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‘Intellectual disability nursing, the Cinderella relation of nursing’: marginality 
explored through the oral histories of intellectual disability nurses 

 

Introduction 

This paper reports on an Anglo-Irish oral nursing history project that sought to capture the 

oral histories and lived career experiences of thirty-one individual intellectual disability 

nurses.  Currently within the United Kingdom (UK) of Great Britain and Northern Ireland, 

and the Republic of Ireland, pre-registration undergraduate nursing students choose to 

follow one of four fields of nursing practice: children, adults, intellectual disabilities, or 

mental health.  After three or four years of Higher Education and with successful completion 

of both theoretical and clinical components of a professionally validated programme of 

study, they are eligible to qualify and register in their chosen specialist field of practice.  

From an international perspective, these are the only countries that adopt this approach.  

Other countries provide generic pre-registration nurse education, although nurses might 

subsequently elect to work with, and support people with intellectual disabilities following 

registration.1 

 

Background 

The origins of intellectual disability nursing can be traced back to a time in the twentieth 

century when many people with intellectual disabilities were routinely segregated from 

their communities into large institutions [asylums].  This practice of segregation was part of 

a wider eugenic period in history, where people with intellectual disabilities, referred to as 

‘inmates’, were overseen in a custodial relationship in the institutions, by ‘Attendants’.   In 
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the UK this growing provision of institutions necessitated the development of a specialist 

workforce, one that was better educated and trained, to improve standards, which was 

originally overseen by the Royal Medico Psychological Association.  Serendipity eventually 

saw these institutions metamorphose into hospitals under the auspices of the National 

Health Service Act (NHS) brought before parliament in 1946, and consequently these 

‘Attendants’, were   gradually enculturated as a sub-group of nursing, with their regulation 

training and award of qualification eventually transferred to the General Nursing Council.2  

In the Republic of Ireland, the introduction of intellectual disability nursing emerged in 1959, 

with the opening of the first An Bord Altranais approved programmes of study in two 

schools of nursing: the Daughters of Charity at St Joseph’s, Clonsilla, Dublin, and the 

Brothers of Charity, St John of God, Drumcar, County Louth.3 

Originally in both jurisdictions these nurses were known as ‘mental deficiency nurses’ [now 

intellectual disability nurses], but through a series of developments during the first half of 

the twentieth century, intellectual disability nursing became a relative, albeit an awkward 

one, of the wider family of nursing.  Throughout the temporal span of their professional 

status these nurses have variously been referred to as mental deficiency, subnormality, 

mental handicap, learning disability and more recently - intellectual disability nurses, the 

terminology reflecting the prevailing zeitgeist of health and social care policy as well as 

public opinion at different periods of the twentieth and twenty-first centuries.  However, 

this specialist field of nursing practice has never been regarded as part of the ‘sickness 

model of care’, central to the value base of nursing more widely.4 The work they carried out 

sat rather awkwardly with nursing’s ambitions for professionalism through greater levels of 

technical skills and status. In the case of the nurses who worked in the institutions their 

work was not directed towards a ‘cure’, but involved ‘education and, or training’; and not 
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‘bedside nursing’, as was the case in nursing more widely.  Moreover, intellectual disability 

itself was often perceived as a ‘chronic condition’ and, as a consequence, this type of nursing 

was never considered equivalent by the wider family of nursing.5  

Historically, at its centre, nursing was, and perhaps still is, controlled by white, middle-class 

women who adopted an ideology of care founded on curing sickness.  Their dominance was 

attained at the expense of other sub-groups of nurses, who often originated from working-

class backgrounds and, although in the past numerically significant, they lacked political 

power; and this has continued until today and now includes nurses from a number of ethnic 

minority groups.6 It has been contended that intellectual disability nurses have experienced 

a double stigma.  This was due to their strong association with trade unions, and with many 

originating from working class backgrounds, who were predominately male, and as 

importantly were not actively engaged in caring for sick people.  Secondly, they were 

stigmatised by association, or a ‘courtesy stigma’, because of the institutional settings in 

which they worked and the work they undertook, as well as their historical association with 

many inquiries concerning abuse in such settings.7 

In England the secondary status of intellectual disability nursing was underscored by the 

Board of Control for Lunacy and Mental Deficiency, which was a government body 

established as part of the Mental Deficiency Act in 1913, to oversee the treatment   of 

people with mental health issues and those with intellectual disabilities in England and 

Wales, when in 1920, this field of nursing was introduced as a subsidiary part of the General 

Nursing Council’s mental supplementary register.  As a consequence of ascription to this 

secondary status, the place of intellectual disability nurses within the nursing profession has 

constantly been challenged for decades.  For instance, after the Second World War, the 
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General Nursing Council gave serious consideration to whether it was worthwhile to include 

‘mental deficiency institutions’ in the new nursing regulations.8 Somewhat later in 1979, in 

the UK the Jay Report recommended that ‘mental handicap nursing’ should be replaced 

with an alternative professional grouping which would be based on the social model of 

care.9    

Now decades after its inception as a much-needed workforce of the institutions the 

converse has become the case in both England and the Republic of Ireland.  In the twenty-

first century, rather than being perceived as central to the delivery of support and care of 

those with intellectual disabilities their relevance, along with any claimed contribution such 

nurses make, has become the subject of increased scrutiny; with some considering it 

redundant in light of changes to the nature of service provision for people with intellectual 

disabilities.  To date discussion in the research literature as to the future of this professional 

group has endured unabated, and their continued survival as a specialist part of the wider 

health and social care workforce remains uncertain.10  

We draw heavily on the oral histories of participants of this project, and their use has 

offered new and significant insights into workforce issues related to intellectual disability 

nursing.  The participants included qualified [registered and enrolled] nurses, as well as a 

small number of unqualified nursing staff, known as ‘health care assistants’.  We contend 

the oral histories of these participants illustrate how intellectual disability nurses more 

widely have become marginalised from the wider family of nursing, and subsequently have 

now become a compromised workforce.  In this paper, the concept of marginalisation is 

used to explore and illustrate the new insights gained from the collected oral histories of 

these nurses. 
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Marginalisation of intellectual disability nursing 

The concept of marginalisation is widely used to refer to both a process and product of 

something or someone driven toward the margins of a central grouping. It is suggested that 

marginalisation, as a social phenomenon, can occur at the global, community and individual 

levels.11  Additionally, the concept of marginalisation is used extensively within a range of 

academic and professional disciplines, for example: health,12 education13 and gender 

studies.14 Regardless of the academic discipline or focus of researchers, central to the 

concept of marginalisation is the lived experience and subsequent outcomes of minority 

sections or sub-groups of a larger group, in this case intellectual disability nursing, 

experiencing a sense of becoming excluded by virtue of difference.  There is precedence of 

marginalisation occurring in historical nursing research of another specialist sub-group of 

nursing, resulting in the eventual demise of Registered Fever and Infectious Disease nurses 

during the mid-twentieth century. This sub-group became increasingly perceived as 

redundant due to medical advances, immunisation programmes and general improvements 

in health and social conditions.15  

This paper will suggest that marginalisation, which to our knowledge has not been explored 

before in relation to intellectual disability nursing, is a useful conceptual framework to 

account for the gradual decline in both the number of intellectual disability nurses, as well 

as the influence they are able to exert in and on the wider family of nursing.  

Marginalisation, it will be argued , has occurred as a consequence of complex temporal 

changes within health and social care, hegemonic tensions within nursing itself, albeit 

possibly subconscious, to control policy, discourse and practice held by dominant groups.   

Also, a continued and all-pervasive stigmatisation and emotional labour is associated with 
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this specialist type of nursing.  Four themes that have been isolated from participants’ oral 

histories will be used to illustrate this: the health and social care context; parallel 

stigmatisation; recruitment issues; the emotional labour of intellectual disability nursing and 

its impact on wellbeing.  These exemplify an impending ‘product’ and an ongoing ‘process’ 

of marginalisation, and it is suggested that these may well be a predictor for the potential 

trajectory regarding the future of intellectual disability nursing. 

 

Method 

This qualitative study informed by an interpretive paradigm, phenomenological in nature, 

and mediated through the oral history approach, adopted semi-structured interviewing with 

thirty-one participants.  Oral history has been identified as an important method in nursing 

research, acknowledging that the personal narrative is central to eliciting meaning, which 

can be helpful in illuminating past experiences.16 It has been used as a method to recall 

events for many centuries and serves as an important method to learn from the past.17 We 

chose oral history as our method as we wished to explore and obtain insights into the lived 

experience of participants; employing a bottom up approach, grounded in their world view 

as opposed to presenting a chronology of legislation and documentation.18 In this instance, 

the stories of the participants in this present study provide an authentic context to inform 

both the present and future practice of intellectual disability nursing.  Whereas there is a 

relatively long standing and extensive interest in the history of intellectual disabilities that 

has predominantly focussed on people with intellectual disabilities, some of whom were 

detained in the old long-stay institutions, 19 examples of oral history research in the field of 

intellectual disability nursing are rare. 20  
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The overarching aim and focus of this project was to collect and analyse oral histories to 

explore, support and, or challenge contemporary knowledge of the trajectory of intellectual 

disability nursing over the last 30 years, in the jurisdictions of England and the Republic of 

Ireland.  More specifically, objectives of the project were to: 

•  explore the lived experience of intellectual disability nurses and health care 

assistants in England and the Republic of Ireland of their working lives, 

•  examine factors affecting the sustainability of this workforce and relate this to 

contemporary   issues of recruitment and retention, 

•  unearth lessons for contemporary providers of health and social care services and 

make appropriate observations regarding workforce sustainability, and 

•  establish an archive of intellectual disability nurses’ and health care assistants’ oral 

histories. 

Ethical approval was sought and granted in both jurisdictions for all sites through X and X 

(names of Universities redacted for review) ethics committee. The participants proffered 

written and verbal informed consent prior to, and during an interview process.  

Furthermore, participants who agreed to have their anonymised transcript and audio-

recording archived in the Royal College of Nursing (RCN) archives also signed copyright 

assignment forms.   

We sought to include a range of participants in this project, which included both qualified 

nurses and health care assistants, all of whom had worked for 30 years or more in 

congregated or semi congregated settings. During the careers of these participants the roles 

of health care assistants in the United Kingdom and Republic of Ireland were similar.  
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Typically they worked in various care settings under the guidance and direction of qualified 

nurses, and some subsequently completed professional education programmes to become 

qualified nurses.  Health care assistants undertook a range of tasks that included: observing, 

monitoring and communicating with patients/residents, relatives and carers.  They also 

assisted with some clinical duties, in addition to personal care, and the checking and 

ordering of supplies for the care setting. (It should be noted that all the extracts from the 

interviews, which are cited later in this paper, are drawn from interviews with participants 

who were qualified intellectual disability nurses. However a few of these participants had 

previously worked as health care assistants, prior to commencing their professional studies 

to become qualified nurses.) Thirty-one participants were recruited to the study, eleven 

from the Republic of Ireland (nine were qualified and two were health care assistants), and 

twenty participants from England all of whom were qualified (Table 1), with a range of 

service from 31 to 47 years.   

 

INSERT TABLE 1 ABOUT HERE  

 

Data analysis 

Research teams in England and the Republic of Ireland agreed on an overall approach to 

data analysis, which aligned itself with undertaking the analysis within the reconstructive 

mode representing an ethno-sociological approach.   

Interviews were conducted from February 2018 until September 2018, all interviews took 

place at a location of the individual interviewee’s choosing.  Following each interview the 
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recording was transcribed verbatim.  These transcripts were then analysed using a general 

thematic approach employing a four-step analytic process to achieve this.21 Firstly, text 

segments were identified following a thorough reading of the transcripts.  Secondly each 

segment was then given a code.  Some text was not coded, as it was not relevant, and some 

text segments were coded several times as they related to multiple categories.  Thirdly, 

codes were then grouped into categories, and in the fourth and final step, these categories 

were eventually clustered into themes.  

The process of analysis was conducted independently in both jurisdictions to allow for 

similarities and differences within the texts to be identified at a later point.  At key stages 

the teams in England, UK and the Republic of Ireland employed a triangulated approach 

with other members of their respective teams to consider emerging themes from data 

within the context of the project’s key aims. Finally, for those research participants who 

agreed, arrangements were made for digital recordings of their oral histories to be placed in 

an on-line archive held by the RCN. 

 

Findings 

This section discusses four themes from these participants’ oral histories: health and social 

care context, parallel stigmatisation, recruitment issues, the emotional labour of intellectual 

disability nursing and its impact on wellbeing of this specialist group of the nursing 

workforce.  These themes are synthesised with a range of contextualising historical research 

and nursing literature, which amplifies the gradual diminishing presence of intellectual 

disability nursing in the discourse of nursing more generally, and this provides an authentic 

narrative for its marginalisation from the wider family of nursing.    
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Health and social care context 

In this first theme, participants provide insight into their strong feelings regarding the 

changing nature of service provision for people with intellectual abilities that occurred 

during their careers.  Although they did not view past institutional care practice as ideal in 

any sense, they did consider current policies and health care approaches lacked aspects of 

what they perceived to be fundamental values and vision, which were developed early in 

their nursing careers; and particularly so during the relocation of people with intellectual 

disabilities from institutional to community settings during the 1980s and 1990s.  

Recollections from their oral histories, particularly those employed in England, convey a 

strong sense that the ‘powers of government and finances’ were operating in a manner that 

strongly impacted on their capacity to ‘do their work’.   In the early part of this century, a 

White Paper ‘Valuing People’ outlined the then UK government’s policy for developing 

services for people with intellectual disabilities in England,22 and this was  recalled by one 

participant as particularly significant.  

The White Paper, suddenly said that people with learning disabilities don’t have to 

be looked after in the NHS which maybe right, maybe wrong, I think significantly 

there was this massive change of funding which went to the local authority, and 

therein lies a problem because the local authority has become underfunded and 

underfunded.  Hence Learning Disability Nurses are a dying breed are they not?  

Um…and I can remember thinking at the time when I was told oh well this particular 

service I don’t know when this happened, it happened gradually, but this service is 

now going to be deregistered.  Really!  So…everything I thought I knew I don’t have 

to know anymore. Um…and the Learning Disability Nurse won’t be required to 
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manage it anymore so who’s going to manage it then?  As it turns out the person 

that now manages it doesn’t have to have any qualifications. (Alice, qualified nurse, 

England) 23   

And the staffing shortages in the hospitals became dramatic when they were put in 

the public eye, and I believe that at that point the funding that was always a problem 

in the hospital that was camouflaged, you couldn’t hide the funding in the 

community and so lots of learning disability nursing posts were done away with to 

make more pairs of hands.  Absolutely convinced that that’s the case and so we saw 

lots of LD nurses go off and do other stuff because they weren’t being funded to 

work in community settings. And then there was a panic because oh my god we’ve 

got no trained staff and so by miracles NVQ appears.  Some might say NVQ stands 

for Not Very Qualified, not that I would say that.  But you got more pairs of hands. 

(John, qualified nurse, England) 24 

Whereas, and by way of contrast, in the Republic of Ireland, this shift from institutional 

‘campus-based’ services to smaller residential homes in the community has evolved more 

cautiously over recent years.  Nonetheless there have been changes to the context of 

service delivery, and its impact has been felt in a similar way to England.  Changes there 

required reconfiguration of staffing, along with changes to the working environments in 

which these nurses found themselves working.  However, Irish participants reported 

difficulties in encouraging staff to alter their work practices, especially the requirement to 

move out of the campus style settings:  

‘When you are moving, bringing the people with disability out to the community was 

never the problem, it was bringing the staff.’  (Nora, qualified nurse, Ireland) 25 
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Nonetheless these participants offered positive views concerning this move to alternative 

care in community settings:  

… Had the joy of breaking up the big group that, of, of females that I was looking 

after in to two smaller groups and now we’re coming on to the next stage where 

we’re now going out to community houses where it will be like a home. (Erin, 

qualified nurse, Ireland) 26 

‘I've been delighted to see people progress from an institution to having a good life 

in the community.’ (Grace, qualified nurse, Ireland) 27 

I think when I moved to the community more so it was even the fact of being part of 

the household, you kind of got ownership, you know of your little house and your 

few people as such.  Again getting to know them, kind of the family feel. Sitting 

down to dinner together, you know that sort of thing, that’s what I enjoyed with the 

group. (Emily, qualified nurse, Ireland) 28 

 

INSERT FIGURE 1 ABOUT HERE [DARENTH PARK HOSPITAL] 

 

In Ireland this shift in service delivery was largely, as in the UK, influenced by changing 

societal trends and more recently by more formalised procedures and policies related to the 

introduction of the Health Information and Quality Authority, which has inspected services 

there since 2013.  This has brought significant changes to service provision, and surfaced 

challenges to the role of intellectual disability nurses, as well as expectations of service 

managers: 
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‘Our organisation is very much guided by procedures and policies which are good but 

can, you know constrain things sometimes.’ (Sophie, qualified nurse, Ireland) 29 

Every time we get inspected and every time we are given an action plan, which we 

work on immediately, and is all very positive, because we need that, we need audits, 

we need action plans and we need people to come in and tell us, you know what, 

you’re doing that (is) all wrong, you’re not doing that right, or I could see a better 

way of doing that, this is being tried somewhere else and, and that is all wonderful. 

(Erin, qualified nurse, Ireland) 30 

In both jurisdictions participants found the enormity of change to service provision for 

people with intellectual disabilities challenging. Participants clearly indicated that this 

changing context was not only related to ‘where they worked’ but also ‘what they did’, and 

was perceived as a fundamental change to their role.  These nurses also found it difficult to 

accommodate their sense of outrage as their practice and specialist status were increasingly 

devalued, and this sense of indignation was made all the more acute as they were replaced 

by unqualified non health personnel.  The Irish nurses found the inspections of their work, 

and the quality of care they provided, somewhat intrusive but simultaneously 

acknowledged the improvements this brought. 

 

Parallel Stigmatisation 

People with intellectual disabilities have long been socially stigmatised and regarded as a 

deviant group, and this is reflected in their history of societal devaluation, during which they 

have been perceived as ‘deviant menace’ and ‘deviant sick’.31   Therefore, in relation to 
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stigmatisation, it has been suggested there is a shared experience between those with 

intellectual disabilities and the nurses paid to care for them.  These nurses have been 

subject to devaluation, and subsequently marginalised by nursing more widely, because of 

their inability to conform to the central work of nursing, and by reason of their work with 

groups of people viewed as deviant.32   

Almost universally, the participants in this project, in both England and the Republic of 

Ireland, recollected feelings of being undervalued, or devalued, as skilled and able 

professionals by other healthcare colleagues, as is exemplified eloquently in their narratives: 

I think from the start of my career and we were always under the umbrella of 

the…like I said if you stand still long enough what goes around comes around.  But 

we were under the umbrella of one of the local hospitals and it always felt like we 

were the poor relations, always felt like you know well we’ll have that and then you 

can have that bit that’s left over and it felt like that for a long time.  And I think 

learning disability nursing was sort of seen as like the Cinderella poor relation of 

nursing. (Margaret, qualified nurse, England) 33    

I can remember early stages everyone…you would say what you did and people 

would say for goodness sake, couldn’t you get a different job to that?  As if it was 

something appalling to do, an awful area.  It was like the bottom of the pecking 

order really, you would do anything but that sort of nursing… I’ve even had 

somebody say to me I can smell that hospital on you, on your clothes.  Yeah I’ve 

even had someone say that to me.  As if repulsed you know, as if repulsed. (Brenda, 

qualified nurse, England) 34 
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Yes there have been feelings of being looked down upon by maybe other nursing 

groups but also I think partly because people have never understood what we do.  

We…yeah…have felt the lowest of the pecking order.  But maybe…I think maybe we 

do ourselves an injustice because we don’t have possibly as strong an identity as 

nurses because it’s not as clear cut as it is with other forms of nursing, clinical 

groups.  Yeah and I think a lot of it is born out of not knowing what…other people 

don’t understand what we do. (Cheryl, qualified nurse, England) 35 

‘I don’t think Learning Disability Nurses ever have had the same status as general 

nurses, or psychiatric nurses, I think there’s always been a slight pecking order seen 

by the professions'. (Thomas, qualified nurse, England) 36 

 

INSERT FIGURE 2 ABOUT HERE [PRIZE GIVING] 

 

‘I do think that other disciplines of nursing tend not to think that we are as important 

as they are’. (Mary, qualified nurse, Ireland) 37 

I remember years ago, you know, bringing somebody for an appointment, you know, 

and a nurse would say, I don’t know how, oh you're so good, you're so brilliant, I 

don’t know how you do it, you know.  And I used to try to justify it but I just, pah, 

throw my eyes up, you know.  So I wouldn’t say discriminated, I'd say patronised by 

colleagues, by colleagues in a different field, not by family or friends. (Grace, 

qualified nurse, Ireland) 38 
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INSERT FIGURE 3 ABOUT HERE [ADVERT] 

 

Recruitment Issues 

Nurses participating in this oral history research project recalled a myriad of ways in which 

they were first introduced, and subsequently recruited, into the field of intellectual disability 

nursing: 

 ‘It was a teacher from the school came down to the house one day … she told me 

about a course that was going on.’ (Niamh, qualified nurse, Ireland) 39 

‘I was of the generation where you got into nursing because the parish priest knew 

the matron.’ (Mary, qualified nurse, Ireland) 40 

Yeah I was only 18 years old, I was at sixth form college in TOWN and they organised 

a trip to [HOSPITAL] because they used to do open weeks as you probably know, 

which…it’s kind of a bit alien now in’it to think about it.  They did open weeks 

anyway so I put my name down to go.  I’d never actually heard of hospitals for 

people with learning disabilities because at the time I was only 17.  But we had a 

look around and a lot of the residents as they were called at that time, were 

approaching us, hello who are you?  And I just thought yeah…I think I’d like to do 

this.  So…quite naively I suppose, I thought yeah I’ll do it and so I applied and I got a 

place. (Delia, qualified nurse, England) 41 

One research participant, whose career spanned forty years, indicated their early interest in 

this field of nursing was through having a sibling with intellectual disabilities:  
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Well I started working with people with learning disabilities when I was 15.  Although 

prior to that for me it was not atypical to have learning disabilities in the family 

because I had a brother that had intellectual development disabilities, he had Downs 

Syndrome, autism and severe behaviours of concern.  So I sort of grew up with if you 

like learning disabilities, and as I mentioned I started working within a hospital 

setting when I was 15 in 1975 and then in ’78 I then undertook my nurse training, 

Registered Nursing Training with the NAME School of Nursing. (Ronald, qualified 

nurse, England) 42  

Another participant, who had a career lasting thirty-two years, recalled their introduction to 

intellectual disability nursing occurred through serendipity, after working in another 

occupation until their early twenties. 

Well I started in nursing, my nursing career started when I was 24… prior to that I 

served my apprenticeship as a painter and decorator.  Which I didn’t feel was going 

anywhere really, it was a job. It was fairly well paid at the time.  But it wasn’t 

enough, it wasn’t adequate and I thought either Social Work, nursing, something in 

the caring work environment would be something I’d be interested in.  [Hospital] 

was the local hospital, I hadn’t chosen whether to do general nursing, psychiatric, 

learning disability whichever.  That was the nearest hospital so that’s where I ended 

up working. [I started as a] Nursing Assistant, and then applied for school and joined 

the Nurse Training School as a pupil nurse.  Took the exam, didn’t pass it to do the 

student course, so it was the pupil course that I joined and then um…did the 

conversion course several years later and became a registered nurse some 10 years 

after I’d started.  (Simon, qualified nurse, England) 43 
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During recent years in England, however, chronic problems have been experienced with 

recruitment to undergraduate nursing programmes, especially those relating to intellectual 

disability nursing.  The number of intellectual disability nurses employed in the NHS in 2019 

was approximately 3,200: a reduction of 58 per cent from 10 years earlier.44  

In the Republic of Ireland financial investment in the Irish nursing workforce was severely 

challenged in the economic recession that occurred between 2008 and 2011.  This resulted 

in a moratorium preventing international recruitment and this contributed to the 

emigration of Irish and non-European nurses.  Additionally, an incentivised early retirement 

scheme introduced in 2011 led to a further depletion in the number of nurses.45 

Nevertheless, in contrast to England, the number of places taken up for intellectual 

disability nursing undergraduate programmes in recent years has improved; and 5,180 

intellectual disability nurses remained on the Irish nursing register in January 2019.46    

 

Emotional labour of intellectual disability nursing 

Many nurses participating in this oral history project from both England and the Republic of 

Ireland  had worked in long-stay institutional settings prior to major developments in service 

provision resulting from implementation of social and health policies, evidenced through a 

move from institutional care to services based in community settings.  Nurses working in 

these institutional settings needed to accommodate tensions inherent to a dual role that 

entailed both ‘care’ and ‘control’.  Whereas the institutional system had been concerned 

with the care of individuals it was also concerned for the safety of a society that required 

protection from people formerly defined as ‘mental defectives’.  Thus maintaining an 
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orderly environment was often perceived as critical for residents of these institutions, as 

this was regarded as necessary to counteract their individual deficiencies.47 

Intellectual disability nursing, at this time, involved developing proficient inter-personal 

skills to uphold discipline and self-control, which were viewed as vital to maintaining an 

ordered routine and calm environment.  Emotional labour is an important, mainly unseen, 

aspect of work undertaken by professionals in caring professions. In the context of this 

paper we use the term to describe ways in which intellectual disability nurses used 

emotions, and the appearance of emotions, to provide security and confidence in others, in 

their role as carers.48 Nowadays, the skills required of an intellectual disability nurse are far 

removed from the old notion of capacity to effectively manage a ward within a large, long-

stay institution.  However, in management terms, the effective and efficient coordination of 

services and staff within a community context is equally as important.         

Participants acknowledged their work to support people with intellectual disabilities was 

stressful at times and subsequently this impacted on their physical health and mental well-

being.  The presentation of behaviours that challenged carers as well as service providers 

were highlighted as particularly stressful.  Participants referred to various behaviours, 

including the effect of noise and severe behavioural challenges, such as self-injurious and 

aggressive behaviour, as examples of what they found upsetting and stressful:  

‘Probably the most invasive thing of all is noise I find, multiple noise and demanding 

your attention is probably far harder than getting a box or a kick.’ (Nora, qualified 

nurse, Ireland) 49 

‘I still find self-injurious behaviour quite difficult….It’s when somebody is hurting 

themselves, I just find it difficult.’ (Grace, qualified nurse, Ireland) 50 
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Scary, it was scary at times and it still can be scary at times you know without a 

doubt, but also in some cases quite emotionally distressing yeah because I knew a 

bloke who was in [HOSPITAL] who was a young man and he used to sit on the 

radiator and kick his shins with his other foot, kick his shins, bite his fists and cry and 

it was horrible.  It was like he was…there was a sadness there and he was aggressive 

and violent but at the same time he did this, it was like…it was horrible to see him 

but then…I came across him in a community home and he wasn’t doing that yeah.  

He was…a lot happier, he still was challenging you know but the whole physical 

biting his hand and kicking his legs and…it was like he was saying you know I don’t 

like it, I’m unhappy.  I am unhappy but he couldn’t say I’m unhappy do you know 

what I mean? (Helen, qualified nurse, England) 51  

Other nurses referred to their experiences of service and managerial issues which had also 

been significant sources of stress: 

Not that I’m completely burnt-out but I do intermittently feel how much longer can I 

do this?  And it’s normally in reaction to resource issues and changes, and just trying 

to meet demands.  But in particular when I was working in [County] as a community 

nurse there was me as the Lead Nurse and a Band 6 I think, and there was a Band 5 

nurse.  So she was on maternity leave and my Nurse Manager was on maternity 

leave. Which left me to cover the service.  So…there were 3 band 6s and we were all 

trying to cover the Nurse Manager post, as best we could because they covered the 

3 teams.  But whilst I was…carrying all the clinical work, it was when they came back 

roughly about the same time, and it’s when they came back that I actually…broke.  

Yeah and I had to take some sick time and it was…manage, manage, manage, and 
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then when I didn’t need to manage anymore I couldn’t do it…Yeah… Yeah, I was 

signed off for a bit. (Cheryl, qualified nurse, England) 52 

Another participant, who had worked as a Community Nurse, indicated that working with 

the parents of adults with intellectual disabilities could also be challenging:    

When I was a Community Nurse, probably the people who did stress me the most 

would be the parents because the referral would come in and trying to get them to 

engage and to see maybe that what you were suggesting might work and oh we’ve 

tried that, no we’re not doing it and…or the way they…I mean they were parents, 

and parents have a really tough job I think.  You’re looking after the child who is an 

adult with learning disabilities, they’re not going to leave home and follow the same 

path as their other kids have done.  It’s not an easy job.  But I would sometimes find 

it frustrating because you could…you would see that you thought if only you 

wouldn’t do that then that wouldn’t happen.  But you’ve got to try to work with 

them and get them to sort of come on board really, you’ve no authority over people 

and as a Community Nurse you’ve no right to be there.  You’re there at their 

invitation and so you’ve got to respect that and try to do your best but that would 

sometimes be frustrating. (Delia, qualified nurse, England) 53 

Whereas the majority of research participants indicated they would ‘do it all again,’ in terms 

of embarking on a career in intellectual disability nursing, several of them acknowledged 

they had experienced high levels of stress at times.  Their personal recollections reveal some 

of the ways in which they developed resilience, enabling them to cope with demanding 

situations and yet keep functioning in their professional roles.  Their own colleagues and 

peers employed in, or outside, the same service organisation as the participants, were 
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identified as important sources of support in coping with the often-stressful demands of 

their work:        

‘We managed to cope, but you did have your colleagues when you were stressed, 

you used to go to lunches together and you were obviously all the time sharing 

stories, so this was our way of, of coping.’ (Erin, qualified nurse, Ireland) 54 

My support has come from again peers and colleagues outside of the organisation 

working within the same industry… Others that you speak to that confirm your 

thoughts, yeah I am on the right…yeah I thought I was.  I thought I was thinking in 

that way and that is the right way to be thinking.  I’m glad you’ve given me that 

reassurance.  So…yeah I think its different people at different times depending upon 

what was going on. (Thomas, qualified nurse, England) 55 

Other participants referred to their experience as practitioners, as well as finding ways of 

developing coping mechanisms and strategies, which reflected their shared ability to remain 

in intellectual disability nursing despite many continuing challenges and changes: 

As I said I’m pretty desensitised to…because I have had that, I’ve found myself 

thinking when a couple of nurses have said to me oh he or she is quite challenging, 

I’ve gone do you think so?  And then I’ve reflected on that and I’ve thought I think 

it’s because of the amount of years that I’ve worked in the field and I’ve come from 

situations that have been far more challenging maybe than…so yeah. (Helen, 

qualified nurse, England) 56 

I think what probably has changed is my own personal confidence in…yeah my 

personal confidence in my own competence at being with people and managing and 
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looking after staff also in the context of Challenging Behaviour.  And I guess with that 

is…a change in resilience I think.  I think perhaps earlier on in my career when I was 

involved either directly through somebody attacking me or working with staff teams 

that were dealing with that on a day to day basis, or indeed working with individuals 

that had severe self-injurious behaviour where they really caused themselves serious 

personal injury, I think perhaps when I reflect perhaps that would have affected me 

for a longer period.  I would have been in let’s say a state of distress let’s say.  

Whereas now I think I’ve become more resilient in being able to return to sort of 

baseline if you like. (Ronald, qualified nurse, England) 57 

But…I am certainly not somebody who would have…said that my stress is impacting 

upon the way I’m performing at work…I think you develop a better level of resilience 

so I don’t think…I think if anything my empathy probably has improved over the 

years, and my ability to reflect and to put myself in somebody else’s situation and 

understand how…what else is going on in their life is impacting upon the behaviours 

that I’m seeing.  I think my ability has improved um…but I don’t think that I’ve 

hardened to it.  I think my resilience and my ability to dig deeper…I’m more aware of 

needing to be resilient and I’m more aware of the tools, and the strategies that I 

have built up over the years in order to aid my resilience. (Jean, qualified nurse, 

England) 58 

 

(Figure 4 about here) 
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Discussion 

The health and social care context, along with developments in the provision and delivery of 

services for people with intellectual disabilities, has changed considerably in both England 

and the Republic of Ireland during the working lives of participants involved in this project.  

At the present time in England, the practice of intellectual disability nursing comprises a 

work context operationalised through wide ranging professional roles that includes: 

community support, liaison, epilepsy specialists, hospice care, secure or forensic health 

settings, diversion from custody programmes, in addition to a variety of specialisms in more 

generic community nurse roles.  Moreover, these roles provide support for all age groups of 

people with intellectual disabilities across the life span.59 Although research and policy 

clearly indicate a need for a similar range of services in the Republic of Ireland, such 

diversity of service provision continues to be rare or not available in that jurisdiction, and 

nurses have tended to retain more traditional roles in campus like settings.  

The concept of parallel stigma has been advanced as a useful means of comprehending the 

relationship between intellectual disability nurses and people with intellectual disabilities 

during the last century.60 Many individuals with intellectual disabilities were residents in 

long-stay institutions that were staffed by nurses. The majority of these institutions were 

actually two separate entities, one for male residents and one for female residents.  

Furthermore, there were strict rules ensuring that male and female nursing staff were kept 

apart from each other. The design of such long-stay institutional environments reflected the 

eugenic principles which underpinned the 1913 Mental Deficiency Act, in which ‘defectives’ 

were strongly discouraged from having offspring.61 
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The closed worlds of these institutional settings, in combination with their internal culture, 

and the effects these had on their residents, has been well recorded and confirms a great 

deal of sociologist Erving Goffman’s work regarding his description of total institutions, 

which was published in 1961.62 In the United Kingdom, during the late 1960s and 1970s, a 

series of scandals highlighted the fact that many institutions were poorly managed and not 

well resourced, which resulted in neglect and abuse of their residents.  Official inquiries that 

investigated these scandalous situations led gradually to major changes within the 

institutions, and significantly contributed to the demise of such forms of residential service 

provision.63   

 In terms of intellectual disability nursing being subject to a parallel stigma, as previously 

indicated, it has been argued that there was some level of shared experience between the 

residents with intellectual disabilities who lived in the long-stay institutions and the nurses 

who were paid to care for them. Additionally, intellectual disability nursing as a specialist 

nursing sub-group has experienced devaluation and marginalisation by the wider nursing 

profession.  This was because what intellectual disability nurses did was perceived as not 

conforming to the central work of nursing, and also due to their work taking place with 

groups of people viewed as deviant.64 Feelings of being undervalued, or devalued, as skilled 

and competent professionals by other healthcare colleagues in the course of their careers, 

were frequently recollected in the narratives of participants from both England and the 

Republic of Ireland in this oral history project.   

Recruitment issues, as well as issues concerning the sustainability of intellectual disability 

nursing, are not new.  Archival material at the National Archives in London, England, reveals 

that recruitment, retention, and workforce issues were experienced almost from when 
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intellectual disability nursing was initially established, however source material is somewhat 

confusing as a consequence of its conflation with mental health nursing.65 Within the 

contemporary context of an evolving shortage of nurses internationally, especially in 

England, and even more so regarding intellectual disability nursing, it is suggested a great 

deal might be learnt from the personal stories of the participants from this oral history 

project.  Even though in many instances serendipity played an important part in their 

recruitment, these participants managed to attain extensive periods of service in their 

chosen sphere of work.  

Very regrettably, when discussing the historical background of intellectual disability nursing, 

we find it difficult not to speculate that the association of intellectual disability nurses with 

the poor practice and abuse which, as mentioned earlier, took place in a number of 

institutions during the twentieth century, may have impacted on recruitment issues; and 

potentially also compounded the parallel stigmatisation experienced by this specialist sub-

group of nurses. Moreover, it is worthy of note that such scandals have continued to 

overshadow the work of these nurses, even in recent years of the twenty-first century.66   

The emotional labour related to their professional work was acknowledged by the 

participants in this oral history project as stressful, and this consequently impacted on their 

own health and wellbeing.  Nevertheless, it is notable that participants from both England 

and the Republic of Ireland recounted in their oral histories satisfaction at being able to 

assist in improving the lives of individuals with intellectual disabilities.  This occurred in spite 

of the numerous personal and professional challenges they encountered in the changing 

landscape of practice and service provision during their careers.  Their oral history narratives 

are testament to the determination, perseverance and resilience they cultivated throughout 
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their working lives to overcome difficulties and stressful situations routinely encountered.  

Their professional resilience is very clearly observed in their narratives and this is not 

currently documented in nursing literature.   

 

Conclusion 

The concept of marginalisation, adopted in this paper, offers an original unifying, and useful 

conceptual framework to understand the process and effects of marginalisation on this 

specialist sub-group – intellectual disability nursing – to the wider family of nursing.  As 

illustrated in this paper this marginalisation has occurred as a consequence of a complex 

interplay of historical, social, political, economic, hegemonic, and professional factors.  This 

has been clearly evidenced in the oral histories of these nurses, as well as a wide body of 

nursing literature and research which this paper has drawn on.  Moreover, the participants’ 

narratives have placed a lens of focus on the enormous scale of changes in health and social 

care, both in policy and practice, which they have witnessed first-hand during their long 

careers in the latter decades of the twentieth century and early part of the twenty-first 

century.  These changes within health and social care policy, along with their lived 

experience of parallel stigma, have been mediated through the emotional labour of this 

specialist nursing group and required them to develop resilience; this again we believe has 

not been previously documented  in  nursing literature. 
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