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ABSTRACT 

Dementia in individuals with an intellectual disability is a recent phenomenon due to 

advancements in medical intervention enhancing the lifespan of this cohort. A mixed methods 

design (n=109) was employed to establish if there was a relationship between the variables 

dementia training, occupational stress, approaches to dementia and challenging behaviour in 

the quantitative component. Further recommendations of improvements to current service 

provisions were sought in a qualitative component (n=5). The majority of non-parametric tests 

conducted to test the hypotheses, were found to be not significant. A Chi-square test found 

significance in the training levels of those employed in this area. Spearman’s Rho test also 

found significance in role ambiguity and approaches to dementia care. Thematic analysis 

yielded recommendations for future service provision established across the dataset. 

Recommendations for future research to collect further demographic data and establish a 

normally distributed sample are discussed along with dissemination of the current study.  
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1. Introduction 

Dementia in individuals with intellectual disabilities has only recently become the subject of 

study, possibly as a result of the increase of medical interventions leading to those individuals 

living longer (Coppus, 2013). The biggest single risk factor for dementia in the general 

population is age (Abbott, 2011), and the development of appropriate methods of diagnosis and 

treatment have been well established. However, the medical and technological developments 

that have helped prolong the lives of individuals with intellectual disabilities have not kept pace 

with the need to develop geriatric medicine. Currently in Ireland the population of individuals 

diagnosed with an intellectual disability 26,000 with 12% (3,100) of those over 55 years of age 

(McConkey, Truesdale-Kennedy, McCarron, McCallion, & Taggart, 2011). Recommendations 

from previous research (Tyrrell, Mulryan, & Dodd, 2014) have suggested that the age for 

assessment of dementia should begin at 50 years for those with an intellectual disability 

(without Down syndrome). They suggested that the assessment should be multidisciplinary 

using a plethora of assessment and carer-rated tools. It is unclear whether occurrence rates of 

dementia in individuals with intellectual disabilities excluding Down syndrome are at the same 

rate as that of the general population or higher. In a 2007 study in an Irish population it found 

that the rates of dementia among this cohort to be four times higher than the general population 

(Strydom, Livingston, King, & Hassiotis, 2007).  The difficulties of establishing a successful 

dementia diagnosis include the factor of previous neurological discrepancies in the presentation 

of dementia may be atypical in this cohort, resulting in a greater need for adequate recording 

tools to aid diagnostics (Krinskey-McHale & Silverman, 2013). The issue is complicated 

further by the inconsistency in staff training. Whilst research has shown that staff training 

significantly improved the quality of life of those who have a diagnosis of dementia 

(Chenoweth et al., 2015), this is not a mandatory component for those employed in the industry.  
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1.1 Defining dementia  

 Dementia has been defined by the World Health Organisation (WHO, 2019) as a 

progressive deterioration in cognitive function effecting memory, thinking, orientation and 

executive functioning such as language and comprehension. The progression of dementia has 

be catagorised into three stages; early, middle and late stages. Each stage further debilitates the 

individual with the progression in early stage predominantly effecting memory, middle stages 

effecting voluntary motor control requiring assistance with daily activities, and late stage 

effecting all aspects of cognition and motor function.  

1.2 Diagnosing dementia 

Typically a diagnosis of dementia is made on the basis of ‘normality’ and a deviation 

or reduced ability from the normal is considered as cognitive decline (Knopman et al., 2015). 

In cases where there is a marked obvious decline, the diagnosis of dementia is applied. The 

diagnosis is essential for the development of a care plan and pharmacological treatment. This 

is especially important in relation to the use of medications off-label. For example, the use of 

antipsychotics for the treatment of some of the more severe symptoms of dementia, such as 

hallucinations and delusions in Lewy body dementia. Previous research has indicated Lewy 

body dementia and frontotemporal dementia occur more frequently than vascular dementia in 

individuals with intellectual disability (Strydom et al., 2007). The identification of these 

symptoms are further complicated by the existing communication difficulty of those with an 

intellectual disability. In the general population, a specific dementia typology may be 

diagnosed, however the range of pre-existing difficulties in an individual with an intellectual 

disability may prevent the identification of this typology. Instead, the presentation of dementia 

in individuals with intellectual disabilities is usually recognised by a reduction in motor 

function before a cognitive decline is noted (Strydom et al., 2010).  



7 
 

Criteria based assessment have consistently failed to diagnose dementia in this cohort. 

Whilst the use of ICD-10 has reportedly found that the tool often prevents diagnoses of 

dementia in comparison to DSM-IV (Strydom et al., 2010) this has not been without problem. 

Although the criteria of ICD-10 measures a greater inclusion of non-cognitive symptoms such 

as emotional lability, it failed to differentiate from those who had dementia and those who did 

not. Additional diagnostic tools such as the dementia scale in Down syndrome (DSDS) (Gedye, 

1995) have not successfully transferred across to the intellectual disability population without 

Down syndrome. While the instrument has shown validity in individuals with Down syndrome 

there has been no psychometric property established across the research (McKenzie, Metcalfe, 

& Murray, 2018). Other measures have shown some efficacy in diagnosing dementia such as 

the dementia questionnaire for people with learning disabilities (DLD) formerly titled dementia 

questionnaire for individuals with mental retardation (DMR) (Evenhuis, 1992). Strydom and 

Hassiotis (2003) conducted a meta-analysis of dementia assessment tools for those with Down 

syndrome and those with intellectual disability without this diagnosis. A review of informant 

assessment scales (n=4) and direct assessment scales (n=11) were completed with the DMR 

showing greater reliability in providing an accurate diagnosis, with a robust item comparison 

to the mini mental state examination (MMSE) (Molloy & Standish, 1997) regardless of age or 

intellectual disability severity.  However, there is no other comparison scale to validate this 

scale as the better option. Another tool utilised in assessing the severity of dementia and the 

associated degree of neural damage is neuro-imagery. While this is a relatively reliable measure 

of cognitive decline or damage in the normal population, the likelihood of an abnormal brain 

image in those with intellectual disability is high (Sheehan, Ali, & Hassiotis, 2014).  
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1.3 Difficulties with diagnosis 

Typically, the individual with intellectual disability will reside in, or attend a disability 

service, and in later life this becomes problematic due to the transient nature of staff in these 

services. Castle and Engberg (2005) investigated levels of staff turnover in care facilities and 

found a high rate of staff turnover with 55.4 % to 85.8% of staff resigning after one year 

depending on their position, in turn ‘interfering with continuity of care’ (p. 616). Further 

research indicated an increase in staff turnover in younger staff members (Costello, Cooper, 

Marston, & Livingston, 2020). Diagnosing a decline can be difficult in a setting when staff 

become complacent, decline is unobserved and the new ‘normal’ is not recognised as a decline. 

Staff employed in disability services may also lack education and training in the area of 

dementia, while some services have continued to use generic services the specialist area of 

intellectual disabilities requires specialist training in providing dementia care (Tyrell et al., 

2014). The recognition of decline is subtle in the early stages, which add further difficulties in 

diagnosis and treatment, which may be masked by their primary intellectual disability diagnosis 

(Bishop et al., 2015).  Efficacy of medication in treating dementia, has a narrow opportunity in 

staving off the effects or progression, while there is no cure currently, the medication offers 

some respite to the progression (Buckley & Salpeter, 2015). Treatment does not work for 

everyone, nor is it a long-term option, usually providing short term relief provided it is 

prescribe at the right time. An inquiry into the care of individuals with dementia in the UK 

commissioned in 2009 found that dementia training was low across all care provisions 

including home care, with also one third of staff employed in specialist dementia units never 

having received dementia training (The All Party Parliamentary Group, 2009). The report 

stated that while training itself will not improve adequate care, it was a significant barrier. 

2011 in Ireland saw the introduction of government intervention of 

deinstitutionalisation of the disability sector. The aim of the intervention was to move 
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individuals into community based residents to afford those with intellectual disabilities quality 

of life and choice and move away from institutional abuse. In a follow-up report by Inclusion 

Ireland (2018) they found that there had been little shift away from congregated settings with 

more individuals with intellectual disabilities having died than those who had moved to 

community residence in 2016. Institutions were described as having these characteristics; 

“Isolation and segregation from community life, lack of control over day-

to-day decisions, lack of choice over whom to live with, rigidity of routine 

irrespective of personal will and preferences, identical activities in the 

same place for a group of persons under a certain authority, a 

paternalistic approach in service provision, supervision of living 

arrangements and usually also a disproportion in the number of persons 

with disabilities living in the same environment” (Inclusion Ireland, 2018, 

p. 5). 

When considering this, it is easy to see how the ability to recognise changes in 

individuals in early stage cognitive decline is diminished. For example, the ‘removal of choice’ 

and the ‘rigidity in the daily routine’ eliminate the demand on the individual, and may 

ultimately prevent recognitions of decline even in those who have been trained in dementia. 

Furthermore, the move to community settings will include the introduction of new staff who 

will be unaware of the individual’s abilities.  Additional barriers listed include funding and 

service development from government, while the plan to move away from institutions was the 

aim, services remain under funded, under-staffed and overcrowded. It is particularly alarming 

that the Health Inspector and Quality Authority (HIQA) found that fewer than 2% of disability 

services were fully compliant by national standards (Inclusion Ireland, 2018).  
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1.4 Research 

 In a recent study, care and support of advanced dementia in intellectual disabilities was 

explored via qualitative interviews. McCarron, McCallion, Fahey-McCarthy, and Connaire 

(2010) interviewed staff (n=57) who had provided care to at least one individual with advanced 

dementia and intellectual disabilities, with seven of the participants employed in palliative care. 

The study identified a general consensus that familiar care environments and familiar staff will 

lead to the best outcome for the individual. However, it was also suggested that dementia 

knowledge was lacking among staff with one staff stating they worked ‘from instinct’ (p. 147). 

The study also suggested that staff were averse to obtaining new knowledge to better support 

service users, one participant recalled thinking about a resident and how ‘they couldn’t die on 

her shift because she didn’t know what to do’ (p. 148). Further research in a comparative 

Australian study indicated that staff were unable to differentiate between normal aging and 

serious health conditions, further implicating appropriate care and diagnosis in particular in the 

intellectual disability cohort (Bowers, Webber, & Bigby, 2014). While the recommendations 

from the study are that more education and support facilities are required for individuals with 

dementia and intellectual disabilities, a criticism is the overreliance of the medical model in 

dementia care for individuals with intellectual disabilities (McCarron et al., 2010).  

 Lack of education has been identified as a component to preventing good quality care 

in end-stage dementia in intellectual disabilities (Tyrrell et al., 2014; Bowers et al., 2014; 

McCarron et al., 2010). As already discussed a wider variety of diagnostic tools should be 

utilised to diagnose dementia (Strydom et al., 2010). It is clear also that whilst presentation of 

dementia in the general population is typically initiated with memory loss, in those with an 

intellectual disability, dementia typically presents with a reduction in skills function, it is 

therefore clear that training and education should reflect this (Jamieson-Craig, Scior, Chan, 

Fenton, & Strydom, 2010). Jamieson-Craig et al. compiled a review of multiple dementia and 



11 
 

decline diagnostic tools with carers and individuals with intellectual disabilities. The only 

reliable diagnostic tool in individuals with intellectual disabilities remained to be a reduction 

in skills function, however, the precise level of disability was not specified. In individuals with 

mild intellectual disability the indication of dementia remained a decline in memory (as in the 

general population). The problem herein lies with the differentiation of ‘mild’ and ‘moderate’ 

as well as to what level the dementia has progressed prior to a carer’s awareness of dementia 

symptoms. A further meta-analysis intended to identify areas for improvement in dementia 

care in intellectual disabilities found an over reliance on generic dementia services despite the 

difference in onset ages, presentations and social environments to that of the general 

population. Basic level education in dementia was also attributed to a sense of uncontrollable 

decline. The behaviour of residents was often attributed to dementia without the assessment of 

other organic causes explored. This resulted in residents left in severe pain as a result of staff’s 

lack of knowledge (Courtenay, Jokinen, & Strydom, 2010). An Austalian study of n=978 staff 

employed across 53 care facilities found that dementia training was significantly correlated 

with better approaches to dementia care (Chenoweth et al., 2015). The study also found that 

the effect was greater in those who communicated with patients with dementia regularly, 

comparing day staff to night staff the effect was greater in day staff.  

 Staff burnout in care facilities may also be a contributing factor in preventing effective 

diagnosis of dementia. Continuity of care in familiar settings with familiar staff will aid the 

diagnosis and treatment of dementia, in particular with staff who have knowledge (Courtenay 

et al., 2010), with further research indicating that dementia care mapping ensures the service is 

dementia ready benefitting both staff and residents (Wilkinson, Kerr, Cunningham, & Rae, 

2004). While there has been limited research into interventions to prevent staff burnout in the 

intellectual disability sector, similarities can be observed in care facilities. A study by Cooper 

et al. (2016) provided a review of interventions that have shown some validity in the nursing 
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home sector as the presentation of dementia in this population particularly in late stage 

dementia is similar to that in the intellectual disability population. They completed a meta-

analysis of research into burnout of nurse’s aide in nursing homes. An educational intervention 

of dementia care mapping significantly buffered emotional exhaustion, with an additional study 

of the staff’s perception of available training also buffering burnout. Essentially, providing 

training or making training available to staff acts as a protective factor reducing the likelihood 

of burnout and emotional exhaustion. While it is beneficial to establish protective factors the 

majority of these studies were conducted in the United States where models of care are difficult 

to compare due to the private versus public nature of health care provision.  

 In further research relating to behaviours that challenge, staff’s perception of the 

behaviour and helping attitudes were found to increase helping behaviours. However, staff 

burnout and negative emotional responses were correlated to a negative response to behaviours 

that challenge (Todd & Watts, 2005). While studies in the area of dementia in intellectual 

disability sector are scarce, applying studies from a similar group of care facility staff in 

particular nursing staff was reviewed. Ervin, Cross, and Koschel (2014) reviewed 

pharmacological and nonpharmacological interventions in treating behaviours that challenge. 

Although there was agreement among nursing staff that some nonpharmacological 

interventions were effective in reducing behaviours that challenge, the nurses asserted this was 

not their role. This feeds into a scenario of role ambiguity and a rigid approach to treating the 

symptoms of dementia without the flexibility to incorporate both a medical and social model 

of care.   

1.5 Rationale  

In Ireland, the national intellectual disability database (NIDD) collects information 

about the intellectual disability population to plan for future service requirements (Health 
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Research Board, 2018). The NIDD has indicated that the intellectual disability population is an 

aging population and has segregated individual into age categories across the lifespan (0-4 

years, 5-9 years, 10-14 years, 15-19 years, 20-34 years, 35-54 years, and 55 years +). Whilst 

the current guidelines for dementia screening in the intellectual disability population without 

Down syndrome recommend 50 years (Tyrrell et al., 2014), the NIDD has established the 

cohort from 55 years plus (n=4,246) ( Health Research Board, 2017). Dodd (2017) has 

produced statistics based on age of onset of dementia and life expectancy from diagnosis, with 

those diagnosed under 50 years had a median life expectancy of 5.6 years (95% CI, 2.7, 8.4) 

and those diagnosed between 50-59 years to have a life expectancy of 4.4 years (95% CI, 3.8, 

5.0) and this continues to decrease as the population ages, with the average life expectancy of 

the total group combined to be 4.1 years (95% CI, 3.6, 4.6). While the NIDD have provided 

the number of individuals over 55 years, there has been no requirement for geriatric services 

mentioned in the ‘multidisciplinary support services received in 2017 and required in the period 

2018-2022’ (Health Research Board, 2018). In addition, the recommendation to move away 

from congregated setting in the deinstitutionalisation of disability services, with the aim to 

move into smaller community locations will require individuals to move to unfamiliar locations 

with new staff members that may not have adequate knowledge of the services users. Anecdotal 

evidence has suggested that of the small number of individuals who have moved to community 

setting, staff knowledge of the individual and overall reduction in staff support have resulted 

in poorer quality care (Inclusion Ireland, 2018).  

Recommendations from previous research has shown a lack of investigation into 

dementia in individuals without Down syndrome, with dementia education is found to be a 

buffer for staff burnout and better outcomes for individuals in care settings. Moreover, research 

has identified that the presentation of dementia in the intellectual disability population to be 

different than that of the general population despite continuous comparisons. It is the aim of 
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the current study to investigate levels of dementia education in individuals employed in the 

intellectual disability sector, comparing behaviours that challenge and occupational stress. In 

addition to frontline support staff, a qualitative question to establish ‘what is required to 

improve dementia diagnosis and support services in individuals with intellectual disabilities’ 

will be put to clinician that provide a diagnosis and those involved in allocating care provisions.     

1.6 Hypotheses 

Hypothesis 1: Social care staff are undereducated in the area of dementia in intellectual 

disabilities. p<.05 

Hypothesis 2: Lack of education increases occupational stress. p<.05 

Hypothesis 3: Role overload and role ambiguity will significantly predict a negative approach 

to dementia care. p<.05 

Hypothesis 4: Level of education in dementia will significantly affect the approach to dementia 

care. p<.05 

Hypothesis 5: There will be a significant negative relationship between role overload, 

responsibility and hope in dementia care. p<.05 

Hypothesis 6: There will be a significant positive relationship between occupational stress and 

challenging behaviour. p<.05 

Hypothesis 7: Dementia training levels will be higher in staff working with individuals with a 

dementia diagnosis. p<.05 
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2. Methods- Quantitative  

2.1 Participants  

A target population for the current study of males and females ranging in ages from 18 years 

and upwards who are employed in the intellectual disability sector was recruited. A purposive 

sample was sought to test the hypotheses. Initially a poll was conducted on a Facebook group 

‘Social care workers of Ireland’ to ensure a representative sample was available to provide a 

reliable result as per Cohens recommendations. A link to a qualitative survey was shared across 

specific social media group sites for individuals employed in the area. Participation of the 

survey was voluntary and a consent tick box selection was required prior to commencing the 

survey. The aim of the questionnaire was to establish dementia education in those employed 

with older adults with intellectual disabilities comparing stress, approaches to dementia care 

and challenging behaviours. The participants were grouped in regards to the age range of those 

worked with 50-55 years (n=40), 56-61 years (n=33), 62-67 years (n=20), 67-72 years (n=6), 

72-77 years (n=4), and 77 +years (n=4). Ethical approval was granted by Dublin Business 

School research ethics committee for the current study, and the Code of Professional Ethics 

(Psychological Society of Ireland, 2011) were adhered to throughout the data collection 

process. No gratuities or incentives were offered in lieu of participants completing the survey. 

The collected sampled included one hundred and eight (n=108) participants who met the 

inclusion criteria.  

 Inclusion criteria 

 Males and females over 18 years old who work with older individuals with intellectual 

disabilities and provide consent.  
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 Exclusion criteria 

 Individuals under 18 years, those with no experience with the specified client group, 

and those who refuse to provide consent. 

2.2 Design 

 The current study employed a quantitative questionnaire to test the hypotheses. A 

correlation design using a purposive sample was utilised to investigate the effect of dementia 

education on occupational stress, approaches to dementia care and challenging behaviours.   

2.3 Materials (refer to appendices) 

 A questionnaire was generated using google forms containing six multiple choice 

selection demographic questions; sex, what is the age range of your client group, have your 

clients a diagnosis of dementia, how long have you worked with this client group, what is your 

educational attainment and have you had any training in dementia relating to intellectual 

disabilities. Also contained in the questionnaire were three Likert scale surveys to measure 

occupational stress, behaviour that challenges and approaches to dementia care.  

 Occupational Stress index- Revised (OSI-R) 

 The Occupational Stress Index Revised (Osipow, 1998) is a multifaceted assessment of 

work related stress comprised of a total of 140 items (see Appendix B). The scale assesses 

stress in three domains; occupational roles, personal strain and personal resources. For the 

purpose of the current study, the researcher utilised the Occupational Roles Questionnaire 

(ORQ) only. This domain is comprised of sixty statements which  require the participant to 

answer in a Likert scale format ranging from 1 to 5 (rarely or never true (1), occasionally true 

(2), often true (3), usually true (4), true most of the time(5)).  The sixty statements are divided 

into subscales within the domain. Each of the subscales contain ten statements, measuring; role 
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overload, role insufficiency, role ambiguity, role boundary, responsibility and physical 

environment. Participants are presented with statement such as ‘I learn new skills in my work’ 

‘I know the basis on which I am evaluated’ or ‘I feel good about the work I do’. The items in 

each subscale are totalled, with a higher score indicating higher levels of occupational stress 

relating to the specified subscale. The reliability of this scale showed a Cronbachs α .845.   

Approaches to Dementia Questionnaire (ADQ) 

The Approaches to dementia questionnaire (Lintern, Woods, & Phair, 2002) aims to 

establish the manner in which individuals perceive dementia presentation and progression, and 

the attitude towards care delivery. The survey is comprised of two subscales which measure 

hope and person-centredness (see Appendix C). In total 19 statements such as ‘there is no hope 

for people with dementia’, ‘people with dementia often have good reasons for behaving as they 

do’, and ‘people with dementia are very much like children’ are presented, requiring a 5 scale 

Likert type answer ranging from strongly disagree (1) to strongly agree (5), questions 1, 2, 3, 

4, 6, 8, 10, 13 and 14 are reverse scored. Scores are totaled to reveal attitudes towards dementia 

care, the higher the score the greater the positivity towards care. Range of scores for subscale 

‘hope’ =8-40. Range of scores for subscale ‘person-centered’ = 11-55. Total overall range of 

score =19-95.  The reliability of this scale showed a Cronbachs α .749. 

Challenging Behaviour Attributions Scale (CHABA) 

The Challenging Behaviour Attributions Scale (Hastings, 1997) aims to establish staffs 

perceptions of behavior that challenges (see Appendix D). The scale is comprised of 33 total 

items, various items combine to create a subscale with the scale. The CHABA contains five 

subscales; learned behaviour; positive and negative (6 items), biomedical (6 items), emotional 

(7 items), stimulation (6 items), and physical environment (8 items) which are used to 

determine the cause for behaviour that challenges. Items are scored from -2 very unlikely to +2 
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very likely, answers are totalled and divided by the number of items in the sub scale to give a 

score. If the total for the sub-scale is below 0, the cause if challenging behaviour is not 

attributed to that sub-scale, if the score is above 0 the behaviour is likely to be attributed to that 

sub-scale. The reliability of this scale showed a Cronbach’s α between .739-.917 for each of 

the subscales. 

2.4 Procedure 

To obtain the target sample used in the current study, a link to a survey style 

questionnaire was circulated on social media platform (Facebook) in a specific group page 

titled ‘Social care workers of Ireland’. The participant self-selected by clicking a link which 

opened an external site (google forms) where the survey was located. Information regarding 

the nature of the study was provided to the participant (see Appendix A), with three initial 

mandatory qualifying questions prior to the survey commencing which were age, consent and 

if the individual was employed with the specified cohort. As data collection was anonymous, 

the right to withdraw was not possible, this information was provided prior to commencing the 

survey. Participants had the option to skip any and all remaining questions if they so choose. 

Participants were requested to answer six demographic questions and three survey style 

questions. The instructions provided at the beginning of the survey set asked the participant to 

select the most appropriate response to each statement. Upon completion of the survey, 

participants were provided with a debrief page with the contact details to local services if any 

distress was experienced as a result, following that, they were also thanked for their 

contribution (see Appendix G). Once the required number of participants had been reached, the 

questionnaire was closed leaving a message to state the same and a thank you message for their 

interest was displayed on screen.  
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2.5 Methods-Qualitative 

2.6 design. 

 A qualitative research design was adopted to meet the objectives of exploring and 

attempting to understand a professional’s perception and opinion of what is required to improve 

dementia diagnosis and care provision for individuals with intellectual disabilities.   

2.7 Participants  

 The study recruited five professionals, males (n=2) and females (n=3) over the age of 

18 involved in the diagnosis of dementia and/or the implementation of care provisions at a 

senior and middle management level. A purposive sample was employed utilising individuals 

from different professional backgrounds, who to the best of the researcher’s knowledge were 

not acquainted, and were employed by different organisations.  

 Participants were required to have a role in the diagnosis of dementia and/or the 

implementation of care provision as per recommendations (Tyrell et al., 2014). Having 

experience in diagnosing dementia in both general and intellectual disability populations and 

implementing care provisions, it was assumed the participants had first hand insights, 

knowledge and skills regarding what is required to improved dementia care and diagnosis for 

individuals with intellectual disabilities. 

2.8 Procedure 

 Ethical approval was initially sought for qualitative interviews with individuals 

employed in diagnosis and care provisions of those with intellectual disabilities and dementia 

from Dublin Business School (DBS) Ethics committee. As a result of the Covid-19 global 

pandemic, the type of data collection was discussed with dissertation supervisor Dr. Deaglan 

Page. A decision to collect qualitative responses via email was agreed. Organisations and 
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professionals were emailed to seek agreement of participation. An email containing 

information in relation to the nature of the study (see Appendix E) and consent (see Appendix 

F) should the individual agree to participate was sent to 6 individuals (see Appendix H). 

Information was given to the individuals regarding their identity, and should they return an 

email with a response that this would be considered consent. A deadline of the 5th of July for 

returning responses was given with a withdrawal date of 17th of July to allow sufficient time 

for removal from the finalised report.  

2.9 Data Collection  

 An open ended qualitative question ‘In your professional opinion, what is required to 

improve diagnosis and quality of services for older individuals with intellectual disabilities of 

other aetiologies? (Please provide as much detail as possible)’ was emailed to each participant, 

instructing them to provide as much detail as possible to collect rich data of diagnosis, care 

opinions and perceptions with recommendations for future improvements. Participants 

composed an opinion piece and returned the information via email to the researcher. 

Participants were afforded confidentiality and a pseudonym, and were instructed that their 

profession may be disclosed in the research report. As the participant has composed the email 

there was no adjustment by the researcher in the form of transcription. The information 

provided was imported into a software package nVivo and subject to data analysis. The files 

were stored in a password protected file on a secure laptop.  

2.10 Data Analysis 

 Thematic analysis (TA) as proposed by Braun and Clarke (2006), was employed for the 

inductive coding at the semantic level and development of themes in the current study. The six 

phases of TA as specified by Braun and Clarke (2006) was followed; familiarising yourself 

with the data, generating initial codes, searching for themes, reviewing themes, defining and 
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naming themes and producing a report. Thematic analysis was employed as it provides a 

flexible epistemological approach across different theoretical constructs, as the individuals 

employed in this study ranged in professions and approaches e.g. medical model and social 

models this was the appropriate method for analysis.   
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3. Results -Quantitative 

3.1 Data preparation procedures 

The dataset comprised of n=109 respondents, n=97 females, n=9 males and n=3 unspecified 

will be utilised to explore occupational stress, approaches to dementia care and perceptions of 

challenging behaviour in social care workers. All scales were analysed for reliability (see table 

1).  

Table 1.  

Cronbachs alpha for each scale 

Scale Number of items N Cronbach’s Alpha 

Role overload 10 108 .824 

Role insufficiency 10 106 .431 

Role ambiguity 10 105 .549 

Role boundary  10 105 .599 

Responsibility 10 107 .813 

Environment 

ORQ total  

10 

60 

109 

99 

.785 

.845 

Hope 8 109 .675 

Person-centred 

ADQ total  

11 

19 

107 

107 
.735 

.749 

Learned behaviour  

Biomedical 

Emotional  

Physical environment 

Stimulation   

6 

6 

7 

8 

6 

109 

108 

108 

108 

108 

.815 

.791 

.917 

.900 

.739 

 

Internal consistency was measured for each of the scale variables employed across the 

data set, Cronbach’s α for role overload was high .824, however a correlation matrix found 

item ‘I’m good at my job’, failed to correlate above .3 with any other item in that subscale. 

Removal of this item would increase the α. 843. Role insufficiency produced a low α .431, with 

item ‘I feel I have no responsibility on my job’ failing to correlate with any other item in the 

subscale, however removal of this item reduces the α .329 rather than increasing. Similarly, the 
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α .549 for role ambiguity is low, all items within the subscale correlated with at least one other 

item above .3.  Role boundary produced a Cronbach’s α .599, just below the desired .6, a 

correlation matrix indicated ‘my job requires working with individuals from several 

departments’ failed to correlate to any other item in the subscale above .3, removal of this item 

would increase the α .602. Responsibility also had one item ‘I like the people I work with’, 

which failed to correlate with any other item. Removal of this item would increase the α from 

.813 to .841. Similarly, environment subscale contained one item ‘I work all by myself’ which 

failed to correlate with any other item above .3 in a correlation matrix, removal of this item 

would increase the α from .785 to .826. The above six subscales mentioned combined produce 

the occupational roles questionnaire, while some of the subscales have a low Cronbach’s α the 

overall score for the total scale is α .845.  

 A correlation matric was employed to determine the relationship with other scale items 

in the Approaches to Dementia questionnaire (ADQ), Cronbach’s α for the total scale .749.  

The scale is comprised of two subscales that measure hope and person-centredness with a 

Cronbach’s α .675 and .735 respectively. The subscale measuring hope contained two items 

‘Dementia sufferers are sick and need to be looked after’ and ‘Once dementia develops in a 

person, it is inevitable that they will go downhill’ that failed to correlate above .3 with any 

other item in that subscale, removal of these items increase the Cronbach’s α .705. Again the 

subscale measuring person-centred approach contained one item ‘People with dementia often 

have good reasons for behaving as they do’ which failed to correlate above .3 with any other 

item in the subscale. Removal of this item would increase the α .753, and ultimately increase 

the ADQ total Cronbach’s α .770.  

 The Challenging Behaviour Attribution Scale (CHABA) is comprised of five subscales 

each measuring learned behaviour, biomedical, emotional, physical environment and 

stimulation, Cronbach’s α .815, .791, .917, .900 and .739 respectively. A correlation matrix 
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was employed to establish correlations of each item within each subscale, results found that 

each item was related to at least one other item above .3 in all subscales.  

Validity.  

Kaiser-Meyer-Olkin measure of sampling adequacy was .68, above the commonly 

recommended value of .6, and Bartlett’s test of sphericity was significant (χ2 (171) = 723.92, 

p < .001). 

Nineteen items relating to approaches to dementia across two scales (hope and person-

centered) were factor analysed using principal component analysis. The analysis yielded seven 

factors explaining a total of 70.59% of the variance for the entire set of variables for 

Approaches to dementia. Initial eigenvalues indicated that the first two factors explained 

22.77% and 12.11% of the variance respectively. The third, fourth, fifth, sixth and seventh 

factors had eigenvalues over one, and each explained approximately 6-10% of the variance. 

However, a scree plot was used to identify a ‘levelling off’ after the first two factors as seen in 

figure 1. While there a number of Eigenvalues greater than 1, a scree plot supports a two factor 

model. 
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Figure 1. Scree plot displaying elbow in Eigenvalue, representing a two factor model of Approaches to 

dementia.  

Factor analysis was also conducted to establish loadings for the occupational roles 

questionnaire (ORQ), Kaiser-Meyer-Olkin measure of sampling adequacy was .649, above the 

commonly recommended value of .6, and Bartlett’s test of sphericity was significant (χ2 (1770) 

= 3835.35, p < .001). 

Sixty items relating to occupational stress across six scales (role overload, role 

insufficiency, role ambiguity, role boundary, responsibility and environment) were factor 

analysed using the principal component analysis. The analysis yielded fifteen factors 

explaining a total of 71.867% of the variance for the entire set of variables for occupational 

stress. Initial eigenvalues indicated that the first five factors explained 19.971%, 12.646%, 

6.022%, 5.027%, and 4.209% of the variance respectively. Factors six through fifteen yielded 

eigenvalue over one, and each explained approximately 2-3% of variance. A scree plot was 
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used to identify a ‘levelling off’ after the first 5 factors as seen in figure 2. While there are 

many factors with an Eigenvalue over 1, scree plot supports a 5 factor model.  

 
Figure 2. Scree plot displaying elbow in Eigenvalue, representing a 5 factor model of occupational 

stress.  

Factor analysis was again conducted to establish loadings for the challenging behaviour 

attributions scale (CHABA), Kaiser-Meyer-Olkin measure of sampling adequacy was .904, 

above the commonly recommended value of .6, and Bartlett’s test of sphericity was significant 

(χ2 (528) = 2970.67, p < .001). 

Thirty three items relating to challenging behaviour across five scales (learned 

behaviour, biomedical, emotional, stimulation and physical environment) were factor analysed 

using the principal component analysis. The analysis yielded six factors explaining a total of 

72.816% of the variance for the entire set of variables for challenging behaviour. Initial 

eigenvalues indicated that the first two factors explained 48.588% and 7.758% of the variance 

respectively. Factors three through six yielded eigenvalue over one, and each explained 

between 3-6% of variance. A scree plot was used to identify a ‘levelling off’ after the first 
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factor as seen in figure 3. While there are many factors with an Eigenvalue over 1, scree plot 

supports a single factor model.  

 
Figure 3. Scree plot displaying elbow in Eigenvalue, representing a single factor model of challenging 

behaviour attributions.  

3.2 Descriptive statistics 

 Exploration of the dataset was conduction to establish client and staff demographics, 

occupational stress, approaches to dementia and perceived cause of challenging behaviours. 

Descriptive statistics show there was a considerably number staff employed with clients in the 

younger categories 50-55 years (n=40, 37.38%), 56-61 years (n=33, 38.84%) than in the older 

groups 61-67 years (n=20, 18.69%), 67-72 years (n=6, 5.61%), 72-77 years (n=4, 3.74%) and 

77+ years (n=4, 3.74%) (see figure 4).  
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Figure 4. Bar chart of clients in each age range category.  

Education levels of staff employed in the disability sector found that more staff had 

completed a level 8 honors degree (n=67=61.47%) than any other category, level 9 (n6=5.5%), 

level 7 (n=27=24.77%), level 6 (n=3=2.75%) and level 5 (n=6=5.5%) (see figure 5). 

Figure 5. Bar chart depicting education levels of staff employed in the disability sector.  
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 While education levels among staff are high, specific dementia training attendance 

has only been completed by 34.26% (n=37) of participants, with the remaining 65.74% 

(n=71) participants receiving no formal training (see figure 6).  

 
Figure 6. Pie chart depicting percentage of staff having completed dementia training.  

 

Table 2.  

Descriptive statistics for independent and dependent variables.  

Scale Mean Median Standard 

deviation  

Skewness Kurtosis  Range  Possible 

Range 

Role overload 32.44 33.00 7.05 -.018 -.620 29.00 10-50 

Role 

insufficiency 

24.84 25.00 4.72 -.033 -.368 23.00 10-50 

Role ambiguity 33.31 34.00 5.26 -.192 -.435 25.00 10-50 

Role boundary  29.92 29.00 5.88 .723 .327 26.00 10-50 

Responsibility 29.92 30.00 7.98 .159 -.448 36.00 10-50 

Environment 21.63 20.00 7.03 1.531 3.758 39.00 10-50 

ORQ total 170.40 174.00 22.87 -.193 -.378 103.00 60-300 

Hope 28.88 29.00 4.46 -.572 1.38 27.00 8-40 

Person-centred  50.65 52.00 4.01 -1.179 103 18.00 11-55 

ADQ total 79.54 80.00 7.02 -.924 2.09 41.00 19-95 

Learned 

behaviour 

.5709 .5000 .6180 .444 -.813 2.5 -12-12 

Biomedical  .3546 .1667 .6294 .491 -.120 3.00 -12-12 

Emotional  .8009 .7857 .6818 .147 -1.123 2.57 -14-14 

Stimulation .3103 .1667 .6024 -.371 .018 3.00 -12-12 

Physical 

environment  

.5452 .5000 .6717 .162 -.578 3.25 -16-16 
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Based on the information in table 2 we can infer that the data set is negatively skewed 

across multiple variables although marginal in some outcomes. With the exception of subscale 

environment the result for this as seen in table 2 is positively skewed with the median and the 

mode greater than the mean, (see figure 7).  

 
Figure 7. Histogram depicting subscale ‘environment’ positively skewed.  
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3.3 Inferential statistics 

Chi square.  

 As previous research has suggested that staff lack education and training in dementia 

(Tyrrell et al., 2014), the first hypothesis assumed an association between education levels and 

dementia training.  

A Chi-square test for association found that there was no significant relationship 

between the variables education levels and dementia training (X²(8, n=108) = 13.070, p = .109). 

Therefore we must accept the null. These result must be interpreted using caution as more than 

9 cells (60%) contain a count less than 5, violating an assumption.  

Mann Whitney U. 

 Cooper et al. (2016) identified dementia training was associated with a reduction in 

staff burnout, therefore the second hypothesis aimed to compare occupational stress in those 

who had received dementia training and those who did not.  

As the data failed to reach assumptions of normality as shown in table 2, a Mann-

Whitney U test revealed that the individuals who are dementia trained (mean rank = 47.41) and 

individuals who are not dementia trained (mean rank = 50.56) did not differ significantly in 

occupational stress (Z = -.519, p = .604) 

Multiple regression. 

 Role ambiguity and role overload were established to be a common factor among staff 

in care facilities (McCarron et al., 2010; Castle & Engberg, 2005), with the lack of education 

preventing good quality end of life care in those with dementia and intellectual disability. The 

third hypothesis in the current study aimed to establish the combination of role ambiguity and 

role overload on approaches to dementia.  
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Tests were conducted to establish if the dataset met the assumptions to complete 

multiple regression for hypothesis 3. Multicollinearity was not a concern (role overload score, 

tolerance=1.00, VIF=1.00; role ambiguity score, tolerance=1.00, VIF=1.00). Mahalanobis was 

6.84, which is lower than the critical value of 13.82 for two independent variables. The dataset 

failed to meet the assumptions on Pearson’s table with the correlation for role overload -.011 

and role ambiguity .295, both under the requirement of .3. In addition to the Pearson’s table, 

the data was negatively skewed breaking the assumptions of normally distributed data, as a 

result of this the test was abandoned.  

Spearman’s Rho. 

 Separate tests were utilised to establish if there was a relationship between role overload 

and approaches to dementia, a Spearman’s rho correlation found that there was no significant 

association between role overload and approaches to dementia (rs(105) = .05, p = .649), 

however, A Spearman’s rho correlation found that there was a significant association between 

role ambiguity and approaches to dementia (rs(104) = .277, p = .004).  

Kruskall Wallis.  

 As previous research had identified that dementia training improved approaches to 

dementia care (Chenoweth et al., 2015) aim of the fourth hypothesis was to establish a 

significant difference in approaches to dementia care in the different training groups.  

A Kruskal-Wallis one- way ANOVA showed that the approaches to dementia score in 

individuals who had dementia training, those who had no training, and those with no training 

but had knowledge from experience did not differ significantly (X² (2) = 1.835, p = .400). 
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Multiple regression. 

 Training in dementia was found to improve the quality of care for those in residential 

facilities and staff alike (Wilkinson et al., 2004), with the intervention of dementia care 

mapping seen as a buffer for staff burnout (Cooper et al., 2016), without training, staff in care 

facilities expressed an uncertainty in their role and a fear of what might happen on their shift 

such as the death of a resident (McCarron et al., 2010). As suggested by previous research, 

hypothesis five aimed to establish the effect of role overload and role ambiguity on approaches 

to hope in dementia care. 

Tests were conducted to establish if the dataset met the assumptions to complete 

multiple regression for hypothesis 5. Multicollinearity was not a concern (role overload score, 

tolerance=.650, VIF=1.538; responsibility score, tolerance=1.00, VIF=1.00). Mahalanobis was 

6.778, which is lower than the critical value of 13.82 for two independent variables. The dataset 

failed to meet the assumptions on Pearson’s table with the correlation for role overload -.036 

and responsibility .041, both under the requirement of .3. In addition to the Pearson’s table, the 

data was negatively skewed breaking the assumptions of normally distributed data, as a result 

of this the test was abandoned.  

A Spearman’s rho correlation was conducted to establish the same relationship as listed 

in hypothesis 5, results found that there was no significant association between responsibility 

and hope in dementia care (rs(107) = .033, p = .739), or role overload and hope in dementia 

care (rs(107)=.006, p=.948). 

Spearman’s Rho. 

 Todd and Watts (2005) established that occupational stress effected staffs approaches 

negatively towards behaviours that challenge. Hypothesis six aimed to establish the 

relationship between challenging behaviour attributions and occupational stress.  
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 Behaviour that challenges was hypothesised to have a strong positive relationship with 

occupational stress. A Spearman’s rho was employed and revealed a non-significant result for 

all five challenging behaviour subscales learned behaviour (rs(99)= .192, p= .132), biomedical 

(rs(98)=614, p=.052), emotional (rs(98)=.417, p=.083), stimulation (rs(98)=.159, p=.144) and 

physical environment (rs(98)=.199, p=.133).  

Chi Square. 

 Continuity of care and staff training have been identified in previous research to aid 

individuals with an intellectual disability with a successful dementia diagnosis (Courtenay et 

al., 2010). Therefore the seventh hypothesis assumed a greater number of staff trained in 

dementia working alongside those with a successful dementia diagnosis.  

 A Chi-square test for association found that there was a weak positive significant 

relationship between the variables of a positive dementia diagnosis and dementia training 

(X²(2, N=108) = 8.673, p = .013). This result shows that 28.7% of the individuals working with 

those diagnosed with dementia have received representative training. The remaining 

individuals employed working with those diagnosed with dementia have had no formal 

dementia training but have knowledge from experience (30.6%, n=33), or no dementia training 

(12%, n=13).  
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3.4 Results- Qualitative 

Thematic analysis of the data revealed four main themes which reoccurred throughout 

all of the responses. A word cloud produced in nVivo identified the most commonly used words 

across the data (see Appendix I).  

Theme 1- Challenges 

Definition; Challenges in this context relate to a delay in accessing appropriate service 

provision and diagnosis for individual who have a current diagnosis of dementia and also those 

who may require assessment.   

 A number of potential challenges in relation to effect of a diagnosis in a service, 

communicative aspects of care and rates of decline. In relation to effect of a diagnosis in service 

Consultant geriatrician (CG) discussed difficulties in the adaptability of the environment and 

the accumulative effect of dementia side effects on other peers residing in the house. Along 

with additional pressures on the staff team which may place them into a role in which they are 

unfamiliar. In addition to the developing dementia symptoms there is also potential for an 

oversight on non-dementia suffering housemates.  

‘One has to consider the level of physical care a person requires, 

potential behavioural disturbances – hallucinations, delusions, 

wandering, ect – and how this will affect the other residents of the house.’ 

(CG) 

 The challenge of reduced ability was also discussed in a matter of time, person 

participating in management (PPIM) discussed a specific case and mentioned an incremental 

reduction in abilities month on month rather than a decline over a period of years as would be 

within the general population. This in turn provided further challenges with an inability to 

access multidisciplinary input in a timely manner due to the rate of decline.  
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‘The decline over the next couple of months was right across every aspect 

of the residents live from eating and drinking, personal care, mobility, 

speech and functionality’ (PPIM) 

 Communication in relation to the individual having the ability to have their needs hear, 

staff aiming to advocate for the individuals and also repetition of information to different 

members of the multidisciplinary team were an issue for two service providers,  person in 

charge (PIC) and PPIM. Attempting to obtain input for different professionals involved 

considerable repetition of the case notes across professions to obtain adequate input. In addition 

to the communication difficulties of staff, service user’s communication difficulties also 

resulted in inadequate response from medical practitioners as a result of an inability to express 

a need. This inability to communicate effectively place the responsibility back onto the staff 

team member to advocate for access of service which has been described a problematic.  

‘Critically communications difficulties reduce the person ability to report 

health concerns.  When people have insufficient language to describe 

ailments the interaction between medical practitioner and patient can be 

curtailed and limit full examination and assessment’ (PIC) 

Theme 2- Diagnosis 

 Definition; Diagnosis in this context refers to instruments employed to provide a 

reliable diagnosis of dementia to an individual with intellectual disabilities. Considering 

current abilities, accessibility, measuring decline, and further research to develop a reliable 

tool, baseline measurement and to establish reliability and validity of both.   

 Diagnostic criteria of dementia was discussed in regards to general population and the 

transferability of measures to the ID population. Both CG, AP and PIC referenced the 

importance of a reliable and validated diagnostic tool, with the registered nurse in intellectual 
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disability (RNID) discussing the importance of education regarding appropriate use of 

assessments. Transferable diagnostic tools used on the general population typically assume 

normal brain functioning, whereas individuals with intellectual disabilities will already a 

deviation away from typical cognitive functioning of the general population.  

‘The most essential thing to ensure accurate diagnosis is the development 

of validated cognitive assessment measures for people with intellectual 

disabilities…Improvements are needed in the type of cognitive testing that 

is used in ID patients, as none of the tests currently in use have been 

validated in this population’ (CG) 

‘Nurses need guidance in making correct assessments’ (RNID) 

 Accessibility in relation to diagnosis was described both in terms of tools to provide a 

diagnosis and also obtaining an appointment with a professional that provide the diagnosis. 

Waitlist to see a geriatrician or psychiatrist can be extensive in the general population, with the 

addition of a newer cohort displaying symptoms at a younger age, there is a gap in the service 

provisions to provide that diagnosis. PPIM referred to a single case where the diagnostic 

process was ‘long and laborious’, and ultimately impacted on the remaining quality of life due 

to inadequate care provisions in the absence of diagnosis.  

‘Dementia is something that is going to become much more prevalent in 

our society because we are taking so much better care of our elderly and 

I feel that a specialised departments within our organisations that can 

assist with this will be something that is very needed to help take the 

pressure off the frontline staff teams.’ (AP) 

 A measurement of an individual’s baseline was recommended in order to distinguish a 

change of decline in relation to the average ability of an individuals. Obtaining baselines prior 
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to the age of onset in the ID population was suggested as this will provide a speedier diagnosis 

rather than establishing a baseline at the onset of symptoms or changes in ability. The age of 

onset and the responsibility of assessment also came into question as general population would 

have an assessment by a geriatrician, typically dealing with 65 years plus. The deviation from 

baseline is a typical assessment for those in the normal IQ range, this is what will establish 

mild cognitive impairment or dementia in this cohort. For ID populations onset of initial 

symptoms occur much younger than 65 years with the presence of a lower IQ and cognitive 

impairment present as their typical baseline.  

‘Firstly, the ID population often presents with cognitive decline prior to 

the age of 65; thus, accessing geriatric medicine outpatient clinics (which 

have traditionally been the mainstay for assessment of cognition) is not 

possible…Due to the fact that people with ID often need help and support 

with activities of daily living at baseline, it may be difficult to identify a 

new loss of function’ (CG) 

‘Residents who are in services could benefit much earlier if some baseline 

line levels for cognitive ability, functionality and mobility were 

undertaken when residents reached a certain age for example at the 

average of the onset of symptoms.’ (PPIM) 

 The recommendation of the above comes along with further and ongoing research into 

the development of valid reliable diagnostic tools to enable prompt diagnosis and access to 

care. Training and identification of the markers of decline and also when to initiate testing 

among staff.  
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‘Clinical trials to validate a cognitive screening tool for dementia in ID 

are needed.  Consensus amongst physicians and standardization of a 

single screening tool would also be beneficial’ (CG) 

Theme 3-Education  

 Definition; Education relations to current deficits in the level of knowledge of staff 

employed to work in this industry. Furthermore, there is a deficit in knowledge across 

diagnostic and service provisions of the intellectual disability population, as typically these 

services are provided to the general population. Lack of knowledge concerning the typical 

presentation of dementia in the intellectual disability population, the consensus regarding age 

of onset, prognosis and interventions.  

 Concerns regarding education in aspects of diagnosis was mentioned and also from a 

service provision perspective. It was acknowledged that further training is required in this are 

by a range of medical providers and also frontline staff that provide everyday care.  

‘Doctors including GPs and Geriatricians are not routinely educated on 

the nuances of diagnosing dementia in the ID population.  More education 

is needed amongst healthcare professionals in general dealing with this 

subject’ (CG) 

 Education regarding the progression of the illness and the nature of symptoms may 

present atypical, with initial decline observed as a behavioural change rather than cognitive as 

with the general population. Furthermore, staffing and staff turnover may inhibit accurate 

treatment and diagnosis and the staff may not have sufficient knowledge of the individual to 

acknowledge a deficit or change from their normal behaviour.  

‘Some people will be unaware of symptoms that they are experiencing and 

will require those people around them to pick up on changes in behaviour 

to sign post medical concerns.   In services this can be overlooked as 
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behavioural problems or missed when staff have inadequate knowledge 

of the person’ (PIC) 

 In addition to education regarding dementia in this population, a recommendation 

regarding training around self-care for staff was discussed. In relation to a case example PPIM 

discussed the strain on a staff team watching a service user deteriorate and recommended 

training in self-care as a separate component to dementia training. Much like training in first 

aid, one must ensure our own safety and security before attending to another. 

‘Sessions with the staff team about self-care for themselves separate to 

the Dementia specific training’ (PPIM) 

Theme 4- Service development 

 Definition; Service development across all aspects of care provision from specialist 

diagnostic centre, residential service that are fit for purpose, redeveloping current residence to 

promote aging in place. Developing templates for adaptation of original staff team, care 

planning to future proof a service, establishing a robust assessment of need and baselines to 

promote recognition of decline. Further training to enable swift diagnosis with the potential for 

community medical practices to provide a diagnosis to eliminate long waiting lists. Develop 

communication procedures to prevent repetition and barriers to access appropriate service. 

 Recommendations have been expressed by all participants to future proof a service. 

Typical adjustments to services be it staffing or environmental, usual are in the form of physical 

adjustments to aide a physical difficulty. Time is of the essence with a dementia diagnosis and 

the end stage dementia results in plethora of physical disabilities with the individual usually 

requiring a higher level support model. Planning and having foresight for these inevitabilities 

in dementia services will better suit the individuals and support them to remain in a familiar 

environment with familiar staff trained to support them appropriately.  
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‘While regulations have been implemented to increase accessibility and 

accommodation for people with disabilities these have tended to focus on 

physical disabilities rather than other functional and cognitive 

impairments.’ (PIC) 

‘Housing is essential and one of the biggest impacts on the person’s 

ability to age in place is stairs and the development of mobility issues or 

depth perception issues’ (AP) 

 The development of centres with expertise in the area is a potential method to combat 

the issues that are unique to this cohort. Although this suggestion is not without further 

complications of accessibility, to combat this the potential of retraining of general practitioners 

or nurse specialist to provide a diagnosis to individuals with an intellectual disability.  

‘Specialized clinics for Dementia in ID would be an ideal scenario; 

however, they would be concentrated in larger cities with hospitals that 

are tertiary referral centers.  These clinics would not be easily accessible 

to everyone and there would likely be long waiting lists.’ (CG) 

 Protective factors to maintain and establish social outlets for individual in the age range 

for developing dementia is something that has been suggested for the general population. 

Maintaining a routine and engaging in activities that improve mood can help stave off the 

progression of dementia. The ability to look at interventions and research that has worked in 

other cohorts and apply these practices to this population to improve quality of life.  

‘Social prescribing is one of the most important tools in living well with 

dementia.  We always recommend exercise… this would be great if there 

was something similar for people with ID.’ (CG) 
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 Providing specialist training to those employed in these roles would enhance the ability 

to detect and care for those with dementia. Training across all recommendations will provide 

the ground work to further improve services and also increase staff morale and service user 

quality of life.  

‘Providing nurses with the correct training and tools to assess for early 

signs of dementia would be a real asset to their role.’ (RNID) 

‘Quality of life would have been so much better in a specialised 

environment with staff who are specifically trained to work with persons 

who suffer from this heart breaking illness.’ (PPIM).  
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4. Discussion 

The aim of the current study was to investigate education and training levels among staff 

members who are employed to work with older individuals with an intellectual disability. 

Analysis of training levels, occupational stress, approaches to dementia care and challenging 

behaviour attributions were completed using a quantitative analysis. In a separate qualitative 

aspect, a secondary analysis with a range of experts in the area were employed to provide 

recommendations on improvements for diagnosis and care provisions for older individuals with 

intellectual disabilities. The rationale of the current study was established from previous 

research, a recommendation to improve the body of research with individuals with intellectual 

disabilities of older ages. In addition to increasing the body of research, education was 

previously shown to buffer the effect of occupational stress. Furthermore, an increase in 

training and education was found to improve staff approaches to dementia care. Dementia in 

intellectual disabilities has a large body of research with a particular focus on dementias in 

Down syndrome, however dementia in intellectual disabilities of other aetiologies (without 

Down syndrome) is lacking. Little to no previous research has focused on the variables 

included in this study, while incorporating the qualitative aspect of a professional opinion. Both 

social care workers and professionals play a pivotal role in diagnosis and care, the intention 

was to capture a top down and bottom up approach to care encapsulating recommendations for 

improvements.  

4.1 Interpretation of results/findings 

Hypothesis 1: Social care staff are undereducated in the area of dementia in intellectual 

disabilities 

 Initial analysis was performed to establish the education levels of those employed in 

social care, with the assumption that the staff employed were undereducated in dementia. 

Previous research had suggested that staff are not significantly trained in the dementia (The All 
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Party Parliamentary Group, 2009), the current study did not support previous research. This 

finding must be interpreted with caution, as there were insignificant participants in each 

category to provide an accurate assumption.  

Hypothesis 2: Lack of education increases occupational stress 

 Secondly, a lack of education was used as predictor of occupational stress. Rates of 

staff turnover are often attributed to occupational stress, with previous studies providing 

support of training and education as a buffer stress and burnout (Cooper et al., 2016; Castle & 

Engberg, 2005; Costello et al., 2020). The current study found lack of education did not predict 

an increase in occupational stress, and does not support previous research.  

Hypothesis 3: Role overload and role ambiguity will significantly predict a negative approach 

to dementia care  

Training in dementia is a prominent feature throughout the analysis, and although the 

dataset failed to meet assumptions for multiple items impacting an outcome, analysis of items 

on an individual basis found that role ambiguity had a relationship with a more negative 

approach to dementia care. Previous research had indicated that younger social care workers 

were more likely to leave a position within the first year (Cooper et al., 2016). This cohort 

would have less experience and would result in role ambiguity by the very nature of their 

experience, and whilst the analysis of training and stress reduction was insignificant, training 

can be utilised to remove ambiguity of the staff’s role. In part, the current study supports 

previous research which utilised an educational intervention to remove ambiguity to improve 

dementia perceptions of staff (Cooper et al., 2016).  
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Hypothesis 4: Level of education in dementia will significantly affect the approach to dementia 

care          

 Improvements in approaches to dementia care was evidenced in previous research as 

mentioned previously (Chenoweth et al., 2015). The current study found that despite staff 

receiving training there was no significant difference in the approach to dementia care among 

those who had received training, those who had experience of dementia but no training and the 

no training group. The result would be unsupportive of previous research who established 

improvements in approaches to dementia care post dementia training (Chenoweth et al, 2015), 

but does support the assertion of training in itself will not improve care (The All Party 

Parliamentary Group, 2009). 

Hypothesis 5: There will be a significant negative relationship between role overload, 

responsibility and hope in dementia care.  

 As a result of high level staff turnover in the industry (Castle & Engberg, 2005), 

resulting in services being understaffed (Inclusion Ireland, 2018), elements of occupational 

stress, role overload and responsibility were assumed to have an impact of hope in approaches 

to dementia care. The analysis again yielded a non-significant result in supporting the 

hypothesis. The current study assumed a relationship between increased occupational stress 

and challenging behaviour.  

Hypothesis 6: There will be a significant positive relationship between occupational stress and 

challenging behaviour. 

 Much like the previous hypothesis, elements of occupational stress were seen to predict 

responses to challenging behaviour. As previous research had suggested a level of role 

ambiguity, staff perceptions of the behaviour and negative emotions predicted challenging 

behaviours (Todd & Watts, 2005; Ervin et al., 2014), the current study again failed to support 
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previous research in multiple assumed causes of challenging behaviours despite stress levels.  

Hypothesis 7: Dementia training levels will be higher in staff working with individuals with a 

dementia diagnosis. 

 Further analysis of the dataset indicated that a far greater number of participants had 

not received any dementia training in comparison to those who had. The All Party 

Parliamentary Group (2009) found that one third of staff employed in specialist dementia unit 

had never received training. On this basis it was assumed that those employed to work with 

individuals diagnosed with dementia training rates would be higher. While there was a weak 

positive relationship in the current study of those who were employed in a service with 

individuals with intellectual disability and a dementia diagnosis, the rates of those who had 

received training was 28.7%, with the remaining 42.6% employed in a service with a dementia 

diagnosis having received no formal dementia training. 

Thematic analysis 

 Thematic analysis applying Braun and Clarke’s (2006) six steps found consistencies 

with previous research across the responses, indicating that the development of specialist 

services and adequate diagnostics tools be developed (Jamieson-Craig et al., 2010; Courtenay 

et al., 2010; Strydom et al., 2010). In addition, the development of adequate training for staff 

in the recognition of dementia symptoms and staff’s own self-care to prevent stress and burn 

out have been recommended by those diagnosing and prescribing care provisions, which is also 

representative of previous research (Tyrell et al., 2014; McCarron et al., 2010).  

 Previous attempts to improve the quality of care in Ireland was established in a 

government plan to ‘move away from congregated settings’. To date the effort has been 

miniscule in terms of development of service provisions and accommodations for this cohort. 

While the NIDD (Health Research Board, 2018) recognise an aging population of those with 
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intellectual disabilities, the development of service provision for this cohort has not evolved. 

Those involved in the qualitative aspect of this study have also recommended the further 

development of diagnostics at a community level with specialist services for diagnosis. 

Descriptive statistics of the dataset show that the majority of staff who contributed work with 

individuals in the age range of 50-55 years (see figure 4). There is potential for this cohort 

without a current valid and reliable diagnostic criteria, or baseline assessment of dementia of 

receiving inadequate care. Inclusion Ireland (2018) have recognised and published current 

failings of the ‘move away from congregated settings’ plan, however, the current 

recommendations from the cohort who participated in this study bolster the initial ideas in 

terms of future proofing a service, providing a reliable diagnosis and treatment incorporating 

staff training.  

 NIDD have produced a four year plan that recognises professional input in the care of 

those with intellectual disabilities (Health Research Board, 2018). Despite this, there is no 

requirement for geriatric services. Thematic analysis of the current data set has established that 

the age of onset dementia being lower than that of the general population further requiring the 

development of specialists in this area. Although the inferential statistics of this dataset found 

minimal significance in terms of stress and approaches to dementia, incorporating education 

and also challenging behaviour, a lack of education must be acknowledged and should be 

improved to care for those who are most vulnerable in our society.  

4.2 Strengths and limitations  

 There were a number of limitations in the current study. One of the limitations of the 

current study is the sample size. The sample size was relatively small, this may have prevented 

a significant result in regards to inferential statistics. In addition to sample size, of the n=109 

participants the gender skew was significant with n=97 females, n=9 males and n=3 

unspecified, the distribution of participants could be made equal to improve the results. Further 
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limitations relates to the demographic information sought from the quantitative participants, 

previous research indicated that younger participants were likely to leave a job within the first 

year. The current study failed to request the age of participants for comparison to previous 

research. As the quantitative element of the study was conducted through an online survey 

there is an aspect of self-selection bias (Wright, 2005). Often individuals are likely to either 

participate or not participate in research, this also inhibits the ability to develop an accurate 

representation of those employed in the industry. As a result of the Covid-19 pandemic, the 

initial research design was adjusted to accommodate socially distanced data collection. Due to 

this the typical interview format which would enable probing questions was not available to 

the researcher, while the option for elaboration was also removed from the participant.  

 There were many strengths to the current study. One of the main strengths include the 

addition to the current body of research which has been identified as limited for this cohort. 

Along with the mixed method allowing for a more in-depth analysis, the incorporation of a top-

down and bottom-up approach is also a strength of this study as the participants were inclusive 

of frontline staff and those who provide a diagnosis and care provisions. This element provided 

greater insight into the experiences of both frontline staff and professionals involved in the care 

and diagnosis of dementia in individuals with intellectual disabilities. 

4.3 Recommendations for future research 

 As mentioned in the limitations, the current study failed to collect data on the age of 

the participant which may be useful in establishing the trends in experience and stress as current 

education in the area is limited. The use of scales more specific to ‘perceived stress’ may 

provide better insight rather than stress relating to occupational roles. The addition of client 

experience of staff care would bolster the study, and this could be measured in terms of client 

assessment of recent changes comparing staff turnover. The development of a reliable dementia 

measure for those with intellectual disabilities is a much needed assessment to promote best 
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practice and best possible care. Furthermore, the development of much needed staff training 

with a pre and post research design would be hugely beneficial to the caring industry as a 

whole, and it would be interesting to see the same hypotheses retested after a reliable training 

intervention in regards to dementia.  

4.4 Dissemination plan 

 The purpose of this dissemination plan is to inform professionals of the 

recommendations for change, along with adding to the current body of literature and future 

research directions. This research piece will be made available via the DBS website for future 

students to review.  Results obtained in the current study will be transformed into a one page 

poster and posted on a social media site where participants of the research self-selected to 

participate in the current study. A letter of recommendations will be composed and sent to the 

NIDD in order to improve service development and future data collection on their part. The 

message to take from this dissemination plan will be to develop education and training 

programs for staff employed in the industry, develop a reliable diagnostic criteria for this niche 

cohort, to incorporate specialist professionals to aid service development to promote and 

enhance best practice. The favoured audience of this plan are those employed in the industry, 

educators involved in programme development, government bodies who engage in funding and 

advocacy agencies which enhance the information spread to families and service users who 

engage in and receive service provisions.  

4.5 Conclusion 

 Overall the current study produced some interesting results, with the aim of finding a 

significant difference in staff who had received dementia training in areas of occupational 

stress, approaches to dementia care and attributes of challenging behaviour. Furthermore, an 

addition of thematic analysis to ascertain recommendations for improvements to the current 
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service provisions. Although the results were not significant in those in a majority of the 

hypotheses, the results will add to the current limited literature and with recommended changes, 

future similar research could yield more significant results. Overall, conclusions drawn from 

thematic analysis was for the development of reliable measures of assessment, education and 

training for staff, further development of services and development of specialist centres. Some 

areas of this study require further exploration to improve the quality of service provided to 

service users and work environments for staff. Future proofing services and staff education 

remain a vital component of the industry for all involved.  
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Appendices 

Appendix A 

Information sheet for Quantitative analysis. 

My name is Laura Farrell and I am conducting research in the Department of Psychology that 

explores stress and education among front line staff relating to diagnosis of dementia in the 

intellectual disability population. This research is being conducted as part of my studies and will be 

submitted for examination with the potential to be published at a later date. Results may be also be 

discussed at a conference and displayed on a poster. 

 

You are invited to take part in this study and participation involves completing and submitting the 

linked anonymous survey. While the survey asks some questions that might cause some minor 

negative feelings, it has been used widely in research. If any of the questions do raise difficult 

feelings for you, contact information for support services are included on the final page. 

 

Participation is completely voluntary and so you are not obliged to take part.  

Participation is anonymous and confidential. Thus responses cannot be attributed to any one 

participant. For this reason, it will not be possible to withdraw from participation after the 

questionnaire has been submitted.  

 

The questionnaires will be securely stored in electronic format and on a password protected 

computer. 

 

It is important that you understand that by completing and submitting the questionnaire that you 

are consenting to participate in the study. 

 

Should you require any further information about the research, please contact  

Laura Farrell, 10006472@mydbs.ie .  

My supervisor can be contacted at deaglan.page@dbs.ie. 

 

Thank you for taking the time to complete this survey. 
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Appendix C 

 

ADQ  
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Appendix D  

CHABA items and sub-scales 

 

Item and number        Sub-scale 

 

 

1. Because she/he is given things to do that are too difficult for her/him L/LN 
2. Because she/he is physically ill BM  
3. Because she/he does not like bright lights PE 
4. Because she/he is tired BM 
5. Because she/he cannot cope with high levels of stress EM 
6. Because her/his house is too crowded with people PE 
7. Because she/he is bored ST 
8. Because of the medication that she/he is given BM 
9. Because she/he is unhappy EM 
10. Because she/he has not got something that she/he wanted L/LP 
11. Because she/he lives in unpleasant surroundings PE 
12. Because she/he enjoys it ST  
13. Because she/he is in a bad mood EM 
14. Because high humidity makes her/him uncomfortable PE 
15. Because she/he is worried about something EM 
16. Because of some biological process in her/his body BM 
17. Because her/his surroundings are too warm/cold PE 
18. Because she/he wants something L/LP 
19. Because she/he is angry EM  
20. Because there is nothing else for her/him to do ST 
21. Because she/he lives in a noisy place PE 
22. Because she/he feels let down by somebody EM 
23. Because she/he is physically disabled BM 
24. Because there is not very much space in her/his house to move around in PE 
25. Because she/he gets left on her/his own ST 
26. Because she/he is hungry or thirsty BM 
27. Because she/he is frightened EM 
28. Because somebody she/he dislikes is nearby L/LN 
29. Because people do not talk to her/him very much ST 
30. Because she/he wants to avoid uninteresting tasks L/LN 
31. Because she/he does not go outdoors very much PE 
32. Because she/he is rarely given activities to do ST 
33. Because she/he wants attention from other people L/LP 
 

KEY: L = Learned Behaviour, LP = Learned Positive, LN = Learned Negative, BM = Biomedical, 

EM = Emotional, PE = Physical Environment, ST = Stimulation 
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Please give your response to each of the possible reasons, and use the scales below each 

reason to indicate your opinion. The key shows what the points on the scales mean 

 

VUL  = Very Unlikely 

UL  = Unlikely 

E  = Equally Likely/Unlikely 

L  = Likely 

VL  = Very Likely 

 

Please indicate your response by placing a circle around the appropriate point on the scale. 

 

People with learning disabilities engage in challenging behaviours BECAUSE… 

 

1. They are given things to do that are too difficult for them VUL UL E L VL 
 

2. They are physically ill VUL UL E L VL   
3. They do not like bright lights VUL UL E L VL  
 

4. They are tired VUL UL E L VL  
 

5. They cannot cope with high levels of stress VUL UL E L VL  
 

6. Their house/classroom is too crowded with people VUL UL E L VL  
 

7. They are bored VUL UL E L VL  
 

8. Of the medication that they are given VUL UL E L VL  
 

9. They are unhappy VUL UL E L VL  
 

10.They have not got something that they wanted VUL UL E L VL  
 

11.They live in unpleasant surroundings VUL UL E L VL  
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12.They enjoy it VUL UL E L VL   
13.They are in a bad mood VUL UL E L VL  
 

14.High humidity makes them uncomfortable VUL UL E L VL  
 

15.They are worried about something VUL UL E L VL  
 

16.Of some biological process in their body VUL UL E L VL  
 

17.Their surroundings are too warm/cold VUL UL E L VL  
 

18.They want something VUL UL E L VL  
 

19.They are angry VUL UL E L VL   
20.There is nothing else for them to do VUL UL E L VL  
 

21.They live in a noisy place VUL UL E L VL  
 

22.They feel let down by somebody VUL UL E L VL  
 

23.They are physically disabled VUL UL E L VL  
 

24.There is not very much space in their house/classroom  VUL UL E L VL 
to move around in  

 

25.They get left on their own VUL UL E L VL  
 

26.They are hungry or thirsty VUL UL E L VL  
 

27.They are frightened VUL UL E L VL  
 

28.Somebody they dislike is nearby VUL UL E L VL  
 

29.People do not talk to them very much VUL UL E L VL  
 

30.They want to avoid uninteresting tasks VUL UL E L VL  
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31.They do not go outdoors very much VUL UL E L VL  
 

32.They are rarely given activities to do VUL UL E L VL  
 

33.They want attention from other people VUL UL E L VL 
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Appendix E 

Information sheet for qualitative research in dementia in intellectual 
disabilities without Down Syndrome. 

 

Information Sheet for study on dementia in intellectual disabilities 

 

You are invited to participate in a research study that will form the basis for a Postgraduate 

dissertation. Please read the following information before deciding whether or not to participate. 

 

What are the objectives of the study? The nature of this study requires participants to be 

professionals who are suitably qualified to diagnose dementia and endorse care provisions for the 

identified cohort.  The qualitative question will explore potential areas required for improvement in 

the current service provisions for older individuals with intellectual disabilities. Details provided that 

may assist in the development of a baseline assessment criteria will be compiled and stored 

anonymously for further research development.  

 

Why have I been asked to participate? I would like to collect information from professionals who 

provide support, implement interventions and diagnosis to individuals with intellectual disabilities. 

The research requires of participants to take part that meet the following criteria. Each individual 

should 

● be familiar with intellectual disabilities 

● be aware of symptoms of dementia in the general population  

● have experience in working with /interaction with individuals with intellectual disabilities 

● consider yourself to be part of a clinical team that may lend to diagnosis of dementia  

 

What does participation involve?  Due to the Covid-19 pandemic, participation will be via email. 

Participants will be emailed one qualitative question exploring the research topic. Each response will 

be analysed and the use of quotations may be utilised in the research piece. In addition, the potential 

to identify baseline assessment criteria for the above mentioned cohort will be collected and may be 

used to develop the criteria at a later stage.  



66 
 

 

Right to withdraw Participants have the right to withdraw from the research at any time for whatever 

reason. Participants can also request at any time to have their response data removed from record 

prior to submission of the dissertation July 17th. After the submission date, participants have the right 

to request their raw data to be deleted, however quotations used within the dissertation cannot be 

removed post submission date.  

 

Are there any benefits from my participation? While there will be no immediate direct benefit from 

participation, studies like this can make an important contribution to the development and 

improvement of services for all involved in the care provision for individuals with intellectual 

disability. As such, the findings from this study may be presented at national and international 

conferences and will be submitted for publication in peer-reviewed journals. Interim and final reports 

will be prepared. However no individual participant will be identified in any publication or 

presentation. Individuals will not be offered any monetary or other rewards for their participation. 

 

Are there any risks involved in participation? There are no risks associated with participation. Any 

inconvenience involved in taking part will be limited.  

 

Confidentiality All individual information collected as part of the study will be used for research 

purposes and the potential development of a baseline assessment criteria at a later stage. This will be 

stored safely and will not be publicly displayed or published without prior consent. 

 

Contact Details 

If you have any further questions about the research you can contact:  

Researcher: Laura Farrell, 10006472@mydbs.ie 

Supervisor: Dr. Deaglan Page, deaglan.page@dbs.ie 
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Appendix F 

Consent Form  

 

Information Sheet for study on dementia in intellectual disabilities 

 

I have read and understood the attached Information Leaflet regarding this study. I have had the 

opportunity to ask questions and discuss the study with the researcher and I have received 

satisfactory answers to all my questions   

 

I understand that I am free to withdraw from the study at any time without giving a reason, I 

understand that returning this form via email to 10006472@mydbs.ie will qualify as my intent to 

provide consent.  

 

I agree to take part in the study     

 

Participant’s Signature: ______________________________ Date: _________ 

 

Participant’s Name in print: _________________________ 

 

 

 

 

 

 

 

 

 

 

mailto:10006472@mydbs.ie
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Appendix H 
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