parent views. Clearly,

children’s own views should not be overlooked;

nevertheless, it is the adults responsible for

their care on the ward that control how com-

munication happens.

The findings of our study have implications

for the development of training for health pro-

fessionals, as recently mandated in the UK
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National Health Service.33 Currently, we are

using the key messages from our research, and

other resources,34 to develop and evaluate a

training package for hospital staff. This work

is being carried out in partnership with the

parents who were involved with this study as

our experience, like Goldbart and Caton,34 is

that parents are keen to be involved in such

initiatives. Core elements of the training

include encouraging empathy and a caring

approach alongside key practical tips, with the

incentive that improving communication can

save time in the long run, are. In tandem,

there is a need to review routine policies and

practices on the ward, to create an environ-

ment that values communication and encour-

ages child-centred care by all staff. Training

should supplement awareness, implementation

and audit of adherence to relevant hospital

policies for care of patients with learning dis-

abilities or other additional needs.4,35 Such

approaches will encourage those responsible

for children’s health care to fulfil their obliga-

tion to uphold the rights of children and those

with disabilities.1,2
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