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ABSTRACT

AIM: The aim of this research was to learn about the value of family placements, as
experiential learning opportunities, from the perspectives and experiences of parent-carers

who provide them to nurse students via a Scottish university Family Placement Scheme.

METHOD: Qualitative interviews were conducted with seven (50%) parent-carers who
provided at least one family placement over two academic years (2012/2013 and 2013/2014).
Broadly descriptive data was analysed, organised into themes and subject to content analysis:
parents’ descriptions of their caring role; their perceived value of family placements; and
their views and experiences of carer participation in nurse education, and intellectual

disability nursing.

RESULTS: Family placements were perceived to be mutually beneficial to nurse students
and families of children and adults with an intellectual disability, and provide for example,
opportunity to develop communication. Detailed description of the daily and wider aspects of
caring was provided, offering insight into the actual practical learning experiences of nurse

students on these placements.

CONCLUSION: This hub and spoke model of learning provides unique opportunity for
nurse students to learn what it is really like for families to care for a relative with an
intellectual disability at home, and to develop their practice skills for working in partnership

with family carers.



INTRODUCTION

Students on courses of study leading to professional nurse registration are required to spend
up to 50% of their time within practice gaining direct experience with the client group they
have chosen as the focus for their future work (Nursing and Midwifery Council (NMC),
2005). Traditionally the placement experience has been characterised by an emphasis on
allocating students to service settings where they can be directed in their learning by suitably
qualified staff. This meets the requirement as laid out by the NMC (2010a) that students

should be able 'to learn with, and from, other health and social care professions' (2010:75).

More recently the placement learning experience has been expanded to include what has
come to be known as the 'hub and spoke' model (Marlow et al 2008). In brief, this
arrangement places the student in a location designated as the 'hub’ which is where they will
receive the bulk of their formal and regulatory input from an appropriately qualified
practitioner. This area will have sufficient learning opportunities to meet the outcomes
expected for that part of their training. There will also be one or more 'spoke' placements,
physically remote from the hub, which the student will attend on a pre-planned basis in order
to gain more experience of other client groups, to learn other related skills or to observe
relevant procedures not routinely available at the hub. By operating across two or more areas
the student will then become aware of the realities of inter-professional working. This model
demands flexibility from placement providers and students but is reported on favourably by

several commentators (Dean, 2010; Millar, 2014; Roxburgh, 2014).



For students intending to work with people with intellectual disability this model of learning
opens up many possibilities. According to Emerson and Hatton (2008) it is the sub group of
individuals with more profound disability and impairment who are likely to be looked after in
specialist accommodation while the majority of individuals with intellectual disability live
with their parents (Chadwick et al, 2013). It is this demographic fact that prompted us to
consider utilising families as a potential practice learning experience. We have reported on
this elsewhere, with a focus on how students on dedicated intellectual disability qualifying
programmes of study experienced the family placement (Finlayson and Darbyshire, 2015).
But in what follows we explore the family placement from the perspective of the

parent/carers.

The locus for the care of individuals categorised as living with intellectual disability has been
closely connected to those professionals equipped to deliver that care since both groups were
first conceptualised (Mitchell, 2004). From the initial inception of the profession in the early
years of the twentieth century, this meant in effect that much of that care took place within
segregated settings (Allen, 2014). This period of institutionalisation reached a peak in the
1950s and 60s (Borsay, 2005). Since then, there has been a move towards a more individual
response to disability (DH, 2001; DH, 2009). When coupled with reaction to more recent
events where poor care has been exposed (Mencap, 2007; Department of Health (DH), 2008;
Heslop et al, 2014) the need for contemporary intellectual disability professionals to work

alongside individuals and families, to secure fairer access to health services, seems clear.

Emerson et al (2014) highlight the difficulty in obtaining precise numbers when attempting to

calculate sub-sections of the intellectual disability population (2014:45-57). But we can



extrapolate from what is known to suggest that most children and young people with
intellectual disability live in the family home, while there are a substantial number of adults
with intellectual disability who also remain at home with surviving parents. This much was
confirmed by other studies (Cairns et al, 2013; Chadwick et al, 2013) and by our own

experiences of setting up the family placement scheme.

Dyson (1996) worked with families with a child with intellectual disability and from this she
warned that 'the paucity of research warrants further study of the family' (1996:285). The
exposure our students receive on the family placement scheme should make them more
sensitive to this deficit in knowledge. We anticipate that their future practice will therefore
shape both care delivery and research. Taggart et al (2012) offer a clue about the reasons
behind this apparent lack of research when they note that family dynamics play a part here.
They say 'Limited research has been undertaken on this topic because until recently, people
with intellectual disability usually pre deceased their parents (2012: 217). Their study on the
support needs of older carers identified a mainly female population who exhibited similar
problems and concerns to the ones our own participants discussed. Chadwick et al (2012)
also looked at the support needs of families. Here a main finding was that the families who
took part in the study felt they didn't get enough help from statutory services. They spoke of
having to fight to secure assistance and some even felt reluctant about making an fuss for fear
of the service being withdrawn (2012:125). Walker and Ward (2013) extend this line of
enquiry when they argue for more research around the family due to demographic factors,
which means that there is now and will soon be even more need to accommodate the
demands that ageing of carers and cared for will place on health and social care services.

More recently Ryan et al (2014) conducted a literature review which examined family life



with an ageing individual with intellectual disability. This domestic situation leads to what

the authors call a 'mutually dependent relationship' (2014: 217).

It is apparent then from the literature that there is value in making the family a focus for
enquiry. By developing the family as a short practice placement experience for our students
we may be able to forestall some of the problems that are being reported as our students take
the lessons they learn into their future practice. The involvement of families also recognises
the value users of services can bring to teaching, learning and research (Bigby et al, 2014;

Northway, et al 2015).

AIMS AND OBJECTIVES

Our current project then aimed to uncover the views and experiences of the families who
agreed to offer support to a student nurse within the family setting. This support could range
from speaking to students within the university setting to inviting a student to spend some
time as a guest of the family where they could begin to gain some understanding of the lived
experience of caring for child who has an intellectual disability. Family carers were keen to
contribute to the education of future professionals and also wanted them to know ‘what life
was really like” for them. Within this our objectives were to check on the scheme's suitability
as a vehicle by which to offer placement experience to our students, and to confirm that the
families hosting the placement were comfortable in that specific role and also more generally

as being part of the educational process.



Methodologically a 'placement’ whereby an individual (in this case a nursing student from an
intellectual disability course) is located with a host family might appear, prima facie, to be an
opportunity for an anthropological study (Bassett, 2013) or even an ethno-methodological
approach (Kell, 2014). Here though our data generation and analysis occurred after the event
and so resembles a modified ethnography. This 'practice-near research' model is defined thus
- 'Practice-near inquiry might be defined as the use of experience-near methods for practice-
based or practice relevant research. Such methods include ethnography, some forms of in-
depth qualitative interviewing and observation, and the use of images and other sensory data

in research’ Froggett and Briggs (2012:3)

This description feels very close to the experience we wanted to gain access to - that which
occurred when the students were working in the family home. As such we felt it appropriate

to our own circumstances and to those of the families we interviewed.

PROCESS, PARTICIPANTS AND PROCEDURE

We secured ethical approval for the study via the School of Health and Life Sciences

Research Ethics Committee, [insert university name].

The family placement scheme is run as part of a ‘Hub and Spoke’ model (see above) within
the nursing programme. As part of the spoke practice learning opportunity students may
spend some time with a family and thus become part of the Family Placement Scheme. The
length of time spent with the family varies between the needs of the family and needs of the
student but may range from a one day visit to up to 5 days over a 6 week period. The student
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meets with the family well in advance to plan a mutually agreeable timetable of when it is
appropriate for the student to visit the family home. Depending on the family this may be in
the morning to help with getting the child ready or later in the day to be available to help with
family outings. Some families are happy for the student to attend the full day from 9.00 —
5.00 but this very much dependent on the local circumstances. Students are encouraged to be

sensitive to the needs of the family when planning their attendance.

Fourteen parents provided family placements to second-year nurse students over two
academic years (2012/13 and 2013/14). All parents were invited to take part in individual
qualitative interviews by a researcher within three months of the first placement they
provided being completed (some parents provided more than one placement, one in each
academic year). Seven (50%) of the parents chose to take part in the interviews. The
interviews were conducted in the parents’ homes by the researcher on dates and times which
were mutually convenient. The interviews were recorded on a digital recorder, and then
transcribed. All identifiable information (e.g. the names of participants, their children, and
student nurses) was changed during transcription, thus pseudonyms were used for all

participants who took part.

Transcribed qualitative interview data were subject to content analysis (Joffe & Yardley,

2004) and then arranged according to the following four themes (Braun & Clark, 2006):

1. Parents’ description of their caring role.
2. Parents’ perceived value of the family placement to the nurse student, themselves as a

carer, and to their child with a learning disability.



3. Parents’ views and experiences of the role of carers in nurse education.

4. Parents’ views and experiences of learning disability nursing.

As this was a broadly descriptive study, these themes were derived from the interview
schedule as specific areas of enquiry. A copy of the interview schedule is directly available
via the authors. Subsequent themes which emerged from these interviews were: worry,
depression and isolation; holiday/leisure time and things not going to plan; giving up and
returning to work after becoming a parent of a child with learning disability; the impact of
adverse life events on family support; parents’ having someone to talk to; having new/extra
company in the house for child with intellectual disability; placements offering nurse students
a different experience/perspective; and parents’ love and affection for their children with an
intellectual disability. Analysis was first conducted separately by two authors (JF and CD),
independently of each other, with the final emergent themes agreed upon after they were

scrutinised by the other (AMC).

FINDINGS

Parent Characteristics

The characteristics of the seven parents who took part in the qualitative interviews are
presented in table 1. All of the parents were mothers, white/native to Scotland and with an
average age of 49 years. Five of the mothers cared for a child with intellectual disability
(aged 16 years or under), whilst two cared for an adult with intellectual disability (who were

24 years and 26 years of age).

******|nsert table 1 about here******



Here we present the findings from the study, in order of the four main themes as they were

elicited in response to the interview guide.

Parent-Carer Role

When compiling our interview guide we wanted parents to describe their caring role before
we enquired about the potential value of the family placement scheme, to get a sense of what
the nurse students would gain exposure to through these placements. All seven parents
described their daily demands and routines of caring, and related issues, which echo some of

the issues we found in the literature (Green, 2007):

In the morning | get [my daughter] up sharp. [My daughter] gets showered at night
time...We get hoisted up in the morning, breakfast, the school bus comes, [my daughter] goes
to school...during the night I've got to turn [my daughter] ...so I don’t get a full night’s sleep.
I have to get up four, five times during the night to turn her...so maybe I'’ll catch a wee hour

[sleep] on the settee after the school bus comes’ (Joan).

‘In a typical morning when we’re getting ready for school, [my son] takes an hour and a
quarter to an hour and a half, all him in the morning to get ready. And that’s not [my
husband or 1] having a shower or breakfast or anything. It’s just when you look at it like that,
when you 're doing that in the morning, and it’s kind of similar in the evening...when you add
it all up, if it wasn’t for school, we’d probably spend 5 or 6 hours just changing, dressing,

washing, feeding’ (Susan).

‘Your life is consumed with appointments, with telephone calls’ (Emma).



In addition to these descriptions, three parents described their worries and/or their feelings of

depression or isolation:

‘There are mornings where I can’t get up, for a while, off the couch, because I’'ve sent [my
son] to school and I'm maybe reflecting or worrying. And when he’s not well for quite a long
period, that feeling in me can go on, and that’s when my family starts to say, my mum will
always say, are you sure you 're not depressed?...I ve referred myself to a place called [name

of counselling service] ’ (Kelly).

‘[My daughter] can’t cope with...going to soft play...she can’t cope with...going to the park,

things like that, although she’s got a lot better...So that was really isolating for me’ (Emma).

Four parents also talked about their holidays/leisure time and things not always going to plan:

‘Holidays and stuff...we’ve never held back...I drove down to [place name] last year. We
went camping...l can take my son anywhere...You can’t have a hundred per cent plan,
because every single holiday we’ve had [my son] has had a seizure. Excitement gets him as
well. Every birthday, every Christmas, and every single holiday...he has a seizure. So you
can’t actually plan things are going to work but you have to plan because you have to be

normal’ (Kelly).

‘You think you're going on holiday to get a wee rest, but you don’t because, see, everything’s
to be done for [my daughter]. If she decides she’s not getting off the [cruise] ship, you're

stuck on the ship’ (Karen).
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Two parents described giving up but then being able to return to work, and one further parent
talked about having a part-time job out with the family home, which she sees as ‘[her] time’

(Karen):

‘It’s been really hard for me because I had to give up [work]...[My son] was only six weeks
old when [my daughter] was diagnosed [with Rhett syndrome]...It’s been a huge, huge
change...I'm actually...training to be a nursery teacher [now], so you can see how things

have come on for us’ (Emma).

Three parents also talked about the impact of adverse life events (e.g. death of a close

relative) on their family support:

‘...my dad passed away six months after [my husband] and I split up. It was very sudden...He
was the main person helping me get [my daughter] off the bus when | was working, and

sitting with her...I gave up my work’ (Joan).

‘[My eldest daughter] ...passed away. She was only forty as well...I just assumed my [eldest]
daughter was the one who was going to take care of her because she always did say that, and
now unfortunately that’s not going to happen...We need a break. [My husband] has retired. |
think he feels everything’s been taken away from him. And all that happening with my eldest

daughter... His whole life has changed’ (Karen).

Value of Family Placements

It is against this backdrop that we can situate the responses to our questions on the value of
the family placement. We asked the participants about how they felt the placement worked

for them, for their child, and for the student.
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Susan, Karen and Kelly all spoke of the benefit they derived from having someone to talk to.

It was Kelly who emphasised this when she said:

1 got a lot out of it because I was feeling quite alone at the time...There was a lot of chatting,

which is good. I really enjoyed having [the nurse student] here, in the home...So it was good

for me’ (Kelly).
Likewise Karen also appreciated the benefits of having another person to talk to. She told us:

I felt easy with [the nurse student] ...she was easy to talk to. It wasn’t awkward. I needed to

talk to her, plenty of chat’ (Karen).

In terms of the value of the family placements for their children with an intellectual disability,
having someone new in the house, and having ‘extra company’ (Susan), was mentioned by

three parents:

‘I think [my daughter] enjoyed her company...Well, she enjoys company, so another person

in the house was quite nice for her’ (Mary).

Two of the parents also mentioned the appropriateness of the particular nurse student for their
child with intellectual disability, both in terms of gender and being of a similar age and so

being more likely to have shared interests:

‘I had specifically asked for a male, because I thought that would help with [my son’s] self-
awareness, confidence and all that. [My son] really liked showing off and having a man in

the house’ (Kelly).
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‘Yes, [my daughter and the nurse student] went to see [famous pop star in concert]’ (Karen).

Four of the seven parents felt that the different experience/perspective family placements
offered was the most valuable learning outcome for nurse students. Emma for example,
suggested that for the student '...it’s brilliant to get a whole different perspective of how
families live’. Emma also appreciated that this could work for her benefit too. She told us 'l
think the experience really, really helped me, to let me know that not everybody sees [my
daughter| the way | see her... sometimes as a parent you only see what difficulties and

challenges are for the child’

Karen felt that family placements help students to appreciate the demands of caring: ‘Maybe
seeing the stress families are under’. A further two parents felt that family placements

provide informal opportunity for nurse students to ask questions about their parent carer role:

‘[The nurse student] was asking me quite a lot of questions. I felt that because she was with

me one-to-one she was able to ask more’ (Fran).

It was apparent too that the contribution of the students could have practical as well as
emotional and psychological benefit. Joan described a situation where the knowledge of
available services the student brought with her led to a real improvement in her

circumstances.

‘[The student] actually found out a lot of information about a wee swimming club, and

different things, so they are bringing in information...I didn’t have this and I didn’t have that,
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and [the student] said, you should [contact] your community occupational therapist...I got in
touch [with Occupational Therapy] and I got a tracking hoist in...a new up and down
bed...and...a new toilet seat. If [the nurse student] hadn’t pointed that out...I would have

carried on the way I was carrying on...” (Joan).

Carer Involvement in Nurse Education

We then talked about how the participants saw their own involvement in student nurse
education. All seven parents said they thought it was important for colleges and universities
to involve or include family carers of people with intellectual disability in intellectual
disability nurse education. Three of the parents had participated in student training (other than
their participation in the Family Placement Scheme) before. They described their experiences

as being both nerve-wracking but enjoyable:

‘It was fab...I was petrified...I am not a hot shot with a university degree. I don’t speak the
way university people speak, but | just hope [nurse students] take me as a mum, as a carer of

a person with a disability. So if I can help that way I [do], it’s not a problem’ (Joan).

Some saw it more as an opportunity to share their experience of caring for their child by
turning their insights into potential knowledge. Susan spoke of her time spent with students

on a child nursing degree programme:

'One [of the times] was giving a presentation, and the other was just talking to a small
tutorial group about what it’s like to be a parent-carer...It was personal. It’s challenging
because it’s been a really difficult time the last few years, but I feel that’s kind of the silver

lining, if I can pass on something to other professionals that will give them insight, and
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therefore be better at their jobs, then it’s kind of worthwhile...something positive coming out

of it’ (Susan).

In terms of increasing their involvement in intellectual disability nurse education in the
future, four parents liked the idea of open days at the university, for parents, their children
with intellectual disabilities, and nurse students to meet up and share their experiences and

information:

‘I really like the idea of open days. [1t] would be brilliant to go on an open day. And it would

be a meeting point for other parents, other children’ (Kelly).

“...It’s really important; maybe as an in introduction before [family placements] start, to

make sure the nurse and the mother or father, the family are comfortable’ (Emma).

Of the four parents who had no previous experience of being involved in student education,
three said they would be happy to become more involved in the future, to share their

experiences. Karen however, said ‘I’'m not ready to talk about things or anything like that’.

Parents’ Views and Experiences of Intellectual Disability Nursing

Our final question asked the participants to reflect on their views and experiences of
intellectual disability nursing. Perhaps surprisingly four of the parents had no prior
experience of a nurse being involved in the care/support of their child. There are local reasons
for this. Children with intellectual disability in this geographical region of Scotland are much

more likely to receive health care/support via paediatric services, rather than community-
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based intellectual disability health care teams. In Fran's case, a second, condition-specific

factor was involved :

‘1 hadn’t heard of them before. [Family support organisation who helped organise the family
placement] said to me learning and disability nursing...The epilepsy nurse is at [paediatric

hospital] and we just go and see her’ (Fran).

Parents’ Love and Affection

Throughout the interviews all parents described their love for their children with an

intellectual disability, and the affection between them:

‘...it is stressful. But at the same time I wouldn’t be without her. I couldn’t be without her. 1

really couldn’t’ (Karen).

‘There’s a lot of hard work. There’s a lot of good fun...Last night she came back from a party
and she was full of kisses and cuddles so, as I say, she’s kind of full of happy nonsense most

of the time which is fun’ (Mary).

DISCUSSION

The main reason for conducting this study was to learn about parent-carer involvement in
intellectual disability nursing education. This was realised principally through their
involvement in the family placement scheme. From this our participants were able to share
their experiences as carers with nurse students. The interviews we conducted with parent-
carers of children with intellectual disability provide us with insight into the actual
experiences nurse students were learning about whilst on family placement; from detailed

descriptions of the daily demands of caring, to gaining understanding of the wider aspects of
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family holidays and the impact of adverse life events on family support. And in the detail
provided we find echoes of the divergence that characterises practice in intellectual disability
settings. The reciprocal nature of family placements was also demonstrated, in that nurse
students appeared to benefit from opportunity to ask questions on a one-to-one, informal
basis, whereas parents also seemed to benefit from having someone to talk to about their
caring role, gaining positive experience of seeing their child from someone else’s perspective,
and nurse student’s knowledge of available services leading to improvement in care. Towards
the end of the last century the idea of promoting a shared research agenda in this field was
given impetus by commentators such as Zarb (1992), Charlton (1998), Kiernan (1999) and
Rodgers, (1999). Since then user and carer involvement in research, education and practice
fields has become standard (Bigby et al, 2014). For the present study this means that what
might have once appeared as challenging or radical is now more readily acceptable, both in

the academy and in practice and, as we hope we have demonstrated here, in the family home.

The parents valued the opportunity for nurse students to learn from their experience about
what it is really like to care for a child with intellectual disability at home, and from the
parents’ perspectives, this was viewed as the most valuable learning outcome for nurse
students on family placements. All parents felt that it was important for universities and
colleges to involve family carers in nurse education. The majority (6 parents) spoke
positively about they themselves being involved in nurse education more formally (e.g.
seminars or open days at university), as well as providing family placements. One parent
however, did not wish to be more involved on a formal basis due to ‘/not being] ready to talk
about things’. This serves as an important reminder that caring for a relative or loved one at
home is a highly personal experience, and that we must demonstrate sensitivity and

respectfulness at all times. There are lessons here for both practice education and research.
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The final theme to emerge from these interviews centres around the very positive aspects of
caring, that were apparent in the interviews. We felt this was particularly important to
emphasise as caring for a child with a disability can often be portrayed as a burden. In their
literature review Ali et al (2012) looked at the concept of stigma and how this was shared by
family members who endured the social isolation ascribed to their children by proxy.
Elsewhere Irazabal et al (2012) calculated that any 'disability in participation in society and
personal care are the main areas that contribute to higher family burden' (2012:801). These
descriptions of stigma and burden would certainly include the families in our study. But they
showed resilience in their attitude to caring, in that family holidays do not always go to plan
they think it’s important to go on holiday anyway, and having to give up work due to caring
but returning to or commencing work later on. All seven parents demonstrated love and
affection for their children throughout the interviews, and this too, is important learning for
nurse students. There is some evidence that the only negative connotations associated with
caring for a child with a disability are being recognised and challenged, whereby Blacher and
Baker (2007) prefer the term impact to burden. Linguistics aside we felt it very important that
the students were able to experience this positive sense of love and affection and parent/carer

resilience for themselves, and also to report on it here.

All of the parents who took part in this study had recently provided family placements to
intellectual disability nursing students, yet of the seven parents who also completed
interviews, four have no experience of an intellectual disability nurse being involved in the
care/support of their child with intellectual disability; thus were not able to comment on their

experiences of intellectual nursing in practice. The placements themselves brought added
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value as the parents liked making a contribution to the professional development of these
nurse students, and appreciated the students' interest and/or enjoyment in their child with

intellectual disability.

As mentioned earlier, these interviews build on our understanding of the value of family
placements from both the parents’ perspectives and the nurse students’ (Finlayson and
Darbyshire, 2015), and once again the reciprocal nature and benefit of family placements are
emphasised. Both the parents in this study, and the nurse students in our earlier study who
participated in the placements these parents provided (Finlayson and Darbyshire, 2025),
stressed realising the daily demands of caring on family life, and the development of
communication skills with family carers as main learning outcomes for nurse students; indeed
in this present study, opportunity to talk about caring with each other is evidenced as having

value.

Implications for Practice

Health and social care professionals in training/education must spend around 50% of their
time 'on placement’ in order to meet the criteria as laid out by regulatory bodies (NMC and
HCPC). For those who want to work with people with intellectual disability the location and
design of placement learning opportunities has changed. Today nurse education, in this field
certainly, is guided more by principles of inclusion so that a partnership approach is favoured
and this is reflected and supported by policy (Hodge, 2006; Martin, 2008). In addition the

Nursing and Midwifery Council states, in point 15 of their guidance document for student
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nurses, that they should "Work in partnership with people, their families and carers' (NMC,

20100:13).

The benefits here are that from a purely educational perspective the standpoint epistemology
that the service user/patient brings to the situation can only ever reduce the theory/practice
gap (Cooper and Spencer-Dawe, 2006). In intellectual disability settings the long-established
principle of inclusion means that the learner (in our situation the student nurse) can be placed
in direct contact with the source of knowledge via the family placement. The arrangement
needs to be regulated by the faculty but the unmitigated experience of working in such close
proximity can only ever be achieved in situ. And from a purely practical perspective, the
placement ought to be defined by its target audience - people with intellectual disability and
their families. We feel that the feedback from the participants in which they identify sharing
and offering their own unique perspective as key to the success of the venture fully vindicates

the use of the placement.

Strengths and Limitations

The strength of this study lies in the modified ethnographic approach. The ‘practice-near
research' gave us intimate access to the lives of the participants. This approach is favoured
because by 'Positioning research close to practice creates opportunities for a greater
complexity of experience to be understood by practitioners, across a wide number of fields.
These fields range from considering the impact of structural disadvantage facing service users
and their families, through to capturing inner world, emotional experiences which impact

upon people’s lives' (Hingley-Jones, 2009: 413/414). By allowing the parents/carers to
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describe in their own words the daily trials of caring we were better able to then move on to
elicit information about their views and experiences of the family placement scheme. Here
we adopted a sympathetic stance via the interview schedule and so were able to ask open-
ended questions which prompted a detailed account of experiences of caring and how this

played out in practice when students became involved in the household.

A limitation is that only seven, or fifty per cent of the parent-carers who provided family
placements during the assessment period, chose to take part; thus findings are not
representative of all parent-carers who participated in the scheme. Nor are we able to extend
any claim that what we found here might be replicated elsewhere. More work needs to be
done, to involve parent-carers in research as well as increasing their participation in family

placements and nurse education.

All seven participants were mothers (female). Five of the seven had a male partner, but their
partners did not contribute to the interview, so the voices of male family carers/fathers were
not heard. In addition, five were mothers of children with an intellectual disability, and as
such, had limited or no experience of intellectual disability nursing in the care of their child.
Future practice and research should include more family carers of adults with an intellectual

disability, who receive care and support from intellectual disability nurses.

CONCLUSIONS

The role of the nurse delivering care to people with intellectual disability has evolved

considerably over the past 40 years from operating within a mainly institutional system to one
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of community support within the least restrictive environment (Clapham, 2014). The hub and
spoke model of training develops this further and allows opportunity to work more closely
with family carers of people with intellectual disability, to enhance learning; and there will
always be families who need varying degrees of assistance to care for a child with intellectual
disability. We believe this small scale example demonstrates that by aligning the educational
needs of nurse students with the domestic arrangements of families who care for a child with
intellectual disability, it is possible to provide a harmonious setting that is of mutual benefit

to all parties.
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