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Abstract.  

Due to technological advancement the number of children with intellectual and other 

forms of disabilities in Ireland and globally are increasing. The number of children 

with Intellectual Disability (ID) and other disabilities in Ireland being cared for at 

home are also increasing due to the recent emphases on the caring of people with 

disabilities in their homes. As these numbers are increasing the numbers of those 

who care for them in the homes are also increasing.   

For all parents caring for one‘s child (ren) brings joy and achievement but also has 

challenges and stress. However parent carers of children with ID have been 

regarded as a unique group of caregivers as they face unique circumstances and 

challenges and these affect the Quality of life (QOL) of these parent carers.This 

studies was therefore done to explore the perceptions of parent carers of children 

with Intellectual Disability in relation to their Quality of Life. Purposive sampling was 

used to recruit participants and in depth interviews were used to explore experiences 

and factors that affected the QOL of 6 parents of children with ID who participated in 

this study and that of their families. 

The results of the study revealed that there were both negative and positive factors 

that affected the QOL of the participants involved in this study. The negative factors 

included stress, isolation, health problems, financial difficulties, lack of support from 

family, friends and relevant services providers.   

On the positive side all the participants in this study said they had gained from 

looking after their child with ID.  Some parents learnt to love and give, others learnt 

to put others first and some have become more confident through the need to fight 

for the needs of their children. 

 Another notable finding was that even though these parents were experiencing 

some challenges in their caring of their children with ID they were still happy with 

their lives and that of their children despite the amount and complexity of the caring 

involved, what they needed was support from relations to afford them breaks and 

funding from relevant services providers to fund different services and provisions that 

would enhance the QOL of their children with ID and that of themselves and the rest 

of their families. 

 Keywords: parent carer, Quality of Life, intellectual disability, Irish, child, family, 

perception. 

Word count: 15 710 
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CHAPTER 1: INTRODUCTION  

1.1 Introduction and Rationale of the study: 

Studies on the quality of life (QOL) of people of different backgrounds, classes and 

populations have been done over the span of centuries for different reasons and 

purposes (Gelling et al 2004). However interest and studies in the QOL of people 

with intellectual disability(ID) and that of their families gathered momentum in the 80s 

when researchers like Sharlock R.L and Brown R.I started researching and looking 

closely into this area, since then the momentum has been increasing. 

 

Why looking into the quality life of parent carers of children with Intellectual 

Disability (ID): 

The numbers of children with intellectual disabilities being cared for at home are 

increasing and this is mainly because of the emphasis there is now to care for 

people with disabilities (PWD) in the community (World Health Organization 2010b). 

The main carers for such children in a home context are parents (Jacques 2003). 

Research suggests that caring for a child or adult with a disability affects the QOL of 

the carer (Mansell and Wilson 2010, Perkins and Hale 2010). 

 

For all parents caring for one‘s child (ren) brings joy and achievement but also has 

challenges and stress. However parent carers of Children with ID have been 

regarded as a unique group of caregivers as they face unique circumstances and 

challenges because in most cases these children have significant developmental 

delays resulting in deficits in physical, sensory, communication and cognitive skills  

and some will also have significant complex medical and behavioural problems 

(Perkins and Hale 2010).  

 

Challenges also include the long duration of their care giving, health issues arising 

from their roles as care givers, anxiety for the future and well being of their child with 

ID and some of these children require lifelong care (Heller & Factor 1993).These 

challenges are not only as a result of the hands on care giving these parents have to 

do but, as concluded by Resch et al (2010), they are sometimes as a result of a miss 

match between the needs of parent carers and the environmental supports. 
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However research has also shown that these experiences do not always impact on 

the lives of these parents negatively. The perceived benefits of caring for one‘s child 

instead of being cared for by someone, somewhere else brings a sense of 

gratification to these parents (Jacques 2003). Also intrapersonal qualities (e.g. 

increased sense of purpose, strengthened faith, and tolerance) and interpersonal 

qualities (e.g. expanded personal and social networks and strengthened family ties) 

have been reported as gains by some parent carers of children with disabilities 

(Grant et al 1998, Nolan et al 1996).  

According to Jokinen & Brown (2005) the QOL of parent carers of children and 

adults with ID has started to generate a lot of interest across the world mainly 

because service providers in this field are now beginning to acknowledge the 

importance of the role of these parent carers in the lives of their children with ID. For 

professional, social and political systems to provide the most appropriate services for 

these children there is need for a better understanding and empathy for the needs of 

parent carers (Jacques 2003).  

 

In the field of ID the relationship between the QOL of carers and the quality of care 

they give would have been highlighted in the 80s by authors like Turnbull et al (1986) 

and  Wagner et al (1988) but this realization is growing especially now when the 

model of service provision in this area has shifted from being a medical to a social 

model where the service providers are looking not only at the medical needs of the 

person who has the disability but at their needs in a more holist way (Brett 2002).  

 

1.2 Background to the study: 

As a Therapist l have been interested in the QOL of parents of children with 

disabilities l have worked with over the year. l have always wondered  what life  was  

like for these families who had much more to do in form of caring, home programmes 

and  going with their children to numerous medical appointments on top of all the 

other things any parent or family has to do. My interest in this area was heightened 

when Ireland‘s emphasis on the caring for PWD in the community increased and as 

a result more a more children with disabilities in Ireland are now being cared for in 

their homes by their parents and families as reflected by the 2009 National 

Intellectual Disability Database (NIDD). 
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This study was therefore done with the aim of getting from parent carers of children 

with ID  their perception on their QOL and the factors that impacted on it. As stated 

by Werner et al (2009) information gained from QOL studies of this nature are useful 

in informing policies so as to improve service provision, which in turn positively 

impacts on the QOL of the carers involved.  

 

Studies on QOL of carers perceptions are critically needed in Ireland for two main 

reasons; (i) the fact that the numbers of children and adults with disabilities being 

cared for at home are increasing and this is happening in a context of reduced 

services and resources due to the prevailing recession. This also means the 

expectations on these parents are increasing. The Disability Federation of Ireland in 

its 2010 report highlighted that many Irish family carers are already struggling to 

cope due to the different cuts imposed due to the recession.  

 (ii)  As will be discussed in the literature review there are few Irish studies done on 

QOL of parent cares especially on the perception of the QOL of parent carers from 

these parents themselves. In general parent and family carers support over 80% of 

people with ID and this remains the main type of care until middle age (Jacques 

2003). Surely if so much caring of this group of people is happening in homes there 

is strong justification to do more studies in this area focused at improving both the 

QOL of these carers and the recipients of their care. 

  

1.3 Research Objectives: 

The main objective of this thesis is:  

 To find out factors that affects the QOL of parent carers of children with ID in 

West Dublin. 

To fulfill the above objective this thesis will explore the QOL of parent cares of 

children with ID in West Dublin through open ended interviews with these parents 

focusing on the following areas: 

 Family life and life of the parent as a carer of their child with ID. 

 The health status of the parent carers and that of their whole family. 

 The caring of their child with ID and that of the rest of the family. 

 Services being received by the child with ID. 
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 The economical situation of the family. 

 The carers perceived values and beliefs. 

 The carers  family relationships in and outside the family 

 Leisure activities – in and outside the home. 
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CHAPTER 2: LITERATURE REVIEW. 

In this chapter relevant literature in terms of QOL of family carers of a child with ID 

and that of their families will be reviewed and main concepts and terms in this area 

will also be defined.  

 

2.1 Quality of Life: Definitions and theories: 

Over human history many theorists and researchers from different displines have 

been trying to define QOL (Ruta et al 2007) and up to now there seems to be no 

outright consensus as to what QOL is. This is mainly because each individual is 

unique therefore has a subjective interpretation and conceptualization of what QOL 

is and this have made having an applicable model of QOL difficult (Ruta et al 2007). 

However despite the relativity of QOL, in 1994 the World Health Organisation QOL 

Group came up with a definition which it felt was usable and was applicable to every 

individual of the world. It defined QOL as: 

―How an individual perceives his or her life position in relation to his or her 

goals, expectations, standards and concerns in the context of his or her 

culture and value systems‖ (WHOQOL GROUP 1994).  

 

2.1.1 Quality of life in Intellectual Disability: 

Work on  QOL in the  field of ID  began over 3 decades ago when researchers like 

Robert Schalock, Ivan Brown, Ann Turnbull and others worked on conceptualizing  

and assessing QOL in people with ID and their families and have developed  

domains to be used when looking or assessing the QOL of people with ID and their  

families. In 2000 these researchers and other experts in this area met to 

conceptualise QOL in the area of ID and despite the subjectivity of QOL in general 

the group, QOL Special Interest Research Group 2000, concluded that QOL studies 

in the area of ID are still a useful way of gauging how people with ID or their families 

are affected by factors in their lives as QOL captures what people value and what 

they think contribute to a full life. As a  follow up to the 2000 meeting in 2002 this  

group of experts  met again and came up with the following areas as the main 

domains when looking at QOL in ID; emotional well being, interpersonal relationships, 

material well being, personal development, physical wellbeing, self determination, 

social inclusion and rights. Since then researchers (e.g. Poston et al 2003, Summers 
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et al 2005 and Isaacs et al 2007) have been working to improve the methods of 

measuring QOL for people with ID and their families.  

 Researchers are constantly working on improving these methods because concepts 

of QOL in the area of ID have become more useful and are increasingly used to 

asses family‘s needs for supports and service and to guide organisational and 

service delivery system changes (Hu et al (2011). 

 

2.1.2 Family Quality of Life (FQOL) domains: 

Interest is also growing in the area of FQOL as researchers have also realised the 

need to look at the area of QOL in a family context rather than looking at the QOL of 

individuals in a family with ID. This is because information obtained from looking at 

FQOL is useful for a range of reasons including in the provision of holistic supports 

and services that will enhance the QOL of these families further (Brown et al 2009).  

 Researchers are increasingly looking into the area of FQOL with also the aim of 

developing domains to assess FQOL. Of note are Poston and a group of 

researchers and Ivan Brown and a group of researchers.  

In 2003 Poston and a group of researchers (Poston et al 2003) came up with ten 

domains they felt will be useful to assess FQOL in the context of a family with 

someone with ID. These domains are; advocacy, emotional well being, health, 

physical environment, productivity, social well being, daily family life, family 

interaction, financial well being and parenting. This group has since refined these 

domains into five domains namely; family interaction, parenting, emotional well 

being, physical/ material well being and disability related supports. These domains 

have some similarities with those developed by Brown and Isaacs and others (Isaacs 

et al 2007-International Family QOL Project). The International FQOL Project‘s  

domains  are as  follows; Health of family, financial  well being , family relationships, 

support from other people, support from disability services, influence of values, 

career/preparation for career, leisure and recreation and community and civic 

involvement.   

In this study the domains as developed by the International FQOL project will be 

used as a guide in the in depth interviews to explore the QOL of parent carers of 

children with ID and that of the rest of their families.   

 

 

http://www.researchgate.net/researcher/38791266_X_Hu
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2.2 Quality Of life of parents cares: Global Context: 

As already mentioned caring for someone with a disability has an impact on the QOL 

of the carer. Historical the impact of disability on a family had been perceived as 

negative and burdensome but growing research is proving that this is not always the 

case (Behr 1990, Soresi et al 2007). 

 

The impacts of disability on family life have been studied for over a wide span of time 

(e.g. Olshansky 1962, Turnbull et al 1986, Schalock and Keith 1993, Brown et al 

2009). The nature of these researches have shifted from looking at the impact 

disability has on the family life of  a family with a child with a disability to the impact a 

family can make on  the life  of their child  with a disability (Stainton & Besser  1998). 

As already mentioned this is because the model of care for people with disabilities 

has shifted from a medical to a social model and this is reflected in the changing 

nature of these researches as well as in the changes in policies in this area (e.g. 

Community Participation and Inclusion policy adapted by Ireland in 2005 to facilitate 

the inclusion, participation and integration of people with disabilities in their 

communities).   

 

 Even though the perception of the impact of disability on a family is changing and 

despite the positive gains obtained from looking after a child with ID some 

researchers still associate caring for child with ID with stress and they attribute this to 

the fact that the caring needs for a child ID are different from that of a child without a 

disability. There are extra responsibilities for caring for these children and these 

needs are becoming more complex with the improvement in health technology, 

severely disabled children are surviving for long and are mostly cared for in the 

home by parents who in most cases do not have the skills to deal with the needs of 

these children (Mansell and Wilson 2010, Perkins and Hale 2010). As summed up by 

Reichman et al 2008, pg 680,  

“For parents, having a disabled child may increase stress, take a toll on 

mental and physical health, make it difficult to find appropriate and affordable 

child care, and affect decisions about work, education/training, having 

additional children, and relying on public support.‖  
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According to Mansell and Wilson (2010) parents have to adjust from the time their 

child is diagnosed with ID and have to continue to do so as they face challenging 

situations in the caring of their child. This perpetual need to adjust brings about 

stress in most of these parents. Family relationships are likely to be negatively 

affected between spouses, siblings, friends and the wider community due to the 

stress and altered expectations associated with having a child with a disability (Frain 

et al 2007). 

 

However Researchers like Soresi et al (2007) and Neely-Barnes and Dia (2008) still 

argue that the above mentioned negative experiences are as a result of the 

simplistic, superficial and standardized assumptions made by those involved in these 

researches. They stated that these negative experiences reported to be experienced 

by parent or family carers for children with a disability are mainly not as a result of 

caring for or having a child with a disability but because of issues associated with the 

diagnosis (complex health care needs or behavioural problems) or lack of the 

necessary supports.  

 

2.2.1. Disabled children with complex health care needs: 

Disabled children with complex healthcare needs usually need medical equipment in 

the home, because of their need for intensive ongoing care or to compensate for the 

loss of a vital bodily function, such as the ability to breathe or feed independently 

(Wagner et al 1988).  

A whole range of medical technologies including nasal gastric tube for feeding, 

dialysis machines and mechanical ventilation are now being used in the home for 

these purposes. These are needed to avert death or to prevent further disability but  

they add on to the care burden as  they also have additional care needs specifically 

related to the medical technology itself (Watson et al 2002). As pointed out by 

Dobson et al 2001, in some cases these equipments creates a barrier to access and 

to integrate with the rest of the society. 

 

According to a research done by Redmond and Richardson 2003 in Ireland parent 

carers of children with severe or profound ID with serious medical conditions were 

stressed by the shear amount of caring they had to do as they were ―quasi nurses‖ of 

their children. They had to acquire and administer complex medications and operate 
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technically sophisticated equipment and procedures. These parents also became 

isolated as it was difficult to find or trust someone to be capable of taking care for 

their child even for short periods. This is in agreement with researches done in this 

area elsewhere in the world (e.g. Watson et al 2002 – UK, Wagner et al 1988 – 

USA). 

According this Irish research, events other families would look forward to, like trips 

away from home, were stressful for these families because of the practical difficulties 

of travelling with a child who had such complex needs.  

One other major stressor of parent cares of children with complex health care needs 

is lack of sleep because either the condition of their child demands that the parents 

keep a vigilant watch of their child during the night or that there child  is on a 

machine that needs to be switched on or off a couple of times during the night. 

(Watson et al 2002). 

 

2.2.1 Importance of FQOL. 

Despite these differences in opinions and findings by different researchers 

knowledge on FQOL by service providers, as already discussed, is more important 

now than it was before because of two main reasons: 

 - the  service delivery changes being implemented now focusing at  having children 

and adults with disabilities moving into their communities and accessing local and 

mainstream facilities whist being cared for at home (WHO 2010b) and   

-  the current recession which have affected families worldwide. There is extra cost 

for caring for a child with ID and this financial burden is placed on parents whose 

income is usually already compromised(Reichman et al 2008).  

Research on FQOL of parent carers is also important because as suggested by 

Bailey et al (1998) such studies serves as useful indicators on outcome of policy 

initiatives in this area.  

 

However gathering knowledge for the sack of having knowledge is not enough. As 

explained by Schalock (2004) this knowledge has not always translate to better 

service provision  as intended  and there is need to bridge that gap between having 

the knowledge on FQOL and putting into practice what is known so as to improve 

service provision and supports to these families. There has been some evidence 

from some research (Wang et al 2004, Brown et al 2009) that where this knowledge 

http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2010.00619.x/full#b40
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was put into practise service provision to children with ID and their families improved 

as well as their QOL.  

For these reasons and the fact that the area of ID and FQOL is still evolving l think 

this information is very valuable in this process.   

 

2.3 QOL of parent/ family carers – Irish Context: 

A search of Irish studies on the subject of QOL of parent/ family carers of children 

with ID was done using the following key words:  

Quality of life, child, intellectual disability, learning disability, parent carer, family 

carer, Ireland and Irish. And the search was done in the following: Medical and allied 

health journals inclusive of: British Medical Journal of Learning Disabilities (BJLD), 

Journal of intellectual disability, Journal of Applied Research in Intellectual 

Disabilities (JARID) and the following publications: National Disability Authority 

publications (NDA), National Institute of Intellectual Disabilities (NIID) and Irish Child 

Health Database. 

Also these key words were entered into search engines like science direct, CINAHL, 

Scopus, Google Scholar and PubMed. There was no time  limit on the publications 

as l suspected that  any studies on this subject in Ireland will be recent enough since  

the area of QOL of families  with  children or adults with ID is a  recent enough 

phenomena globally and more so in Ireland.  

 

From the search, a number of studies have been done in Ireland on QOL in the area 

of ID but not as extensive as in the other parts of the western world like Canada, 

USA and Australia but the findings were consistent with the findings from these other 

western countries. 

The following studies were identified (Redmond & Richardson 2003, Forde et al 

2004, Finnegan at el 2004, Kenney and McGilloway 2007, MacDonald et al 2007, 

Kelly at el 2009, Walmsley and Mannan 2009, Dillenburger and McKerr 2010 and 

Caples and Sweeney 2010). These studies highlighted what the QOL of Irish 

family/parent carers was like and factors that negatively or positively affected it. As 

expected, there were no differences from those of similar studies done elsewhere in 

the world. In general the Irish parent /family carers were:   

 Stressed due to the extensive nature of caring of their loved one with ID and 

as a result of lack of support from disability services (Redmond and 
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Richardson 2003, Kenney and McGilloway 2007, Dillenburger and McKerr 

2010). 

 Needed more services for their children with ID (Forde et al 2004 Finnegan at 

el 2004). 

 Had financial difficulties as a result of reduced income related to having a 

child with a disability (Kelly et al 2009). 

 Had developed medical and/or psychological problems as a result of their 

caring duties (Dillenburger and McKerr2010). 

 Had made some positive gains from caring for their child with ID (Wamsley 

and Mannan 2009). 

 As displayed by the above researches, interest in FQOL for Irish families with a 

loved one with ID is increasing and the emphasis of these researches is on how 

caring for these individuals with ID impacts on the QOL of the families involved.  

l think there is greater need for more research in this area in Ireland now that the 

Irish Government has put greater emphasis on caring for people with disabilities at 

home (NIDD 2008 report) but on the other hand resources needed by these people 

and their carers are being significantly reduced as stated by the Disability Federation 

of Ireland 2010 report. 

 

2.3.1 Family carers in Ireland: 

According to the NIDD (2009) report, family carers in Ireland are increasing as more 

and more children with ID are being cared for at home. The Carer‘s Association of 

Ireland 2010 report concurs with this as it stated that they have been a 65% increase 

of informal carers( this includes parents and family carers) since the last Irish 

National census of 2006.  

As already stated caring for a loved one at home has some effects on the QOL of the 

carers. Some of these effects have recently become more obvious in Ireland. The 

RTE prime time investigation story on the ―human cost of cut backs‖ aired on Irish 

National Television on the 30th of May 2011 highlighted the plight of family carers in 

Ireland. It stated that as high as 82 % of carers were negatively impacted by the cut 

backs and this was because essential services to this carers and to their loved ones 

with a disability were being reduced or stopped.   
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2.3.2 Formal and informal support for family carers of children with ID in 

Ireland. 

 
 Informal and informal support is essential to families who are caring for their child 

with ID or any other disability. According to research (Dunst et al 1988a, Summers 

2005) this is because such supports empower families in this situation to deal with 

different issues associated with having a child with a disability.    

There are a couple of informal and formal recognised bodies from which parent or 

family carers in Ireland can get emotional or practical support. These include the 

National Federation of Voluntary Bodies, Carers association of Ireland and 

Associations and Parents forums. In summary the purpose of these different 

supports is to try and enhance the QOL of parent or family cares of children with ID 

by giving them emotional and practical help as well as  providing vital information to 

these parents /families concerning services and entitlements for themselves  and 

that of their child(ren) with ID.  
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CHAPTER 3: METHODOLOGY: 

The structure and process of this study will be outlined in this chapter. The research 

design, how data was obtained and how participate were selected will be briefly 

explained.  

3.1 Research Approach:  

No hypothesis was being tested in this study therefore a qualitative and 

phenomenological method was used to get information from parent carers of children 

with ID on their QOL. As pointed out by Lester 1999 pg 1,  

―Phenomenological methods are particularly effective at bringing to the fore 

the experiences and perceptions of individuals from their own perspectives 

and are good at surfacing deep issues and making voices heard.‖  

They are also good at identifying social phenomena that affects individuals‘ lives 

(Silverman 2006).This was an appropriate approach for this study as factors that 

affect the QOL of parent carers were going to be explored. 

It is by conducting an inquiry that this helpful information is obtained. It is important 

to emphasize that those who are experiencing these underlying issues ―first hand‖ 

are the only ones who can express them; in other words, no external person can 

come in and theorize about these issues (Creswell 2007).  As pointed out by Stringer 

(1996) a qualitative inquiry is a tool that helps people to obtain and formulate 

powerful and sophisticated accounts of their problems or issues and it also helps 

with the solving of these problems. Also qualitative inquiry empowers people as it 

minimize the power relationship between the researchers and the participants thus 

facilitating participants to express issues truly as they live or experience them 

(Creswell 2007).This method was therefore appropriate as the issue of 

empowerment so as to get true experiences from parent carers was important in this 

study.  

 

3.2 Research design: 

As a result interviews using open ended questions were done with participants to get 

their lived experiences and how they see and interpret their lives. The questions 

focused at different areas of the parent carer‘s life, that of their child with ID and that 

of their whole family in general (see appendix 5 for examples of the questions).  

 



14 

 

Even though this method has its own limitations, information obtained from 

qualitative interviews increases or generates insight into a social phenomenon rather 

than assume representativeness (Bowling 2009) and gaining insight into the 

experiences of parent carers of children with ID from the parents themselves was the 

focus of this study.  

The major criticism for  open ended interview is that  they  are biased as they tend  

to favour the researcher‘s perspectives, interests and agendas (Bowling 2009) but  

according to Stringer (1996) this can be avoided by asking questions which are 

global and which gives ―focus without giving directions‖ and in this study global 

questions like ―tell me what you day is like from when you get up to when you go to 

bed‖ were asked and participants were given the freedom to respond in whatever 

way they chose  and yet still kept the broader aim of the topic.   

 

As stated by Silverman (2006) and Denscombe (2007) open ended questions are 

flexible and allow the researcher and participant to engage into a discussion in an 

informal way thus allow a rapport to be built between research and participant as 

well as resulting in the capturing of participant‘s true experiences, views and 

interpretation of events to be captured. They are therefore a good method of getting 

peoples experiences and voices as they allow participants to develop ideas widely 

about the issues at hand. This method also allows probing of the participants on the 

issues being discussed during the interview thus allows the researcher to get in 

depth information about these issues (Denscombe 2007).  All this was important for 

this study as experiences on how life is like for parent carers of children with ID were 

going to be sought from the parents themselves. 

  

Even though some researchers (Silverman 2005) doubts whether information gained 

from interviews reflects the participant(s) experience on the issues being discussed 

as they argue that it is difficult to be sure that what the participant is saying is based 

on their true experiences on the issue at hand but this method is still a very useful 

way of gaining insight into people‘s expedience on an issue because as stated by 

Thorne 2000 pg 69,  

―The vague and subjective sensations that characterise cognitively 

unstructured life experiences take on meaning and order when we try to 

articulate them in communication.‖  
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However it is important that these interviews are thoroughly prepared for and 

conducted in a good manner so that useful information, as intended, is obtained 

(Bowling 2009).To prepare the participant for the interviews the investigator made 

sure that the participant knew what the study was about, what was expected of them 

by the researcher and what their rights were.   

3.2.1 Sampling: 

For the purposes of this study purposive sampling was used. As stated by Kruger 

(1988) purposive sampling is used to get a sample of people who would have 

experienced a phenomenon to be researched. The aim of this study was to explore 

the QOL of parent carers of children with ID from the parent carers themselves so 

this method was appropriate for this study. The researcher approached the 

chairperson of the West Dublin Parents Forum so as to gain access to participants 

and through this Forum a sample of participant was obtained. To achieve the 

sample, participants who met the following criteria were included in the study: 

- Any parent of a child of 1 - 18 years with ID and lived in West Dublin and were 

caring for their child with ID who lived at home with them and the rest of the 

family.  

- These parents had to be members of the Dublin West Parents Forum for 

children with ID or a parent with a child with ID whom a member of the Dublin 

West Parents Forum would have recommended. 

- These parents had to understand the aims of the study and the consent 

mechanism and participate in a voluntary capacity. 

Those excluded from the study were parents with a child with ID but were:  

- Not able to understand the consent mechanism.  

- Had not given their consent to take part in the study. 

- Their child with ID was living and mainly cared for outside the home.  

Twenty five parents expressed interest in taking part in the study but only six parents 

consented to participate in the study. 

 

3.2.2 Profile of participants: 

The participants of this study were parents of a child with ID who lived in the Dublin 

west area and cared for their child with ID. A total of 6 parents (all mothers) 

participated. The invitation to participant was extended to both mothers and fathers 
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who were caring for their child with ID but only mothers consented to participate. 

This was not unusual as mothers are known to be the main carers for children with 

disabilities (Kenney and McGilloway 2007). 

 

Fig (1) profile of participants. 

Participant Gender Nationality  

A F Irish 

B F Non Irish 

C F Irish 

D F Non Irish 

E F Irish 

F F Irish 

 

3.2.3 Profile of participants’ children with ID. 

Participants‘ children with ID ranged from 5 to 10 years and lived at home with their 

parents and the rest of the family. 

 

Fig (2) profile of participants‘ children with ID. 

Ref Age of child Gender Level of  care needed  for the child 

1 10 years Male High – has  multiple disabilities as well 

complex medical needs  

2 8 years Male High – has multiple disability and complex 

medical needs. 

3 5 Years Male High – multiple disabilities and complex 

medical needs. 

4 8 years Female High – has multiple disabilities  

5 10 years Male Moderate  

6 6 years Female moderate 

 

3.3 Ethical Considerations: 

Observing the research principles when doing a research that involves people is 

important, especially where potentially sensitive issues are going to be explored 

(Streubert 2010). In qualitative research participants‘ safety, confidentiality and 
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anonymity need to be kept as this type of research is probing in nature and seeks to 

get an in-depth understanding of an issue. Sensitive issues  which may  trigger 

anxiety  and distress in participants may be discussed and therefore there is  always 

need for  at least a written consent from the participants (Richards and  Schwartza 

2002). 

 Ethical approval of this study was obtained from the Research Ethics Committee of 

Health Policy and management/ Center for Global Health Trinity College (see 

appendix 2). Because of the personal nature of this study it was imperative that 

participants understood the nature of the research and what was expected of them 

before they consented to take part in the research and a written consent was a 

prerequisite to participate in the study.  

 

3.4 Data Collection: 

As already stated qualitative interviews are a good method to get people‘s 

experience on an issue and therefore this methods was used in this study to get 

insight into the QOL of parent carers of children with ID. 

3.4.1 Interviews: 

Open ended interviews were used to get information pertaining to how parent carers 

of children with ID perceived their QOL and that of their families and to explore 

factors that affected it.  

Interviews were held at the place of participants‘ choice, 5 parents chose to have the 

interviews in their homes and one chose to have it in a private room in a disability 

service. Appointments in terms of place and time of the interview were made by 

phone on receipt of the consent form from the participant. During this time the 

explanation of what was to be covered in the interviews was given to the participants 

again. Before the interview the researcher reminded the participant of the following:  

 What the study was all about. 

 That their participation in the study was purely voluntary and free.  

  That they were free to withdraw from the interview at any stage without any 

consequences.  

 That the information that will be gathered from the interview and their identity 

will be anonymous and will be confidential. 

http://fampra.oxfordjournals.org/search?author1=Helen+Mary+Richards&sortspec=date&submit=Submit
http://fampra.oxfordjournals.org/search?author1=Lisa+Jennifer+Schwartz&sortspec=date&submit=Submit
http://fampra.oxfordjournals.org/search?author1=Lisa+Jennifer+Schwartz&sortspec=date&submit=Submit
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The researcher also checked with the participants whether it was still alright to tape 

record the interview session. 

As already stated the interviews were semi structured using an interview guide (see 

appendix 5) to guide the discussion. The interview guide outlined the questions that 

the researcher wanted covered but the order of the questions was not strictly 

followed as on the guide, the order of the questions depended on how the discussion 

was flowing. The researcher started the interview by asking general and ―easy‖ 

questions like information about the participant‘s family so that the participant will 

relaxed then the guide questions were used to get information on the different areas 

of the participants‘ lives. 

Each interview was a learning experience for the investigator and lessons leant from 

each interview was used to improve on the next interviews.  

 

These interviews were audio recorded and the information was transcribed as soon 

as possible and stored under True Script on the researcher‘s computer. Each 

interview was assigned a code, for example participant A, B etc. 

 

3.5 Data Analysis: 

In a phenomenological research the researcher ought to work closely and intensely 

with the data obtained in order to gain insight into the participants‘ experiences and 

perceptions. The research data, that is, the recordings and the transcriptions, are 

approached with openness to whatever meanings that are going to emerge. (Reid et 

al 2005). The reason for doing this is to prevent the researcher from bringing in 

preconceived ideas and notions when analysing the data as this would alter 

participants‘ experiences and perceptions. To achieve this the researcher has to 

―immerse‖ him or herself into the data so that themes and meaning would come from 

the data itself. (Hycner 1985). As defined by Reid et al (2005) themes are recurrent 

ideas, thoughts or feelings from the data. They identify something that matters and 

convey the meaning of that thing. 

 

Consequently the researcher spent time going through both the audio and 

transcribed interviews several times to be familiar with the data. A bottom up 

approach was used to analyse the data so as to get insight into the QOL of parent 

carers of children with ID. As suggested by Hycner (1985) this approach gets 
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meaning from the data itself rather than using a pre-existing theory to identify 

meaning and themes that are embedded in the data. Identifying themes and 

meaning from the data itself was important as the aim of this study was to get the 

experiences and perceptions on the QOL of parent carers from the parents 

themselves.  

 

3.5.1 Data analysis process: 

Data was analysed manually as this helps the researcher to get acquainted to the 

data. The following stages were done in the data analysis process: 

1 Transcription – audio recording were transcribed.  

2. The researcher listened to the interview and read the transcripts several times to 

get the full sense of the data. 

3. Ideas with similar or close meaning were coded as units as they emerge from 

each transcript and audio recording. 

4. Then the coded ideas were grouped together into themes.  

5. These themes were further put into broader themes. 

6.  This themes where then ―placed back within the overall context from which these 

themes emerged‖ Cohen et al 2007 pg 371. This was done to ensure that these 

themes had not lost its original meaning during the data analysis process.  

It is important to point out that even though the data analysis process as outlined 

above seem to be flowing from one stage to the other the researcher, as suggested 

by  Creswel (2007), worked back and forth between the units, themes and data base 

until comprehensive themes were established.  

For a summary of how the themes were constructed see Appendix 8. 

 

3.6 Participants stories. 

As already mentioned six parent carers shared their stories in terms of what there 

QOL as parent carers was like. Pseudo names were used to protect the identities of 

these participants and that of their family members. Information which might have 

given away their identity was altered or dropped. Below is one of the stories from a 

mother called ―Rose‖. The rest of the stories from all the other mothers, ―Helen‖, 

―Martina‖, ―Monica‖, ―Stella‖ and ―Ellen‖ are in appendix 7.  



20 

 

3.6.1 Rose’s story: 

Rose is a mother of three boys aged 8, 9 and 12. Even though Rose is married her 

husband does not live with them as he is living back in their country of origin (Africa). 

Her youngest son David has Down syndrome, epilepsy, airway problems and severe 

ID. He is dependent in all his activities of daily living. David attends a service for 

people with learning disability 5 days a week and the other two boys attends the 

local school. Rose does not work outside the home and is the only carer for David. 

Rose described herself as a busy woman. During the weekdays she is up as early as 

5 am as she has to prepare all that is needed for her boys in school for that day.  As 

a routine Rose goes to her local gym once the boys are out  to distress as her head 

will be ‗hot‘ and her blood pressure high from all the running around. The weekends 

are different for Rose‘s family as they spend most of it attending matches for the 

other two boys.  

Rose described David‘s caring as a ―pleasure‖ because she is a mum who should be 

caring for her child, she however pointed out that because of the amount of work 

involved in caring for David, especially the lifting that is involved, she is stressed and 

she has high blood pressure and taking medication for it and has an injured and very 

sore back. She has very little sleep as she regularly has to check for David during 

the night because of his airways problem. 

 Rose narrated in detail how her life dramatically changed when David was born with 

a disability. Before David was born she was this woman who was working and being 

resourceful and giving back to her community but now all of that was gone. She was 

now stuck in a council and crammed house looking after three children on her own 

and isolated from friends and relatives because she has David who has a disability 

and cannot mix as friends and relatives have not accepted David‘s disability. She 

however said she has now adjusted a lot and ―learnt to be happy in prison‖ as she 

has no choice but to cope with the whole situation.  

Rose felt she had a good relationship with her boys and they loved each other, she 

has relations in Ireland but they do not visit as Rose feels these relations do not want 

to be involved with her family because of her son David who has a disability.  

Besides the matches for the boys Rose and her boy spent most of the time in the 

house.  
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Rose misses the presence and help of her husband who only visits once in a long 

while, she however has strong relations with members of her church who are more 

like a family to her and helps Rose in practical ways whenever they can. 

Rose said her belief in God keeps her going as she knows ―He knows everything‖ 

and is in control of both her future and that of her children‘s. David‘s disability had 

made her and the other boys to love anyone without expecting any thing in return 

and as a result they are better people.  

 Rose felt the services David is receiving are inadequate and has been trying to get 

more therapies and the equipment David needs but this has been fruitless and as a 

result she has stopped asking because ―there was no point.‖ Besides the day 

service, David gets 4 hours a week of home support. 
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CHAPTER 4: RESULTS 

This study sought to explore the factors that affect the QOL of parent carers of 

children with ID in West Dublin. From the interviews with the 6 parents who 

participated in this study a variety of factors (both negative and positive) that affected 

their QOL were identified. These factors were:  

 Emotional well being. 

 Financial well being. 

 Physical well being. 

 Social well being. 

 Family relationships. 

 Support from others. 

 Support from disability services and 

 Physical environment  

 

4.1 Emotional well being:  

All the 6 mothers spoke of how their emotional well being had been negatively 

affected as a result of having and being the carer of their child with ID. These 

parents were concerned, anxious or worried about something and this caused stress 

in these parents. To be precise the sources of their stress was from:  

 Feelings of guilt. 

 Disappointments.  

 Concerns about the child with ID. 

 The need to constantly adjust. 

 Lack of time for self. 

 

4.1.1 Feelings of guilt: 

Some parents said their QOL was being negatively affected by constant guilt 

feelings. The reasons for these guilty feelings were varied. For Helen it was 

―because l think l passed this problem to Ben‖.  Martina had a ―nagging guilty 

conscious‖ because she failed to ask the doctors to do a barium swallow early 

enough which would have dictated the source of the heart problem that lead their 

daughter to have constant problems. She described it as follows: 
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“l suppose l am disappointed with myself because as a medical person I  

should have said look she needs a barium swallow, you know , l know its a 

stupid way of thinking but  l still say why did l not say.” 

For people like Rose it was because once one has a child with a disability ―you are 

not supposed to be happy”. According to her,  

―An overbearing spirit from the evil one is always there telling you, „you are 

not meant to be happy you have a child with a disability‟ and it‟s difficult to 

overcome this spirit.” 

For others it was because they were failing to be there for their other children as their 

time was completely taken by the child with ID.  

 

4.1.2 Disappointments: 

Disappointments in the lives of these parent cares were a common thing and 

according to their accounts this was affecting their QOL. From the responses of the 

parents the source of the disappointments were quite varied.  

 For parents like Martina and Monica it was the “powerlessness‖ they felt over 

service providers who were aversive in terms of whether their child would get the 

service they needed for their respective children or not.  

Martina and her husband had applied for a Special Needs Assistance (SNA) for their 

child the beginning of the year but 6 months later they had not gotten a confirmation 

of whether their daughter was going to get this ―important person” to assist her in 

school. According to Martina this was disappointing and stressing because as a 

mother she wanted: 

“To know in advance and meet this SNA to be aquatinted to her before 

school starts.‖ 

With Monica and her husband it was ―having no power to extract from the doctors” 

their son‘s diagnosis. According to Monica: 

“This is disappointing because this is 10 years on since he was born and we 

do not know what‟s wrong with him, it‟s hard.”   

For Ellen it was what she described as ―the lost hopes for you and your child.‖  

According to her: 
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―When a child is born with a disability physical or mental, as a parent your 

hopes and aspirations and that of your child are gone. Children with a 

disability take you a different route.‖ 

 She however added that these hopes were not completely lost but “one have to look 

for them as they will be different.‖  

 

For people like Rose and Helen it was because of failure of the treatment they hoped 

would help their sons. Helen tried a “very expensive and time consuming” diet for her 

son Ben but she was very disappointed as: 

―There was no help with the catatonic diet after trying it for a whole year, 

these things tend to raise your hopes when you hear of them but we were left 

disappointed.”  

For Rose their hope was in ―special healing through prayer‖. Rose was still upset 

about this as her family went through a difficult time for ―nothing‖ because they had 

to travel to their country of origin in Africa for this ―special healing‖ for their son but 

he was never healed. According to her: 

“It was tough (pause), after running from one church to another we were 

exhausted, my husband was broken because he believed that David was 

going to be healed.”  

 Rose was also disappointed as she felt   she ―no longer” had a purpose in life. She 

said: 

“ if l could be able to work and feel useful----- you are burning yourself and 

asking yourself what am l here for and what impact am l making to the 

society.” 

 

4.1.3 Concerns about the child with ID: 

According to the interviews all the parents were worried about their child with ID. 

These worries emanated from three main sources: 

- The medical condition of the child. 

- The lack of a proper diagnosis of the child.  

- The future of the child. 

 

4.1.3.1 Medical condition of the child:  

Most of these parents had children who had complex medical issues. 



25 

 

For Helen it was her son‘s seizure which worried her ―more than anything.” She said:  

“What kills me is Ben‟s seizures, if we get them under control that will be 

great, it‟s very difficult for me to watch him having a seizure‖. 

 Another mother, Rose, described her son‘s breathing issues as a source of concern 

because according to her: 

―The only problem he goes into the hospital is because of his breathing 

problems and this worries me a lot.‖ 

 Martina described in detail of how a combination of her daughter‘s heart and airway 

problems has always been a ―touch and go” and there were several times she 

thought anything worse could have happened. She was also worried about her the 

future surgeries her daughter had to still undergo.  

 

4.1.3.2 Lack of proper diagnosis of child with ID: 

For Monica not knowing what the diagnosis of their son was “frustrating”, she said: 

―Up to now Dan does not have a proper diagnosis and investigations are still 

ongoing and this has been frustrating for us as this limit what help we can 

source for him.”  

 Like Monica, Stella was also frustrated by not knowing the diagnosis of her 

daughter. According her: 

―Only the doctors know what‟s wrong with her. l am in the dark, they said she 

will always be like this and will never change, me l don‟t know.” 

 

4.1.3.3 The future of the child with ID: 

 The future of their child with ID was a cause of concern for some parents. Rose put 

her worries about her son this way: 

― the other two boys will be ok , they will eventually go to university and have 

jobs, but not David, l  am worried about his future, he is ok because lam here, 

what will happen to him  when l am no longer here?”  

Helen was also not sure what the future for her son will be like: 

―l do not know what is in his future, up to now there is no explanation  as to 

why he has all this”.  

Like the other two parents Stella did not know what the future of her daughter will be 

like and she said: 
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―I have to accept my fate that Lucy will always be like this and this worries me 

greatly.‖   

However Martian and Monica had positive expectations on the lives of the children 

with ID. Martina said: 

“l hope Ruby will grow up to the person she was created to be and not be 

defined by her condition,  she is making good progress.‖ 

Monica had the same sentiments about her son Dan, she said:  

“l hope Dan to have a good life, to work hard in school and get a job”(wide 

smile), “he is continuing to make good progress.” 

 

4.1.4 The need to constantly adjust: 

Another source of stress in these parent carers was the need to constantly adjust to 

changing situations. Ellen said it like this: 

―you have to understand that if your child is diagnosed with a disability you 

either have to step up to the plate and deal with the disability as things go 

along , you have to  because if not  you will end up  in a psychiatric hospital.”  

Martina and Rose accounted how they had to constantly adjust in their respective 

“journeys” with a child with ID. For Martina it started straight after having her 

daughter Ruby. According to her ―the curtains in the neighborhood were twitching‖ 

because she had a baby with Down syndrome and ―people would say the weirdest 

things”. This would have affected Martina and her family but people‘s attitude toward 

her daughter‘s disability does not affect her as much now as, ―a more important 

issue surfaced in Ruby‟s life, her health problems”.  Martina went on to say: 

―Now that her health problems seem to have improved the need for an SNA 

for Ruby in school seems to have taken over and this is the current thing that 

is worrying us.‖ 

Rose found it hard to adjust to the fact that she was now a mother of a child with a 

disability. According to her: 

―Your life is over once you have a child like this. There are so many things to 

deal with” (pause) “ l did not get the best education to end up in a crammed 

council house but l have to cope for the sack of these children.”  

 As a result of these stressing situations some of these mothers developed mental 

health issues. Ellen was on medication for depression and she said: 
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“l have developed depressing because l was worrying and  trying to jungle too 

many things, his caring, my marriage and work, It was too much.”  

Like Ellen, Rose was on medication for depression and high blood pressure. She 

said she developed these because she ―could not cope with all the things” she had 

to ―face and deal with.” 

 Monica was also on medication for high blood pressure and she said what was 

―bothering her much‖ was her son‘s challenging behaviour as he ―sometimes bits, 

spits and kicks from nowhere” and this was “eating” her up. 

 

4.1.5 Lack of time for self: 

The need for time ―for self” was mentioned by some participants as negatively 

affecting their QOL. Helen felt she was ―always on the go,‖ as she had to care for her 

son with ID and the other two children. She stressed the need for time for herself as 

follows:  

“l need time for me, time for myself, where is it? ----but this will never happen,” 

(pause), maybe one day” (laugh). 

 At different points during the interview Rose pointed out her need for a “break”. At 

one point she said:  

―At times you need a break and the break is not there, that‟s the difficult part, 

you cannot take a break, you have to do it.” 

 

4.2 Financial well being: 

Parents in this study pointed out that they had financial difficulties as a result of 

having a child with ID and special needs. All the parents pointed out that their QOL 

had been badly affected as a result of this and the recession had added to their 

financial difficulties. Some of the parents had to leave their jobs so as to care for 

their child with ID. Some (Stella and Rose) were single parents and it meant once 

they left work their incomes were critically reduced.  

Helen said;  

“a decision had to be made to leave my job as l could not both care for Ben 

and work, l could not continue so l had to give up my work and this affected 

our finances significantly.”  

The recession made worse their financial difficulties as her partner lost his job. 

According to another mother, Rose, having a son with special needs had ―put more 
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strain on the finances” and there was ―no more extra things‖ as they had to 

dependent on the carer‘s allowance after giving up her ―elite” job to care for her son. 

Also she has to pay out of pocket for extra things like specialized shoes and toys. 

Martina explained that their need to have a relationship with the medical team for 

their daughter ―stretched‖ their finances. She pointed out that they could have gone 

public and not having to pay for the medical services from their pocket but this would 

have left them ―without a face” as they would have seen a different team each time 

their daughter was seen and ―this would have compromised the treatment Ruby was 

going to get”.    

Ellen had to have their house adapted to meet their son‘s medical needs and she 

said: 

―When we needed Roy‟s room adapted for the dialysis we applied for the 

adaptation grant and we were told we could not apply to the grant twice -----so 

we had to fund this ourselves and this was after cutting our cloth to the pattern 

as Luke(husband) was out of work.”  

 

4.3 Physical well being: 

The nature and extend of caring (burden of care) for their child with ID was 

negatively affecting the physical well being of some of these parents. The aspects of 

caring that affected these parents‘ physical well being included: 

- Level of care involved. 

- Lack of adequate sleep. 

- Medical problems as a result of caring duties. 

 

4.3.1 Level of care involved: 

 For most of the parent cares the caring involved with their child was intense and 

continues. 

 Helen described the care she gives to her son as “24/7” because of the medical 

issues her son has and this left her ―exhausted.”  She said: 

“Ben sometimes has seizures and besides this we have to constantly 

sanctioned him because secretions quickly build up in his chest -- l also tube 

feed him”. 

Ellen described in detail the lengthy medical procedure she and her husband needed 

to perform on their son: 
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“he is on a dialysis for 10 hrs per night for 6 days a week, we have to prepare 

his dialysis machine and then hook him up, we also tube feed him. If the 

machine beeps during the night one of us has to wake up--- every morning we 

have to go through what‟s called a cleanup procedure for the machine and the 

tubes-- it‟s intense.‖ 

 

 For the single mother Stella the fact that her daughter was “totally dependent” 

means she had to do everything for her. She explained: 

― l have to feed her, bath her , give her medication and lift her up and down 

the stairs and all this has to be done by me.”  

Martina stated that because of the medical issues Ruby had and the therapy 

sessions she was getting, they had ―to go from one appointment to the other.‖  

 

4.3.2 Lack of adequate sleep: 

Lack of adequate sleep was described by some mothers as a source of physical 

stress in their lives. According to Helen she was ―wracked” as she will ―never get a 

full night sleep with Ben”.  

Another mother Ellen was experiencing tiredness in work because: 

―Each time Roy rolls over the catheter in the middle of the night, the machine 

alarm beeps and you have to wake up and roll him back”. 

 Ellen said this was of great concern to her as this was affecting her performance in 

work as she was ―no longer as good” in her work. 

The need to always be alert had completely changed the sleep pattern of Rose. She 

said: 

―Because l have been up for several times every night over the years l now 

do not really sleep, l hear everything.” 

 According to Rose this was affecting how she was caring for both her son with ID 

and the other boys because by the end of most days she was “too tired to do his 

home programme and to cook their meals.” 

 

4.3.3 Medical problems as a result of caring duties: 

 It was striking that some of the participants had developed back injuries that needed 

surgical intervention as a result of their caring for the child with ID. According to 

these parents it was the lifting of their child with ID over the years. Helen said:  
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―l now have a very bad back and l recently had surgery, it‟s from the lifting 

involved.” 

Rose stated that:  

―Just before last Christmas l had to be rushed into hospital because my back 

had snapped, it‟s from the lifting, l have to lift David by myself every day, in 

and out the bath  and in and  out of  his wheelchair and he is growing.” 

 Martina‘s back started as a ―small thing‖ but she ended up in hospital, she said: 

―l could not move or do anything, l had  to have a complex surgical procedure 

done and they inserted wires in my neck.” 

 

4.4 Social well being: 

These parents spoke of how their social well being had been affected both 

negatively and positively a result of having or caring for their child with ID.  

Some parents said that their interaction with their communities was very limited and 

this was due to different reasons. For Stella and Rose it was due to the community 

attitude towards a child with a disability. Both mothers are from Africa and they both 

described the how the negative attitudes fellow Africans in Ireland had towards 

disability had left them isolated from the African community in Ireland. Rose 

described it this way:  

“With our people (Africans) you can never make friends if you have a child with a 

disability. There is always a taboo with a child with a disability and they will be saying 

„it‟s maybe of something she did to have a child like this‟, so you run away from 

people like that. l do not have any friends as a result .” 

She went on to say: 

“As for my Irish neighbors l am trying to reach out both left and right but 

nothing is happening but l will keep trying.” 

Stella had the same reason as Rose why she was socially isolated. She said: 

“l cannot take  Lucy to any of my fellow African parties as l do not like the way 

other people would look at her. Instead of asking what‟s wrong with her they 

stare at her and l feel bad so l stay with her in the house when others are 

going for parties and other occasions.” 
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 For parents like Ellen and Helen there isolation was because of the nature of caring 

they were giving to their child with a disability. Both of their children had complex 

medical needs and therefore needed them to be there all he time.  

 Ellen stated that she had lost her ―normal friends‖ as she no longer had time to 

“keep up with them‖ due to her caring duties for her son. She went on to say: 

“Mum and dad live nearby but they are not able for all the medical procedures 

Roy needs. People may want to look after him for me but it means they have 

to be trained and this is not always possible.” 

  Helen was in a similar situation as she said: 

―Only my sister who used to leave with me knows what to do with Ben, 

everyone else panics around him, so l cannot go anywhere, lam with Ben 

24/7.”  

For other parents the isolation was as a result of physical barriers in the community 

which prevented them to be in the community and mixing with others. Ellen 

described how she could not go to the local playgroup for a music session her son 

used to attend, 

―He no longer attends the group because the location it takes place is 

inaccessible to children or people with disabilities, l had to physically lift him 

and as he is getting bigger this has becoming difficult to do.” 

 The inability to move easily from one point to another was isolating for some 

parents. Rose said: 

“The fact that we cannot just jump into a car and go to the shops or where 

ever we want means we do not go anywhere, remember you have to lift his 

wheelchair into the car each time.”   

Another mother, Ellen, said: 

―Because he is on the dialysis machine you have to bring it out if you are 

visiting over night and this is not an easy thing to do.‖ 

 

It was interesting that some parents felt that not only they were isolated from their 

communities but their children with ID as well. Monica described how her son Dan 

could not participated in the local sports activity:  

“Because of his legs he could not participate and l do not know where else to 

go with him so that he will be involved, this limits what he can do in the 

community with the other children of his age.” 
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Martina said this about her daughter: 

―There is nothing around here that l could find that she could do with children 

of her age.‖  

Even though some of these parents felt isolated from their communities some of 

them had made friends with mothers or families with children with similar needs as 

their child with ID and some were reaching out in the community to help children in 

similar circumstances as their own children with ID. 

Ellen explained how making friend with other mothers had been a source of support 

in her life: 

”l became friends with other mothers through the Parents Forum, having other 

mums keeps me going. If l am having a bad day they understand why.” 

Martina also said having a mother with a child with Down syndrome as a friend has 

helped her. She explained it as follows: 

“I made friends with a mother of a child with Down syndrome. One day she 

sat me down and said you can do it. We are a great support to each other.”  

 Martina also said they are members of Down syndrome Ireland and they do fund 

raising activities for the organization. 

 

4.5 Family relationships: 

For some parents the complex medical problems their child with ID had frequently 

caused some disruption to the whole family‘s lives. Helen said: 

“If  Ben is sick it affects us all, it‟s like the family is split, because l have to go 

with him to hospital and his brother gets sick, l think it‟s because of worry.” 

 For Martina her family‘s life is greatly affected each time their daughter goes into 

hospital. She said: 

―Whenever Ruby is going into hospital, Connor (husband) has to stay behind 

to take care of our other child, l will have a sick child in the car own my own, 

Connor is at home here worrying about his wife and daughter until someone 

comes here and relives him. Our son has separation anxiety as a result.” 

 Rose gave an account of the only time her son David had to be in respite:  

―The boys were worried and saying „what is he doing there mummy, he 

belongs here, we should go and get him‟ and l had to go and take him back 

because the boys and myself were worried about him‖ 



33 

 

 Lack of time to be with the other children or loved ones were affecting family 

relationships in some of these families. One mother, Rose, said: 

―l cannot be with them all , l am always with David and the other two  are 

always left out, it worries me but there is nothing l can do.” 

 Helen said because she cared for her son ―24/7” her time with the other children 

was very limited especially her 12 years old son who was ―craving” for her attention 

but not getting it. She went on to say: 

―l could be in the same house with the other two children but in a way they are 

on their own and feeling abandoned.” 

Ellen accounted how she was finding it difficult to have time for her husband, she 

said: 

―Since the nursing support for Roy was stopped we have no time for 

ourselves as a couple, we used to go and do things together but we are no 

longer able to do this.”  

Helen also said she and her partner had no time to be out together as a couple and 

explained: 

“ if l go out  which l rarely do it means Joe ( partner ) will not be with me as he 

has to care for Ben, we will never be out together.”  

For mothers like Helen and Rose they felt isolated from their extended family 

members. Helen said:  

“l have brothers and sisters but cannot visit them because of Ben” 

Rose gave an account as follows of how her own brother does not visit: 

―l have a brother in Ireland but they never visit, they do not want to be 

involved with us, l am on my own in this county. If you have a child with a 

disability no one wants you.” 

 

 



34 

 

4.6 Physical environment:  

Some parents spoke of how the houses they lived in were unsuitable and this was 

negatively affecting their QOL. 

Some of the parents were living in double story homes and it meant they had to lift 

their child up and down the stairs whenever it was necessary to do so. Stella was 

very concerned about her own health, she said: 

“l have to lift Lucy up and down the stairs every day and  sometimes my body 

is weak  from doing this. When l am sitting here (downstairs) and remembers 

that she need to be lifted upstairs to sleep l am discouraged.”   

 Ellen said she and her husband had to ―lift Roy up and down the stairs several times 

very day‖.  

 For Rose even though her house was all one level she pointed out that it was small 

for the needs of her son as ―he needs room to do his exercise and learn how to 

walk.‖ she also said: 

 ―As the boys are growing their space needs are growing and this house is 

small but l cannot do anything about it, this is the house the council gave me.”   

 

4.7. Support from others: 

All the participants talked about how availability or lack of support from others 

affected their QOL. Mothers like Martina and Monica said they had a good support 

base but for other parents like Rose and Stella it was not the case.  

4.7.1 Support from family or others: 

According to the accounts given by some participants‘ support of any kind enhanced 

the QOL of these parent carers. The source of this support was from two main 

sources: family or others and what they believed in. 

Helen stated that, 

―Even though my sister is not able to help every time l need help, she is very 

good with Ben as she knows all his medication------, this helps a lot.” 

Stella also had a sister whom she said was ―dependable”. She said: 

  ―she is here most of the times and if l need to go anywhere quickly  

           she will take care of Lucy and the other children.” 

 For Rose this support came from her ―church family”. She stated that: 
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―People from my church are a very strong source of support; they give me 

practical help whenever they can. l was in hospital and they did everything in 

this house and took care of the children.” 

Martina said her family or that of her husband would ―drop everything” if they needed 

any help.  

Some parents got emotional support from parents who had children with ID as well. 

Ellen explained in detail how making friend with other mothers had been a source of 

support in her life: 

“l became friends with other mothers through the Parents Forum. Having 

other mums keeps me going.”  

As the other parent Monica has friends of children with special needs and they would 

―regularly share and encourage each other.‖   

 For parents s like Helen the face book was helping. She said, 

 ―l go on the face book regularly and chat to other parents with children like 

Ben  and this helps, we give each other support.” 

Martina would have also said she and a group of friends ―give each other tips” 

through a Down syndrome website which was developed by one of their friends.  

Besides the support they got from friends and families, for some mothers what they 

believed in was also a source of support and strength that helped them to move on 

despite the difficulties surrounding caring for a child with ID and complex needs. 

Rose put it this way, 

“ my  believe in God as a Christian  impacts on my understanding of David‟s 

condition, God allowed it to happen for a purpose and the purpose will be 

good. This helps me to move on and accept it and we thank the spirit of God 

because of Him we carry on every day, we have learnt to laugh and have joy.” 

Martina and Ellen who both are Catholic, like Rose, stated that God was also helping 

them caring for their respective children with ID. Martina said; 

―l think the Man above is giving us a hand in all this.” (Pause) “Special 

children are only given to special people there is a lot of work involved but l do 

not mind.” 

Ellen believed God was helping her along and went on to say: 

“l  think there is a reason for everything, l do not understand the reason  why l 

had Roy but God does ,Roy has brought strengths out in me that l never 

realized l had.” 
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Monica‘s outlook on life was helping her to cope. She said: 

―What life is all about makes me cope, life is too short to sit and mop about 

things like this.” 

 

4.7.2 Lack of support: 

 The participants also talked about how lack of support affected their QOL. For some 

participants‘ lack of or inadequate support from their partners was negatively 

impacting their QOL. 

 Rose clearly stated that her life and that of her children was bad because of the 

absence of her husband. She said: 

“Where is the man in all this? He is not here; he is not affected in the same 

way. He comes and go with expectations and l am to do all this caring, its 

hard--- where two people are working together its better.” 

Helen also said this about her partner: 

―He leaves all the caring to me, he panics around Ben and does not know 

what to do if Ben has a seizure.”  

Stella stated that her QOL was being affected because of the physical nature of the 

caring as the ―man” had left the family. She said: 

“ l have to lift Lucy up and down the stairs and in and out  the bath by myself, 

l have to do it as there is no one else to do it and l have three other children to 

care for all by myself.”  

 

4. 8 Support from disability service:  

All the children with ID of the parents who participated in this study were receiving 

some services from different providers. Some parents were very grateful of these 

services and explained how this had positively affected their QOL as carers. 

However for a number of parents it was after “fighting with the different providers‖ 

that their child got some services. For some parents they were dissatisfied with what 

they child was getting and they also explained how this was impacting on their QOL. 

Monica was “happy‖ with the services her son, Dan, was getting. She said: 

“ l am  happy with the services, his is in school and he also gets home support 

and has a provision to do activities in the community with support from the 

disability service he attends.” 
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 Unlike other parents Monica did not have to ―fight‖ for these as she had team behind 

her that taught her her ―rights as a parent with a child with special needs.‖ She went 

on to say, ―l know l am lucky as some children are not getting much”. She described 

Dan‘s life as ―good‖ as he was getting a lot of help. 

Also Monica was happy with the fact that his son was in school most of the day 

during the week as this gave her ―time to meet up with friends.”  

Availability of free time to self when her son was in a disability service was also 

pointed by Rose as a very positive thing in her life. She said, 

“Once David and his brothers are gone in the morning l go straight to the gym 

to distress, it‟s the only time l have to myself.” 

Martina said that her daughter was ―progressing very well” since she was getting all 

the therapy she needed but had to ―fight‖ with service providers for services and they 

were still ―fighting.”  

 For Helen even though her son‘s condition was the same she was very happy with 

the services he was getting from the disability service he was attending. She said; 

―They know him very well and looks after him very well, l am quite happy with 

that, he has his little friends when he is there.”  

She however went on to say she was not happy with the respite services her son 

was getting. According to Helen the respite was not enough. She said: 

“l need respite for Ben, l need it, it‟s my break time so l need it, especially over 

the weekend so as to get a chance to do things as a family.” 

For some parents their children were not getting the services they were suppose to 

get and this was a source of stress in these parent‘s lives. Ellen described it as ―a 

constant struggle‖. She went on to say: 

―As parents we had to lobby for the supports he wanted, knocking doors. l 

would not be afraid to fight for him now but l would have initially found this 

difficult. We have to fight with the HSE to get what Roy wants. l have to take 

the phone and fight if they tell me he cannot have this---- now we are fighting 

with the department of education for his home tuition, its very hard and 

stressing” (pause) ― l feel it‟s wrong for parents to be left to fight for services.”  

Martina described how she and her husband were disappointed with the medical 

services their daughter Ruby was getting. She described it as follows: 
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“It‟s a disjointed service, Ruby is seeing different consultants for different 

things but they never communicate hence they missed a crucial problem with 

her, we feel let down by the health services.” 

Martina went on to explain how she was left to fight for Ruby‘s educational needs, 

―We are fighting to get an SNA for her, luckily l am not a shy woman, it‟s 

stressing though.” 

 Lack of the equipment that Rose‘s son needed to aid his development was 

disappointing for Rose. She said: 

―the disability service is not well equipped, it‟s not like what we see on TV in 

other countries like USA and UK where they have equipment in the home and 

everything is available for them but here it‟s more like a third world country. 

He needs a walker for home but l was told he cannot have it as there is no 

money, it‟s disappointing….” 

Stella said getting home support was a ―journey” as it took a long time to get but was 

happy that her daughter was getting it even though there was no ―flexibility around 

it‖. It was only once in a month for six hours on a Saturday and ―that was it.‖ 

The issue of inflexibility of the home support hours was also pointed out by parents 

like Rose and Helen as an issue as there was little negotiation with the providers as 

to when to get it to suite family needs. 

 

4.9 Gains from caring for child with ID: 

 Even though these participants would have outlined the negative factors from their 

caring that affected their QOL they also narrated how as individuals they had gained 

from caring for their children with such extensive needs. 

According to Rose she had learnt how to ―genuinely‖ love as a result of caring for her 

son.  She said: 

―l am now loving without expecting. David has taught me how to genuinely 

love and give.” 

 Ellen had this to say: 

 “Roy brought a lot of joy into our lives and has made me into a different 

person”.  

Helen regarded her son as a ―wonderful” and ―amazing” boy as he had made her into 

a ―selfless person” as she was now priorities the needs of others first. 
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  For Monica the mere fact that as a mother she was ―sacrificing” and taking care for 

her son brought a “lot of joy‖ in her life. She described it this way: 

“Dan is my son and l am her mum and would do anything for him, he is no 

one else‟s but mine and the rest does not matter much no matter how 

difficult.”  

  Stella had the same positive feelings about caring for her daughter, she said: 

―I love my daughter, l am her mum and l will do anything for her, l will always 

be there for her.”    

Martina said as a person she has been changed and her relationship with her 

husband had been changed for the “better”. She said: 

“My relationship with my husband has been changed as a result of Ruby‟s 

condition, our relationship has been made stronger and the whole family is 

now a closer unit because of her.” 

 

4.10 Perception on overall QOL:  

It was striking that after describing quite a number factors which were negatively 

affecting their QOL all the participant conclude that they were happy with their lives. 

Helen said: 

“Do not get me wrong” (laugh) “yes some days are harder than others but l 

am happy with my life, l have all my kids with me and that‟s what matters.” 

 Ellen said: 

 ―Life is hard sometimes but lam happy with our lives and l want to bring up 

Roy in the best way l can.” 

Rose had an interesting way of saying it, she said: 

“It‟s like we are in a prison and we have learnt to be happy in a prison, ya we 

are happy in a prison.‖ 

Stella was happy with her life and that of her children because they had “each other, 

shelter and food.‖  Another mother Monica was happy with her life and that of her 

family because:  

“Dan is doing well and l know he will continue to do well, things can be tough 

but it‟s the times we are living in but l am happy with our lives." 

 Martina said: 

 ―Life is hard in general but life is what you make it and l cannot sit besides 

myself and complain and worry, l am happy with my life.‖ 
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CHAPTER 5: DISCUSSION 

The objective of this study was to explore the factors that affect the QOL of parent 

cares of children with ID in West Dublin and this study managed to identify these 

factors. Various factors were identified as affecting the QOL of the parent carers who 

participated in this study and that of their families. These factors are in line with 

factors identified by other researcher who did similar studies both in Ireland and 

globally.  

This study reveals a group of parents (all mothers) who are working against 

enormous challenges to provide the best care to their children with ID. 

 One major factor that was negatively affecting the QOL of these mothers was 

stress. Despite some positive aspects in their lives, as parent carers all the mothers 

in this study said they were stressed because of one thing or another. This is similar 

to similar studied done in Ireland (e.g. Redmond and Richardson 2003, Dillenburger 

and McKerr 2010) and elsewhere (e.g. Brown 2003, Zuna et al 2009). The different 

challenges these parents faced was the source of stress. 

 For some it was the need to constantly adjust to the changing situations and needs 

of their child with ID. Mansell and Wilson (2010) identified this as one of the major 

cause of stress in parent carers of children with ID.  

Financial constraints were mentioned by all mothers in this study as a source of 

stress. Again this was similar to findings from similar research in Ireland (Kelly et al 

2009) and elsewhere (Reichman et al 2008). As in the other researches this was 

mainly because one parent or the sole income earner had to give up their job to 

become the main carer of the child with ID, leaving some families having to rely on 

carer‘s allowances. The recession compounded the situation for these parents. They 

were now asked to pay for things like specialized equipment and housing 

adaptations out of their own pockets because the funding which used to purchase 

these things was no longer available. In some cases parents were to ―fight” to get 

essential services for the child with ID because it was no longer funded for due to the 

cut backs.  

A recent report by the Association of Carers in Ireland emphatically pointed out that 

family carers were suffering more as a result of the recently introduced cut backs as 

some were now forced to pay for some essential provision from out of their own 

pockets. There is a serious need to relook at the policy around funding for services 

and provisions for people with disabilities because for most of them these needs are 
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lifelong and most families cannot afford to pay for whatever they are asked to pay for 

because as evident from these study most of them are out of work as they have to 

care for their child full time. 

 

 Lack of time for self and for the family was also highlighted as another source of 

stress by some parent carers. Most of these parents were caring for other children 

as well. It was striking how the participant linked the lack of time for self to lack of 

support from either partners or service providers. In the case of two of the mothers 

(Rose and Stella) the husbands were staying somewhere else and had left all the 

caring to these mothers. In the case of Helen the partner was somewhat involved but 

left most of the caring to her as he ―panics‖ around their child with ID. This is in 

consistence with what Kenney and McGilloway (2007) found in their study.  

According to their findings one partner/ spouse were doing most of the caring and 

the other partner or spouse was benefiting from this as they were ―cushioned‖ from 

doing the caring themselves. And usually the caring spouse or partner was the 

mother of the child.   

 

As mentioned in the literature review (Resch et al 2010) some of the challenges 

which bring stress in parent carers of children with ID are not only as a result of the 

hands on care they do but are sometimes as a result of a miss match between the 

needs of parent and the environmental supports. This seems to be the case in Rose, 

Stella and Helen‘s case in terms of home support and respite services. The home 

support and respite providers did not take the needs of these mothers into 

consideration when they were allocating them home support or respite hours. Helen 

emphatically pointed out that she had been asking for respite for her child  for over 

the weekends as this was the only way for her to have a break or be able to do 

something with her other children but this was not granted.  Both Rose and Stella 

pointed out that there was no flexibility around the home support hours they were 

getting to suit their needs and this was causing them stress.  

 

 From the data the intensive nature of caring involved with some of the children was 

a source of stress for some of the mothers. Researchers like Watson et al (2002) 

and Redmond and Richardson (2003) would have identified this as a source of 

stress for parent carers in their own researches. Helen, Ellen and Rose reported 
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inadequate sleep because they had to be up several times during the night to check 

on their respective children and this was affecting the way they were functioning. 

From the accounts of these mothers this seems to be a serious problem because in 

Ellen‘s case she was no longer able to do her job well and this was adding to her 

stress and in the case of the other mothers it was affecting the way they were caring 

for the child with ID and their other children. To help with such a problem overnight 

home support or more respite hours are needed to allow mothers in such situations 

to rest but with the recession in Ireland such services are being cut as seen in Ellen‘s 

case where the overnight hours they were getting for their son were stopped due to 

cut backs. Helen‘s need for more respite for her son was not granted as respite 

services for everyone were being reduced.  

Some of the participants developed medical problems, namely back injuries, high 

blood pressure and depression, due to the caring duties of the son or daughter with 

ID and complex needs. This is in line with findings of similar research done in Ireland 

(Dillenburger and McKerr 2010) and elsewhere (Reichman et al 2008). Some 

parents linked their back injuries to the inappropriateness of the housing they were 

living in as they had to lift up and down the stairs or in and out of the bath tub. 

 

 Anxieties around the diagnosis, medical needs and the future of the child with ID 

were also causing stress in some of the parents. Where no proper diagnosis  and 

prognosis were given like in the case of Stella, Martina and Monica‘ s children the 

parents were worried as they were not sure what to expect with their child or what 

help  for their child to sought. This brings out an important fact; parents need to know 

from the beginning what is wrong with their child, though this is not always possible, 

but information and reassurance to these parents is important because lack of it 

causes stress and makes it difficult for these parents to plan for the future of their 

child and that of themselves. This finding is consistent with the finds made by 

Redmond & Richardson (2003) and Kenney and McGilloway (2007).  

In 2007 the National Federation of Voluntary Bodies (NFVB) published guidelines in 

terms of how to inform parents about the diagnosis of their child with a disability and 

they recommended that information on the disability of a child should be 

appropriately given as soon as possible and that there should ongoing 

communication between the family and the teams which will be working with this 
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family. Implementing these guidelines will help to alleviate or avoid unnecessary 

worrying by parents with a child with a disability. 

 

Some of the mothers in this study were, as said by Redmond and Richardson 

(2003), ―quasi- nurses for their children‖. Even though these parents seemed to be 

confident and skilled in the medical procedures they were doing on their children it 

was the fact that this caused the caring burden to fall squarely onto them as they 

were the only ones who could do the procedure(s). This isolated these mothers from 

the community and other family members as they could not easily find someone to 

look after their child so that they could go out or visit. This brings about the same 

issue of having nursing relieves in the home otherwise it means these parents will be 

isolated for as long as they have to care for their children. 

 The issue of isolation came out from these parents strongly and even though some 

of it is due to negative community attitudes towards disability and therefore hard to 

tackle, some measures can still be put in place to minimize it. As highlighted by 

some of these mothers support services like more respite and flexible home support 

can go a long way to help with this problem. The issue of the need for more respite 

in Ireland had been highlighted by families in different researches (Kenney and 

McGilloway 2007, MacDonald 2007).  

 

Most of these mothers however would have looked for support elsewhere; from 

mothers or parents who have children with similar needs as their children. As stated 

by Kenney and McGilloway 2007 such relationships help one to cope. It was striking 

though that none of these parents would have looked for support from formal 

organizations like the National Federation of Voluntary Bodies when advocating for 

the needs of their children or for any other support. According  a study done by 

Summers et al  (2005) relationships between organizations like this and parents 

empowers parents as they enhances their advocacy and partnerships skills. 

 Community Integration of the children of the participants of this study seemed to 

have been very limited. Only one child out of the rest was involved, to a limited 

extend, in some community activities, the other one had stopped due to 

inaccessibility of the building he was having the activities. The main reason given for 

this isolation of their child with ID was that there was nothing available for their 

children to be engaging in, in their own communities. The current drive for 
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community integration may be hampered by issues like these. As stated by Kozma 

et al (2009) lack of resources can work against the good intentions of community 

integration. 

As stated in the literature (Wang et al 2004, Brown et al 2009) parents tend to link 

their QOL to the services their child with a disability is getting. Parents like Ellen, 

Rose and Martina were explicit that at different stages they had been left to fight for 

services of their child with ID and this was negatively affecting their QOL and that of 

their child with ID. Parents like Monica who did not have to fight directly 

acknowledged that they were ―lucky‖ as other parents are fighting for the service of 

their child. This should not happen  and  as concluded by  Redmond and Richardson 

(2003) there is need from the onset that a child with  ID and other needs should  be 

linked to the appropriate services and that there should be communication between 

these services. 

 As found by Walmsley and Mannan 2009 in their study of QOL of Irish families with 

an individual with ID,  all the mothers in this study said they had gained from looking 

after their child with ID. They all concluded that they had become ―better‖ people as 

a result of caring for their child with ID, for example Rose said she had learnt how to 

love without expecting anything back and Helen had became a selfless person. 

Others like Ellen had made networks with mothers with the same situations as 

themselves.  

 

Despite all the challenges these parents faced in looking after their child with ID, one 

thing was obvious from this study; these parents were happy with their lives and that 

of their children with ID. They loved their children despite the amount and complexity 

of the caring involved and did not mind the amount and nature of work involved in 

the caring of these children, what they needed was support from relations to afford 

them breaks and funding from relevant services providers to fund different services 

and provisions that would enhance the QOL of their children with ID and that of 

themselves and the rest of their families. 
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CHAPTER 6: LIMITATIONS OF THE STUDY AND POSSIBLE AREAS FOR 

FUTURE RESEARCH. 

6.1 Limitation of the Study: 

 The fact that all the participants were from the same catchment area under 

one funding board means participants could have faced the same issues in 

terms of supports and funding of the needed equipment and services, 

experiences can be different from one funding board to another.   

6.2 Areas of further research: 

 Further research in this area can look at the following: 

 How policies or policy changes affects the QOL of families of people with ID 

or other disabilities. 

 Assess or explore the level and nature of communication between service 

providers and families of people with ID or other disabilities. 

  Assessing the service needs of carers of people with ID and that of their 
families. 
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CHAPTER 7: CONCLUSIONS AND RECOMMENDATIONS 

 
7.1 Conclusion:  

This study explored factors that affected the QOL of parent carers in West Dublin 

and that of their families. Several factors that negatively and positively affected the 

QOL of these parent carers and that of the families were identified. 

 The study also revealed that despite the negative factors that affect this parents as 

a result of having and caring for their child with ID these parents are happy with their 

QOL and that of their families and are prepared to do all they can for their child with 

ID, what they needed is support from relations and relevant services providers to 

further enhance their QOL, that of their child with ID and of the rest of the family.  

 
7.2 Recommendations: 
 
7.2.1To policy makers. 
 

 There is need to reflect on the impact of health care policies, especially in light 

of the newly introduced policies changes introduced because of the recession, 

to children with ID and their families  and how their QOL of are impacted as a 

result of these policies or change of policies.  All parents in this study 

indicated how already their QOL had been negatively affected by the cuts to 

services introduced as a result of the recession (e.g. respite, home supports, 

equipment funding, and inappropriate housing).   

7.2.2 To service providers. 

 In light of the current recession there is need for  flexibility in terms of 

service provision so as to utilise the limited resources  in a way that meet 

the needs of the people with disabilities and their families better. There is 

therefore strong need to consult and closely work with families. Some 

mothers in this study mentioned that there was no flexibility around home 

support or respite care they were getting to meet their family needs or 

situations.  
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APPENDICES. 

 

Appendix 1 

RESEARCH PROPOSAL.  

TITLE: An Exploration of the QOL of parent carers of children with intellectual 

disability in West Dublin Ireland. 

 

Justification/ rationale: 

According to the 2009 National Irish Data base for people with intellectual disability 

(NIDD) 26 thousand people were registered as having Intellectuals disabilities that 

year and about 34% of these are children under 18 years. The majority of these 

children (97.7%) are cared for in a home situation mostly by parent(s). A significant 

number of these parents are lone parents (Kelly et al 2009). 

These numbers of children with intellectual and other forms of disabilities in Ireland 

and across the world are set to increase. The incidence of Intellectual Disability (ID) 

increases by 1% each year in most developed countries (World Health Organisation 

2010). According to Reichman et al (2008) and (WHO 2010) these numbers are 

increasing mainly because of two factors:  the advancement in health technology 

which is allowing children who would not normally survive to survive and the drive for 

de-institutionalization and caring for people with disabilities in the community. This 

means more and more parents and informal carers are caring for these children at 

home and according research affects this affects the QOL (QOL) of these parents or 

carers. (Mansell and Wilson 2010,) 

 
According to Jokinen & Brown (2005) the QOL of parent carers of children and 

adults with ID has generated a lot of interest across the world mainly because people 

in this field have now realised the importance of the role of the parent carers in the 

lives of their children with ID. To provide the most appropriate services to these 

children there is need to understand the needs of their parent carers so as to ensure 

they provide the best care to their children with ID (Brown and Brown 2003).  As 

stated by Zuna et al (2009) and  Werner  et al  (2009)   these parent carers who 

plays such a crucial role  should be supported so as to live lives in line with their 

values, believes and abilities so as to care for their children with ID more effectively. 
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The  concept of caring  for people with disability is more recent in Ireland as 

compared  to some countries (e.g. USA, Canada, Sweden)  were QOL studies of 

parents carers had been studied more extensively(National disability Authority 2008) 

therefore  the  impact of this on Irish  parent/family carers and their  families  still 

need to be explored as family carers in Ireland are now increasing as  more  and 

more children with ID are being cared for at home  whilst accessing mainstream 

services as displayed by the  2009 NIDD report. 

 

As stated by Werner et al 2009 information gained from QOL studies is useful in 

informing policies so as to improve service provision and this is needed in Ireland 

especially at a time when so many family carers and their children with ID are 

struggling to cope due to the different financial and services cuts imposed on families 

as a result of the recession (Disability Federation of Ireland 2010). 

 

Objectives: 

The main objective of this study is 

 To find out factors that affects the QOL of parent carers of children with ID 

in West Dublin. 

  

Methodology: 

 A qualitative and phenomenological method will be used to get information from 

parent carers of children with ID themselves on their QOL.  This method is 

appropriate for this study because as stated by Lester (1999) this method is good at 

bringing out experiences and perceptions of individuals from their own perspectives.   

Purposive sampling will be done to get potential participants. All 30 parents in the 

forum will be targeted. Getting the sample this way is appropriate for this study 

because as stated by Kruger (1988) purposive sampling is used to get a sample of 

people who would have experienced a phenomenon to be researched. In depth 

interviews using open ended questions will be done with participants to get their lived 

experiences and how they see and interpret their quality of live.  
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Inclusion Criteria: 

- Any parent of a child of 1 - 18 years with ID and living in West Dublin and is 

caring for their child with ID who lives at home with them and the rest of the 

family.  

- The parents have to be members of the Dublin West Parents Forum for 

children with ID or a parent with a child with ID whom a member of the Dublin 

West Parents Forum will recommended. 

- The parents have to understand the aims of the study and the concert 

mechanism and participate in a voluntary capacity. 

Excluded Criteria: 

Those who will be excluded from the study are parents with a child with ID but are:  

- not able to understand the consent mechanism  

- Have not given their consent to take part in the study. 

- Their child with ID is living and mainly cared for outside the home.  

 Recruitment of participants: 

Participates will be recruited through a parents forum for children with ID in Dublin 

West. The researcher is going to contact the chair person of the forum by phone or 

email and then arrange to meet physically to discuss the study, its purpose and 

methodology. His assistance will be sort in terms of explaining the study to parents in 

their next meeting, distributing information leaflets and consent form emphasising 

that the consent forms are to be send to the researcher by post using the addressed 

envelopes.  Copies of the consent forms, information leaflet and addressed 

envelopes to researcher will be left with chairperson to distribute to parents who 

would have expressed interest to participate in the study. Parents who are interested 

in participating in the study will post their consent forms straight to researcher to 

ensure confidentiality. Communication from this stage on will be done directly to the 

participants. 

 

Interviews: 

Open ended interviews will be done to get information pertaining to how parent 

carers of children with ID perceived their QOL and that of their families and to 

explore factors that affected it.  

Interviews will be held at the place of participants‘ choice, Appointments in terms of 

place and time of the interview will be made by phone on receipt of the consent form 
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from the participant.  During this time explanation of what is to be covered in the 

interviews will be given to the participants. Before the interview the researcher will 

reminded the participant the following:  

 What the study is all about. 

 That their participation in the study is purely voluntary and free.  

  That they are free to withdraw from the interview at any stage without any 

consequences.  

 That the information that will be gathered from the interview and their identity 

will be anonymous and will be confidential. 

 That they will be given a copy of their interview transcripts or a summary of 

the findings c if they wanted them. 

 

 With the permission of the participants these interviews will be audio recorded and 

this information will transcribed as soon as possible and the audio recordings  will be  

destroyed and only the transcripts will be kept and these will be stored under True 

Crypt software on the researcher‘s computer. Any notes will be kept in a locked 

cabinet and only the main research and supervisor will have access to these and 

once the study is finished these will also be destroyed. 

 

 Ethical Considerations: 

Observing the research principles when doing a research that involves people is 

important, especially where potentially sensitive issues are going to be explored 

(Streubert  2010).In qualitative  research participants safety, confidentiality and 

anonymity need to be kept as this type of research  is probing in nature and seeks to 

get an in-depth understanding of an issue; sensitive issues  which may  trigger 

anxiety  and distress in participants may be discussed and therefore there is  always 

need for  at least a written consent from the participants(Richards and  Schwartza 

(2002). 

 Ethical approval of this study will be sought from the Research Ethics Committee of 

Health Policy and management/ Centre for Global Health Trinity College. Because of 

the personal nature of this study it will be imperative that participants understands 

the nature of the research and what is expected of them before they consented to 

http://fampra.oxfordjournals.org/search?author1=Helen+Mary+Richards&sortspec=date&submit=Submit
http://fampra.oxfordjournals.org/search?author1=Lisa+Jennifer+Schwartz&sortspec=date&submit=Submit
http://fampra.oxfordjournals.org/search?author1=Lisa+Jennifer+Schwartz&sortspec=date&submit=Submit
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take part in the research and a written consent is  a prerequisite to participate in the 

study.  

It is possible that during the interview session some participants may become upset 

when talking about their life and experiences. The researcher will take a break 

before continuing with the interview or give the participants a choice to discontinue 

with the interview   and continue with it another time when they think they will be in a 

better position to continue.  Participants will have access to the counsellors that are 

there for them through the forum, should they need one they will be referred to these 

services.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Appendix 2. 
 Copy of ethics approval letter 
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Appendix 3 
 
 
INFORMATION LEAFLET 
 
Study Title: An exploration of factors that influence the QOL of parent carers of 
children with intellectual disabilities in the West Dublin Area, Ireland. 
 
Name of Investigator: Tambu Jamison 

Name of Supervisor: Hasheem Mannan, PhD 

This study is conducted in partial fulfilment of the M.Sc. Global Health at Trinity 
College Dublin. 
 
The aim of this study is to find out what life is like for you as a parent  who cares for 

his or her  child with  an intellectual disability and to learn about the things that help 

you and your family in caring for your child; and things that make it difficult for you in 

caring for your child. 

You are being asked to participate in this research because your views and 
experiences as a parent carer of a child with intellectual disability are of great 
interest and value to this study.  Your participation is purely voluntary and free.  
 
This information will be obtained through face to face interviews between you and 
the researcher in your home or location of your choice.  
 
It is hoped that only one interview per participant will be carried out and this interview 

is expected not to last more than one and a half hours. Where the interview cannot 

be finished for any reason it will be continued at another time with your permission. 

You are free to contact the researcher at any given time for clarification or for any 

other reasons related to this study.  

The interview(s) will be audio recorded with your permission and the researcher 
might also take some notes during the interview(s).  Your identity and information 
obtained from the interview and study will be treated with strict confidentiality. This 
information will be locked away and only the researcher and her supervisor will have 
access to this information. 
 
The information obtained from this study will be compiled into a report and you will 

have full access to the report should you wish to do so.  

Potential benefits:  As parent carers of children with intellectual disability you will be 
able to share what it is that affects your life as parent carers and this information 
might be used to improve services and supports for yourselves and that of your 
children with Intellectual Disability. 
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Risks and discomforts: No risky activity will be requested from you. During the 

interview if you are uncomfortable answering some questions you are free not to and 

this is without any consequences.  

Confidentiality: Your responses will be dealt with in strict confidentiality. Your name 
will not be published or appear on any of the information to be obtained.  
 
Participation and the right to discontinue: Your participation in this study is purely 

voluntary and should you wish to withdraw from this study at any stage you are free 

to do so without giving reasons and you or your child with intellectual disability will 

not incur any penalty or lose any benefits which you were getting before this study. 

Consent: To take part in this study you must read and sign the consent form 

provided. You will get a copy of the signed consent form. 

Permissions: Ethical approval for this study has been obtained from Trinity College 
Dublin. 
Further Information: You can get more information or answers to your questions 
about the study, your participation in the study, and your rights, from Tambu Jamison 
who can be contacted at jamisont@tcd.ie  or 01 896 4178 .  
 
Thank you for taking time to read this leaflet. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

mailto:jamisont@tcd.ie
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Appendix 4 
 
DECLARATION OF AGREEMENT AND THE STATEMENT OF INVESTIGATOR’S 
RESPONSIBILITY 
 
PROJECT TITLE: An exploration of factors that influence the QOL of parent carers 
of children with intellectual disabilities in the West Dublin Area, Ireland.  
PRINCIPAL INVESTIGATOR: Tambu Jamison 
 
BACKGROUND: 
You are being requested to participate in a research study that wants to better 
understand what life is like for you as a parent who cares for their child with an 
intellectual disability and to learn about the things that help you and your family in 
caring for your child; and things that make it difficult for you in caring for your child. 
This will be done through face to face interviews between you and the researcher in 
your home or location of your choice.  
 
The interview(s) will be audio recorded with your permission and the researcher 
might also take some notes during the interview(s).  Your identity and information 
obtained from the interview and study will be treated with strict confidentiality.  
 
DECLARATION: 
I have read, or had read to me, the information leaflet for this project and I 
understand the contents. I have had the opportunity to ask questions and all my 
questions have been answered to my satisfaction. I freely and voluntarily agree to be 
part of this research study, though without prejudice to my legal and ethical rights. I 
understand that I may withdraw from the study at any time and I have received a 
copy of this agreement. 
 
PARTICIPANT'S NAME: ………………………………………………………….. 
 
CONTACT DETAILS: ………………………………..…………………………….. 
 
PARTICIPANT'S SIGNATURE: ……………..…………………………………….. 
 
Date:………………………….. 
Where the participant is incapable of comprehending the nature, significance and 
scope of the consent required or is under 18 years old, the form must be signed by a 
person legally competent to give consent. 
 
NAME OF CONSENTER, PARENT or GUARDIAN:……………………………… 
 
SIGNATURE:……………………………………………………………………….. 
 
RELATION TO PARTICIPANT:………………………………………………… 
 
Statement of investigator's responsibility: I have explained the nature and 
purpose of this research study, the procedures to be undertaken and any risks that 
may be involved. I have offered to answer any questions and fully answered such 
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questions. I believe that the participant understands my explanation and has freely 
given informed consent. 
 
INVESTIGATOR’S SIGNATURE:………………………… Date:………………….. 
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Appendix 5 
INTERVIEW GUIDE   

An exploration of factors that influence the QOL of parent carers of children with 
intellectual disabilities in the Dublin West Area. 

Introduction: 

First of all thank you for agreeing to take part in this interview and for allowing me to 
come into your home to do this interview. 
I‘ll be using this tape recorder to record our conversation and if needed l will take 
some notes as well - I hope that‘s OK with you?  
 
As stated in the information leaflet you read everything we are going to talk about is 
confidential and your name will not be used on any of the information to be gathered 
in this interview. 
 
Remember if you are uncomfortable answering any of the questions say so and l will 
move on to the next question. Also remember that if you decide to go no further with 
the interview you are free to do so with no penalty or consequence, your participation 
in this interview is purely voluntary.  
 
In this interview I would like to talk to you about what life is like for you and your 
family and to learn about the things that help you and your family in caring for your 
child with Intellectual disability (ID); and the things that make it difficult for you in 
caring for your child with ID. 
If you do not understand my questions or you want me to repeat any question please 
be free to ask me to. 
 Do you have any questions before we start?  

OK we will start. 

 

1. I am going to start by asking you questions about your family 

- tell me things about your family in general 

- How many children do you have and what are their ages?   

- Who else lives with you in the house besides your children?  

- Do you work outside your home and are they other family members who work 

outside your home? 

- How does your the family spends their day during the week and at weekends? 

2. I am now going to be asking you questions about your child (name – child with 
intellectual disability). 

- What is the diagnosis of (Name -child with ID)‘s problems and what is the 
level of his/ her disability? 

- What level of support does (name - child with ID) needs?  
- What services like schools and other facilities does (name of child) attend 

with other children in the neighborhood or around this area?  
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3. now going to ask you question about Caring  for(name- the child with ID)  
-  What are the usually routines and duties in your home and how are these 

duties shared in general? 
-  Who looks after (name – child with ID) most of the times? 
-  What other family members looks after (Name- child with ID)? 
- Tell me what is involved in caring for (Name – child with ID)? 
-  What outside help from friends, neighbours, and others do you get in 

terms of caring for (Name -child with ID) and what practical help besides 
caring for (name) do they give you and your family?  

- What good things do you like about caring for (Name -child with ID)? 
- What things are difficult for you in caring for (Name- child with ID)? 

  
4. I am now going to ask you some questions about the services / Disability 

services which cater for the special needs (Name -child with ID) have.  
- What are the services available to (Name -child with ID) which caters for the 

needs he has? 
- What day services does (Name -child with ID) attend and how often does he 

attends this day service? 
- What other activities for children with the same needs as he has does he 

attend outside the home? 
- How much are you as the carer for (Name -child with ID) are you involved in 

ensuring that (Name) access these services. 
-  What is your opinion on these services (Name -child with ID) is getting. 
-  What aspects would you want them to improve in terms of these services? 
-  And what aspects do you think those who are providing these services to 

(Name child with ID) are doing well?  
 
  5. I am now going to ask you some questions about your family health 

- Describe to me in general your health and that of your whole family?   
-  Are you able to access health care for you and your family including (name- 

child with ID)? 
-  Do you think payment for family health care  is affordable in Ireland   
-  Are you able to pay for your family health needs? 

 
6.  I am now going to ask you questions about money and Employment: 

- How has the recession affected you family income and needs? 
- What adjustments had you and your family had to make because of the 

recession? 
- Do you think having a child with ID or any put you in a worse position in terms 

of finances as compared to a family without a child with ID? 
- What extra things does (Name -child with ID) need that you have to buy 

yourselves? 
- Have you or any member of your family had to give up their job so as to look 

after (Name – child with ID) and if so how has this impacted on you and your 
family. 

 
  BREAK FOR A FEW MINUTES (IF NEEDED) 
 
7. I am now going to ask you questions about your relationships within and 
outside your family. 



65 

 

- Describe your relationship with family members. 
- Tell me how important these relationships are to you. 
- How much supports do you get (emotional or otherwise) from friends or other 

parents in the forum? 
-  How do you spent time with the different family members, friends and others 

and do you consider this time to be adequate? 
- In what ways does having a child with ID affects the way you relate with family 

members and friends? 
- How is your relationship with (Name – Child with ID)? 

 
8. I am now going to ask you questions about your leisure activities. 
- Tell me the activities that you do as a family and as individuals. 
-  How satisfied are you with the leisure activities you do and time spend 

together with family. 
 

9.  I am now going to ask you questions about you interact with others in your 
Community. 

- What do you think about this area you live in? 
- What activities do you do together with other parents in the parents‘ forum? 
-  What organizations or clubs are you involved with in your community? 
-  How has having a child with ID affected you interaction with others in this or 

outside this community? 
- Do you go outside your home and help families and other who are also in 

need?  
 
10. I am now going to ask you about your beliefs and Values 

-  Tell me what your family values and beliefs are. 
-  How are these beliefs and values important in your life and the way you live 

your life? 
-  What role does these beliefs and values play in how you see and understand 

the disability (Name) has? 
- How does your beliefs and values affects the way you care for (Name – child 

with ID)  
 
11. We are almost at the end, lam now going to ask you about questions about your 
life in general. 

-  What is life like for you and your family? 
- What good or bad things have made your life good or not so good? 
- How has having a child with ID affected your life and that of your family? 
- How happy or not so happy are about your life and that of your family?  
- What situations do you want changed so that you can live a better life 
- What other supports or changes do you think you need to improve your life? 

 
11 . Finally l am going to ask you about your life and caring for (Name – Child 

with ID). 
- How do you see the life of (Name – child with ID)? 
- Can you tell me how your life as a parent carer affects how you care for 

(Name- child with ID) and the rest of the family? 
- What are the things or situations in your life that makes caring for (Name – 

child with ID) good or not so good? 
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12 . Do you have something to add to what we have been talking about or 

anything else you want to tell me? 

We are finished -thank you very much for taking part.  

  
Thank you 
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Appendix 6 
TRANSCRIPT OF INTERVIEW HELD WITH “HELEN”.  

 

Q: tell me things about your family in general 

A: l have 3 children, 2 boys and a girl, molly who is 2, then Ben who is 10 and then 

Daniel who is 12. Molly is the active one she wants to be out most of the time. 

 

Q: Does anyone else lives in the home with you 

A: No one else lives in the house with us. I have a partner but we are not married 

and he does not live with us, he lives nearby and is involved with the family. 

 

Q: Tell me, what is your typical weekday like? 

A: My day is very busy, where do l start, just to give you an idea, usually l am up by 6 

30. Normally Molly is the first to be up; she is usually up by 600.  I do not get a 

minute (Name of interviewer) but she (Molly) is happy to go to bed, by   6:30 in the 

evening she is in bed, l get Ben and Molly ready for school and Ben goes to school 

first and l am back and shouting for Daniel who does not want to get out of bed .This 

places is crazy when they live for school and once l leave them in school l come 

back here and clean. I am like a crazy woman in the morning. Most of my time then 

is taken up by my mum who is not well. its either l am going out with her for an 

appointment or  looking after her, so my mornings  are gone  and l come back here  

to collect  Molly from school. It‘s constantly going it‘s never stopping. I try to fit 

everything in. When Daniel comes home l sit with him to do his homework and in 

between l will be making dinner some days l do not get to sit with D until evening 

time. Before l put Molly to bed Ben feed is on and when l come back down his feed is 

finished and the machine is blipping and then l give him his meds and make him 

ready for bed and its evening time and l am ready for bed, it‘s very busy (name on 

interviewer), Its very busy, l wish l had a couple of hrs to myself. It‘s hard to fit in the 

three children and each of them has their own needs. 

 

Q: Do you have someone who helps like home help 

A: No we do not have home help ,  Ben  now gets home supports during weekends 

for 4 hrs and its only recently,  he only got it  about 6 weeks  ago, he would  have 

heard  home support  sanctioned years ago but it did not work, a girl wanted to get it 
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by she was not suitable And only recently the girls, the nurses  who works with Ben  

offered to do it and are taking turns to do it, so they come and take Ben every 

Saturday for 4 hrs. When they take Ben l try to do something with Daniel as l feel he 

is pushed aside because of all these things l have to do. Ben also gets respite two 

nights a month, usually he usually goes straight from school and back again, 

sometimes it‘s during weekends he goes at   2 pm and he has to be collected the 

following morning by 11 am, a request has gone in to ask for more respite but we 

have not heard. 

 

Q: if l may ask what is Ben‘s diagnosis 

A: Diagnosis, eh, he has no diagnosis, globally developmental delay and epilepsy 

were the one we were given but he has no proper diagnosis there have been no 

diagnosis up to now, there have not been any so far and Ben is 9 years, maybe one 

of these days they will find out what is wrong with him (Pause). They was a time 

when we did not want to know they   took a sample from my blood, and my partner‘s  

and  Ben‘s and they said that they found and X chromosome which might be caused 

the problem and  l was scared thinking there might be something wrong with me but 

it could not tell them anything. 

 

Q: how much support does Ben needs in terms of caring. 

A: A needs a lot of support in the home, if he was not going to school it means l had 

to have him 24 / 7,  he cannot do anything for himself and needs help in every way, 

to me he is like a new born baby, no matter was is to be done l have to do it for him, 

24  hour care, sometimes he needs to be suctioned the secretions, there are buckets 

and buckets of secretions, we tried a patch but it did not  work so we have to go on 

with the suctioning, it‘s ongoing care, sometimes he is making some sounds and 

kicking and  we do not know whether he is comfortable or what,  l do not know  

always whether he is happy , comfortable or uncomfortable, there are times when l 

know that there is something wrong with Ben, it‘s hard to say what he wants. 

 

Q: Are you the main carer for Ben or you share the caring with someone.  

A: Yes  lam  , (partner) sometimes  is sometimes in  but he  panics around Ben,  if he 

has a dirty  nappy ,  there is no  hope partner changing  his dirty nappy, partner  will  

come in the mornings and lift Ben  from bed and leave him in the sitting area in his 
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specialized comfort chair and that‘s about it, everything else l have to do it myself. 

My younger sister who used to leave with me sometimes takes care of Ben she is 

very good but she is looking for an apartment as she fell in love, if l ever need a baby 

sitter for Ben l will always ask , she is the only one l can ask, and she will do it she is 

very good, she knows about Ben‘s medication,  but partner does not she is only 

down the road, but l do not  know where she is going to go since she is looking for 

an apartment , if we where to go for a night out , which we normally do not  do l will 

ask  my sister to look after Ben and she will do it. She knows everything about him. 

 

Q: no neighbors or friends who sometimes help? 

A: no, no. 

Q:  What would you consider to be the good things about caring for Ben?  

A:I would not change  Ben  for anything ,  he is  so good,  eeh  when l say he needs 

24 hrs care, l mean there are other parents whose children needs more care and 

would not get  sleep because of behavioral problems or something, l do not get that  

with Ben, he is so good, he does not complain or give out, he just sits in his chair all 

day,   the  only time he cries is when having a seizure, otherwise he is good, what  

knocks me off is Ben is his seizures if we get them under control that will be great , 

at this stage he is 9 years and it will be difficult and l think that will  never  happen, 

have tried a catatonic diet for children with epilepsy to try and control it using this 

high fat diet, very hard diet to follow, but l tried saying if it helps him , it helps, it was 

four meals a day, tried it for a full year but it did not work,  we were disappointed. 

 

Q: what services Does Ben get, you already told me he goes to school and gets 

home support. 

A: ya he gets these and with the home support he goes to different places. 

Sometimes he goes to a park or to the nearest shopping centre for shopping, 

cinema, he is also out with others in his school,(smile)with his friends,  

 

Q: did you have to knock doors or push for these services. 

A: so far l have been lucky with Ben ,  the service started  from early services and 

went up and have been satisfied  with the services he has been getting, but  there 

are problems with respite, l need respite for Ben, l need it, it‘s my break time so l 

need it, partner did not want respite for Ben but l got around him by saying its Ben‘s 
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sleep over with his little friends and so he said let him go, you see  because of his 

needs l will never get a full night sleep  with  Ben  but partner does because it‘s me 

who is doing all the caring , There are some problems with respite.  His tube broke in 

respite and another time he had two feeds instead of one, how that does happens, 

respite staff doe not communicate. These are little things, but are big for Ben 

because this makes Ben unwell and he will not be able to say it to me.  Hopefully 

that‘s sorted, we have now said when Ben goes to respite that must be somebody 

who knows him well because of the seizures and the way they go, every time he is 

on l have to phone before he  goes in to find what staff will be on before he goes in 

respite. 

 

Q: just moving on to the health for the rest of the family, how is everybody‘s health  

A: Everyone else health is good  and we are able to access health care  because we  

have medical cards or else will not be able to afford it  because of the amount   the 

amount of time Ben has to go in and out  to doctors, the  extra expenses Ben   needs 

will not be able to   afford it. 

 

Q: are your Finances affected because you have a child who has some special 

needs. 

A: there has been a big change with our finances, partner is no longer employed. I 

gave up work to look after Ben,  it came to a stage where l had to go to work after 

being awake  all night looking after Ben and l  was going into work all exhausted, l 

could not do it anymore so l had to give up work ,  would come back  home, and  not 

fit to look after  Ben ,problems where ongoing  and  a decision had to be  made, he 

needed me and l gave up work, he was in hospital a lot and for longer periods, l was 

happy to do that. But now if l gets a little job a 3- 4 hrs, l will be gone. 

 

Q: you said your mum and sister lives nearby, and you described the good 

relationship you have with them, do you have any other relatives? 

A: l have  brothers as well and l have a   good relationship with them  but they will 

not able to look after  Be as they will panic if they see Ben having a seizure , they 

would not know what to do so they will not look after Ben for me but l have a good 

relationship with them all, l will not be able to go out to visit them  they always come 

to me  as l cannot go to them because of Ben, it was my mother‘s birthday last week, 
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she is very sick  so could not take her for a meal,  l went up to my mother‘s house 

with my children for the birthday, That was  the first time l was able to do that in a 

long long time but partner had to stay behind  and mind  Ben and Molly so he could 

not go. 

 

Q:  what is your relationship with Ben Like? 

A: l cannot give the other children time as most time is spent with Ben. We would not 

all go together as a family to  any activity, the last time we were able to do that was 

two summers  ago when we went to a farm, other than  that its  either l go with 

Daniel and partner goes with Ben  or vice versa , we cannot do anything as a family. 

I would like to do more with Daniel, he is at a stage where he knows more and he 

thinks a lot and he feels left a lot and would say things like l wish Ben could walk or 

kick football. 

 

Q:  what is this are like Area? 

A: people come and go, nice neighbors, lam lucky l have good neighbors. 

 

Q: are there many community activities which your children can be involved in? 

A:   ya Daniel - goes to a youth club, he learns guitar lessons and there is also a 

drop in centre, where people play pool and darts. 

 

Q:  Has having Ben who has a disability affected the way you interact with the 

community? 

A: No , having Ben has not affected  our  interaction with community,  but sometimes 

people  will have a look at Ben but you cannot do anything about that, if lam to bring 

Ben with his brother people will be looking but l don‘t care. To other people it‘s 

strange for someone to be in the wheelchair because they are not used to it but l am 

used to it and l am not bothered by it. 

 

Q:  Do you interact with other parents who have children like Ben 

A:  ah , ya l joined the forum on line ,  l sometimes go to the meeting and meet other  

parents but  l mostly  go on face book there is an association for parents with 

children with special needs  and l go onto it. 
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Q: if l may ask what are you believes and values? 

A: what is it you mean (name of interviewer). 

Q: l mean what is it that you believe in life? 

A:   What can l say to that, ya respect other people, we are here all together and we 

will try to help each other as much as we can, it‘s a difficult world outside their ( 

name of interviewer) especially for children who are growing up now, l  always tell 

Daniel that if anything is going out  there  he should tell me and l will help him as 

much as l can and if there is some insecurity , not to be bullied or bully others, so 

much is going in the world, get it all out. 

 

Q: What is life like for you and your family? 

A: Do not get me wrong (Name of interviewer), life is its good, there are some good 

and bad days, l have more good days but they are bad days when l feel like 

screaming and pulling my hair out, it does not happen often, there is much one 

person can do, it‘s hard, if lam not here to look after them who will, that‘s the other 

side of it, l will then try and be strong for them.  

Q: What has made your life and that of your family good or not so good? 

 A: my children are a good  thing, if we are health its good but if he Ben  is sick it 

affects us all , it‘s like the family is split, because l have to go with him to hospital,  

Daniel  gets sick , l think it‘s because of worry. 

Q: how has having Ben affected your life? 

A: l had to give up work to look after Ben, l did not mind, l had to adjust, he is so 

good, lf l could get another little job for 3 or 4 hrs l would take it because Ben is now 

so well lam in a position to go out and work, just for me, just for my time, for me. 

 

Q: are there any situations in your life or that of you family you wish would be 

changed. 

A: No l do not really know (Name of interviewer) that which can be changed, Ben is 

always going to be like that, if l could get more respite that would be good especially 

if he could get it over the weekend so that as a family we could do something, to get 

that chance to do soothing as a family. 

Q: How does you see Ben‘s life. 

A: he has been through a lot in his little life  and he is on a lot of medication for his 

epilepsy, l would not change him for the world or anything, if l could it will be his 
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epilepsy, he does not cry and only cries when having a seizure and he screams 

when having a seizure and he is so upset and it kills me looking at him having a 

seizure , lf there is something that could be done about his epilepsy that will be good, 

leave everything else and  fix the epilepsy that will be good,  l asked Dr - whether the 

epilepsy was hurting him and she said no its because he is getting bigger and now is 

aware that something is going on with him during the epilepsy and does not know 

what is going on  he becomes frightened but l do not know whether that will what will 

be going on,  but that is the hardest part for me is the seizures. Otherwise you cope 

with the rest. 

Q: has having a child with a disability changed you as a person.  

A: It has because my whole life is Ben, anything l do or   anywhere l go is Ben, lam 

always with him. l have to think of him first, l am putting him first and putting myself 

behind, if for anything l had to go out had to be back for 4.30 to start his feeds, if l 

was to go away for a day with Ben l have to first pack his suitcase and think of all the 

things a needs or might need before l pack my own suitcase.  Now l am thinking of 

others first– now l am used to thinking of others first. 

Q:   is this good or bad?  

A: ya (Name of interviewer) as l said there should be time when l am thinking of 

myself and looking after myself but this does not happen, l always have to put myself 

second because of the children, it‘s not because of Ben but as a mum l have to put 

the children first, I think someday l need to find sometime for myself, one of these 

days (Name of interviewer) need to find time for myself, hopefully one of these days. 

 

Q: hopefully the last question, do you have anything you want to say which we have 

not talked about or talk more about something or ask me any questions in relation to 

what we have been talking about? 

A: no, as l said, someday can be harder than others, some days can be stressful, 

Ben is a great child, l am lucky that way that he does not have behavioral problems, 

ok Ben has his needs but l am not running after him 24/7, you know, it‘s a privilege to 

have him, as l said if l could only change the epilepsy and everything else will remain 

the same. 

 

Thank you 

END 
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Appendix 7 

 
 PARTICIPANTS’ STORIES. 
 
Helen’s story: 

Helen is a mum of three children. She leaves with her children aged 2 , 9 and  12 

years and has a partner but who does not live with them. Neither Helen nor her 

partner works outside the home. Their middle son Ben who is 9 years has 

developmental delay, epilepsy and severe learning disability. He has complex needs 

and is totally depended in all his Activities of Daily Living. Ben attends a service for 

people with intellectual disability 5 days a week.  

Hellene is a busy women and on most days she is up as early as 6.30 most days as 

she has to prepare the there children for school and  has to keep the whole family 

going as well as caring for Ben 24/7. 

Helen is the main carer for Ben as she is the only one who knows how to perform all 

the medical procedures needed for Ben. She described Ben‘s caring as very 

involving as he is dependent in all his needs. Ben‘s food and medication has to be 

specially prepared. Ben is tub fed and needs regular sanctioning as secretion build 

up in his chest quite quickly. She has one sister who would baby sit Ben if Helen 

needs to go somewhere and the sister is quite competent in looking after Ben‘s 

needs.  

 Helen describes caring for Ben as involving and said there were some bad days and 

good days in her caring for him. She said she had no time for herself and this 

sometimes bothers her and she sometimes feel stressed as there is only so much 

she can take. She gave up her job to look after Ben but now she feels  she needs 

sometime for herself and if she is to get a job for a few hours  a day she will be very 

happy to take it as Ben is more stable medically than he was before . Helen felt she 

always takes a second place in life and her live revolves around Ben but she does 

not mind this and can never swap Ben with anything in the world as she loves him 

dearly.  According to her the good days are when everyone is well and health and no 

one is in hospital and her children are a good thing in her life and they keep her 

going as she has to be strong for them. 
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Helen described her family relations as good but her extensive involvement with 

Ben‘s caring is affecting the other children particularly the eldest who is craving for 

attention but is getting little. According to Helen the fact that Ben‘s needs are 

complex it limits the activities they can do as a family outside the home and made 

visiting their own relations difficult and this was impacted on them negatively. 

When asked about the services Ben is getting she said she is quite happy with the 

services Ben is getting as he attends a day services and gets 4 hours weekly of 

home  support and 2 days a month of respite. She however pointed out that she 

would like more respite days for Ben, especially on weekends as this will give the 

family a chance of doing things as a family. Helen said she did not have to push for 

any of the services Ben is getting expect for Respite.  

Even though Ben does not have any community activities he is involved in he has a 

range of activities he does with his peers in the disability service school and with his 

home support worker.  However she is seriously worried about Ben‘s future as she is 

not sure what it will be like. 

According to Helen her family has been affected negatively by the recession but 

thankfully they have medical cards for their health needs and even though  Ben  is 

occasionally  admitted in hospital  and  also need  specialized equipment  these are 

paid for through the  his medical card.  

 
Ellen’s story: 

Ellen lives with her husband and only child at home. Their 5 years old son Roy has is 

deaf, has developmental delay, retinopathy, renal failure and learning disability. Ellen 

works part time outside the home and her husband Luke is the main carer for their 

son but also works part time.  

Roy has complex medical needs   and is on dialysis 10.5 hrs 6 nights a week and is 

on a range of drugs. He attends the early intervention of a disability service 4 days a 

week. 

Caring for Roy is very involving as he has significant medical and developmental 

needs. Roy is dependent in all areas. According to Ellen everyday starts with what 

she called the ―cleaning procedure‖ where Roy‘s machine and tubes are cleaned 
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then he is given his medication before the bus collects him for school and in the 

evenings they have to prepare his feeds which is given to him through a tube and 

then after this he is hooked up on the dialysis machine. Ellen and  Luke are 

occasionally woken up by the blipping of the dialysis  and this means one of them 

needs to go in and change Roy‘s position as the blipping are an indication that the  

dialysis  tubes are tangled. 

Life for Ellen and Luke has had its ups and down. According to Ellen, Roy has 

brought the couple a lot of joy and would not swap him for the world but on the other 

hand they had been difficult times. Ellen has drawn strength from mothers of children 

who also have disabilities she would have met in the parents‘ forum. Having Roy has 

brought out the strength she never thought she had and she believes God has a 

reason for giving them Roy the way he is and is helping them cope with each day as 

it comes. She has lost her usually friends as she could not keep up with them 

because of Roy‘s needs but she has made new friends through the parents forum 

and through this group of friends they have organised activities for their children and 

regularly go out for outings with their children or own their own as parents. 

Having Roy has impacted on their finances as Luke had to give up his usually job to 

be the main carer of Roy. They have to pay for some of Roy‘s needs out of their own 

pockets, for example extra therapies, a dialysis specialised room and for courses but 

they are financially coping. Ellen has some health needs of her own (depression) but 

she is paying for her medication through her medical insurance.  

In relation to services Ellen is not quite happy with the services Roy is getting.  He is 

not getting enough therapies and has no home support since no suitable candidate 

has been found to do the home support. Roy used to get nursing hours from another 

service but he is no longer getting this because of the cut backs and this had hugely 

impacted the couple as they no longer have the time to be going out the two of them 

for meals and things like that.   

Ellen said she was shocked by the lack of funding to support children who have 

special needs. It was left to them as parents to fight the different systems to get what 

they thought their son needed and this was frustrating and up to this stage they still 

have to fight. According to her this is due to two things – mismanagement of funds 

by disability services and poor funding from the HSE.  
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Stella’s story: 

Stella is a single mother of four children whose ages range from 2 to 10 years. She 

is the main carer of her daughter Lucy who is 8 years old.  Stella is from Africa and 

migrated to live in Ireland about 10 years ago. Her daughter Lucy is blind and has 

severe learning disability.  Lucy has complex medical needs and is dependent in all 

activities of daily living.  She attends a service for people with learning disabilities 5 

days a week otherwise are with the rest of the family all the other times. 

 

Stella said she is always busy   as she has to prepare for the children who goes to 

school in the morning and has to drop and pick them from their various schools at 

different times and then prepare their meals and then give Lucy her medications 

before she goes to bed. 

Stella said she did not mind caring for her daughter at all as she is the mother but 

there are difficulty things with the caring duties like feeding Lucy, which needs a lot 

of skill and takes time, she does a lot of lifting Lucy up and down the stairs as the 

bedrooms are upstairs and Lucy is getting heavier as she is growing and since she is 

on her own all these things have to be done by her. She however said she has a 

sister who lives nearby and is quite involved in looking after Lucy and the rest of the 

children. She also has a couple of friends who helps. 

According to Stella no positive thing has been gained from caring for Lucy as she 

feels her life has to revolve around her daughter. She is isolated as she cannot 

easily attend social gathering as she needs to be looking after Lucy, even if she can 

easily finds a minder for the other three children it is not easy for her to find someone 

who will feel confident to mind Lucy and it cannot always be her sister as the sister 

also wants to attend the same social gatherings. Negative attitudes by her African 

friends  towards Lucy‘s disability has further isolated Stella and her family from the  

African community as they perceive Lucy‘s disability as a punishment from God  for 

something Stella would have done so she no longer  takes her to any gatherings. 

Stella is quite happy with the services Lucy is getting but getting respite was quite a 

journey for her. Lucy gets 2 days a month of respite and 6 hrs of home support 

monthly. 

 Stella is happy with her neighbourhood and her children are having friends within 

the area. She is however worried about the future of Lucy as she was told she would 
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never  change from what she is like now and she has learnt to accept it though it is 

difficult. 

 Even though Stella does not work outside the home her finance situation is not 

difficult and the recession has not impacted on her family and Lucy‘s life a lot.  

Lucy‘s medical needs a being met through her medical card. 

 Stella said her life and that of her family life was good as they had food and shelter 

and had each other and her children are a good thing and source of strength for her 

and the love for her daughter Lucy helps her go through the difficulties. 

   

Monica’s story:  

Monica lives with her husband Bruce and their only child Dan. Dan is a boy of 10 

years and attends a special school for children with moderate learning disability. 

Monica does not work outside the home but Bruce does.  Monica does not feel that 

she is the main carer for Dan as the caring duties for their son are almost equally 

shared between the couple.  

 Up to now Dan has not a proper diagnosis and investigations are still ongoing and 

this has been frustrating for the parents as this limit what help they can source for 

their son; however Dan is doing well in school and is making huge progress. 

 On a typical day Monica prepares Dan for school and he is collected by his school 

bus and she uses   her free time to do house work or to meet up with friends for 

coffee and during weekends the family is out visiting relations as both sides have 

sisters and brothers, cousins and nephews to visit. 

Monica is quite happy with the services Dan is getting. He gets respite, 2 nights a 

month, home support 4 hrs a week and is involved in a community club organised by 

Dan‘s service providers. Monica is hoping to enrol Dan in the special soon Olympics 

in the community. Through the community club Dan does a range of activities in the 

community with his peers. According to Monica initially it was difficult to get the 

services Dan needed but because she had a team behind her it made it a bit easier 

and the fact that as time went on she began to know her rights and went out and ask 

for whatever services her son needed. The fact that Dan had been with these 

services since a baby has helped a lot as Monica thinks parents who are looking for 

these services now are not going to be getting them because of the recent cut backs.  
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  In terms of relationships Monica said she had a very good circle of friends and 

family. They live so close to Bruce‘s sister who regularly minds Dan if the couple is 

going out. The extended family is quite involved with Dan and Dan is always out to 

cousins or nephews of his own age. 

 Monica said life was good for them and Dan was making progress and she was 

privileged to have Dan as she knows he is her own and no one else. The difficulty 

part was when Dan displays behaviour that is challenging for he can swing from 

being a happy boy to this boy who is kicking, screaming and spitting at people and 

this is difficult to deal with. 

 Because of the extra needs Dan has   the couple sometimes find themselves have 

to buy the extra things Dan needs from their own pockets like specialised shoes or 

toys and this impact on their finances but they have learnt to adjust. 

 Monica is optimistic about her life and that of her son and she wants to see Dan 

excel in life and grow up to be an independent person who looks after himself.  

 

Martina’s story: 

Martina is a mother of two ands she lives with her children and her husband Connor. 

Their first child Ruby is a   5 years old girl with Down syndrome, a heart and airways 

problem. Their second child Ray is 3 years. 

Martina has a medical background but not currently working as she  is on leave   

Ruby and her as  she needed to prepare Ruby for school as she will be moving to 

school in September. Her husband Connor works full time outside the home. Martina 

pointed out she was relieved that she  had taken a break from work as her work was 

very stressful and   on the days she was not working she was always on the go ether 

attending appointments with Ruby or doing some shopping or things that needed 

done. 

 Martina went into detail about the medical needs of her daughter as she understand 

this well since she has a medical background.  From birth they were told that Ruby 

had a heart and airway problems and she has been going for regular checks to the 

relevant consultants. Martina described that they have been very stressed and 

annoyed by the way the  condition of the daughter was dealt with by those 

concerned as they missed a major medical problem with Ruby‘s heart condition 

which went on to cause  life threatening complications. Because of these 
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complexions Ruby has been in and out of hospital until a year ago when the problem 

was discovered after pushing consultants for further investigations, they feel let down 

by the health system as their daughter was and them were let to suffer as a result of 

this but now they are happy that this was finally sorted and Ruby is striving and 

making progress 
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Appendix 8   
SAMPLE OF HOW THEMES WERE CONSTRUCTED. 
 
 

MEANING CLUSTER OF 
MEANING 
( SUB THEMES) 

MAIN THEMES 

 
 

--- and there was no help with the catatonic 
diet after trying it for  a whole year.(Helen) 
It was tough, after running from one church 
after another and my husband was broken 
because he believed that David was going to 
be healed. 
the uncertainties of whether Ruby will get the 
SNA come September  , they would not tell us 
whether she will have and we have  to wait as 
a mother l want to know in advance---.( 
Martina)  
 
When a child is born with a disability physical 
or mental, as a parent your hopes and 
aspirations are gone (Ellen). 
-----but the devil will say why  are  you laughing 

when you have a child like this, ---- an 

overbearing spirit is  always there telling you 

you are not meant to be happy, you have a 

child with a disability(Rose)  

l suppose l am disappointed with myself 

because as a medical person I  should have 

said look she needs a barium swallow, you 

know , l know its a stupid way of thinking and l 

say why did l not say can we have a barium 

swallow(Martina) 

 
 
disappointments 
 
 
         
 

 

 

 

 

 

Constant guilty 

feelings  

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
  
 
 
 
 
Emotional- well 
being 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

I would like to do little more with Daniel ( older 

brother of child with ID), he is at a stage where 

he knows more ---- he feels left out a lot 

(Helen) 

l cannot be caring for everybody, it  is tough , 
the middle child has been affected more 
because he has always been there with David 

 
 
Lack of quality time 
with other children   
 

 

 

 

 
 
 
 
 
 
 
Family 
relationships 
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and he feels abandoned .(Rose) 
 
Because our nursing hours have been stopped 
it has impacted on us badly as we no longer 
have time to be together and go out to do 
things the two of us(Ellen and husband)  
 

 

l will never get a full night sleep  with 

Ben(Helen) 

in the night  l regularly check on him(David) , 

…… l can get up to  4 times, you do not really 

sleep, you hear everything(Rose) 

----if he rolls over the catheter in the middle of 
the night  the machine alarms beeps and you 
have to wake up and roll him back(Ellen) 
 

l have a painful back now that needed surgery 

because of lifting Ben(Helen). 

l am taking medication for my BP and back 

pain--- the back was from the lifting and BP is 

from the anxiety because of David‘s 

condition.(Rose) 

l developed depression and it‘s because l was 

trying to juggle everything(Ellen). 

l suffer from blood pressure and other than that 

we are well(Monica).  

 

 
l cannot take her with me to the party as l do 
not like the way other people would look at 
her,(Stella)  
the church l was going before the current one , 

---- it‘s a church for people from my own 

country(Africa) and there is always a taboo 

with a child with a disability and they will be 

saying its maybe of something she did to have 

a child like this, maybe it‘s a curse, so you run 

away from people like this.(Rose)  

 

 

Lack of time with 

partner 

 
 
 
Lack of sleep 
adequate sleep 
 
 

 

 

 

 

 

medical problems as 

a result of caring 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Negative attitude by 
society towards a 
child with a disability 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Physical well 
being 
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--the curtains were twitching in the 

neighbourhood because l had a baby with 

Down syndrome—(Martina) 

 
Mum and dad live nearby but they are not able 
for all the medical procedures Roy needs. 
People may want to look after him for me but it 
means they have to be trained and this is not 
always possible.( Ellen) 
 
Because of the epilepsy l am the main carer for 
Ben – when not in school l am with him 
24/7(Helen) 
My sister can look after her but she  cannot 
feed  her so l have to be there always -----( 
Stella) 
l have found out that l have lost my normal 
friends  but l do try to keep in contact up by e – 
mail as l do not have time to chat to them over 
the phone, time is a big thing for us(Ellen). 
 

my younger sister who used to leave with me 

sometimes takes care of A she is very good, 

she knows about Ben‘s  medication, (Stella) 

my church family is very good , they would 

help me whenever they can , like when l had to 

go in hospital because of my back they were 

here taking turns to look after my 

children.(Rose) 

 

l am the main carer for Ben , because of his  

epilepsy (partner) panics around Ben(Helen) 

The man is not here he is not affect in the 
same way, he is not here to do  some of the 
caring duties, you have to be there, man 
cannot take it ,----- it really depends with  the 
support you get from your partner and that 
really makes a difference(Rose) 
If it‘s your first baby  born with a disability its 

verystressful and it hit Connor(Husband)harder 

than it hit me because l think because of 

  
 
 
 
 
 
Nature of caring as 
source for isolation 
 
 
 
 
 
 
 
 

 

 

 

 

help from family 

members 

 
 
 
 
 

 

 

 

 

Lack of help from 

family 

 
 
 
 
 
 
 
 
 
 

 
 
social well being 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Support from 
others 
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mother instincts, he had never factored that 

into his life(child with ID) and ----he found this 

more difficulty. 

 

----on face book there is an association for 

parents with children with special needs and l 

go onto it. (Helen). 

l became friends with other mothers through 

the Parents Forum ------l have made some  

good friends and people who understands.---- l 

have found out that having other mums keeps 

me going and if l am having a bad day they 

know why l am going through it . 

I have friends  who are parents ( mothers ) of 

children with ID ----We would be giving each 

other support, if l had a problem l would ring 

Nita( a  mum with a child with ID) and if she 

had a problem she would ring me.(Monica) 

I have a friend who sat me down and said you 

will be fine , you can do this and after me she 

also had a boy with Down syndrome and we 

are a great support to each other(Martina) 

 

l was raised a Catholic and l believe the main 

above is giving us a hand in all this ( Ellen) 

 God had a purpose in all this so lam leaving it 
in his hands and he is helping me to move 
on(Rose) 
---special children are given to  special people-
---(Martina) 
---life is too short to sit and mop about things 
like this(Monica)  
 
 
 
Finding it difficult to attend the group because 

the location it takes place is inaccessible to 

 
 
 
 
 
 
 
Interaction with 
other parents with 
children  with 
learning disabilities 
 
 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

 

Believes and values 

 

 

 

 

 

 

 

inappropriateness of 
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children or people with disabilities, we have to 

physically lift the children and as they are 

getting bigger this is becoming difficult to do 

(Ellen). 

 

l have to lift Lucy up and down the stairs  and 

in and out of the bath tub( Stella). 

As the boys are growing their space needs are 

growing and this house is small but l cannot do 

anything about it 

 
We cannot just jump in a car and go because 
of his wheelchair and the size of the car, the 
car is small----- (Rose). 
Because he is on the dialysis machine you 
have to bring it out if you are visiting over night 
and this is not an easy thing to do(Ellen) 
 
 
The disability service is not well equipped its 
very ordinary in terms of facilities it‘s not like 
what we see on TV in other countries  like USA 
and UK  but here it‘s more like a third world 
country, the things he need to help him 
develop him are not there(Rose) 
if you do not shout you will not get whoever 
shouts loudest gets and things shouldn‘t be 
like that(Monica). 
Getting home support was a long 

journey(Stella) 

 
 I have problems with respite, l need respite for 

Ben, l need it, it‘s my break time so l need 

it(H)…. Instead of opening every other 

weekend it should be opened very weekend 

(Helen). 

The services these children need are not there 

and the funding is not there --- (Ellen) 

--the things he need to help him develop him 

are not there --(Rose) 

public  facilities 

 

 

 

Inappropriate 

housing 

 

 

 

Need to travel with 

equipment 

 

 

 

 

 

 

Satisfaction with  

services 

 

 

 

 

need for more 

services  

 

 

 

 

Advocating 

/lobbying 

 

 

 
Physical  
environment 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Support from  
disability services 
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l have to phone  every time before he  goes in 

to find what staff will be on before he goes in 

respite because they is need for somebody 

who knows Ben well because of his epilepsy 

and feeds (Helen). 

.---- her  heart, her heart , we had to fight to get 

a proper diagnosis of her heart condition, 

realistically, it was like going in  and ask these 

questions and it took three consecutive 

admissions until we meet this person who 

listened to us(Martina) 

----had a lot of support from the time he was 18 

months but we had to work to get it, as parents 

we had to lobby for the supports he wanted, 

knocking doors. 

 

---a decision had to be made to leave my job 

as l could not both care for Ben and work---- 

this affected our finances significantly(Helen) 

I am  now relying on carer‘s allowance  after 

giving my job  as l  had to care for David(Rose) 

 

--having  David  with special needs  had put 

more strain on the finance and there was no 

more extra  things(Rose) 

When we needed Roy‘s room adapted for the 

dialysis we applied for the adaptation grant and 

we were told you cannot apply twice for the 

grant. We had to pay for this ourselves --- and 

this was after cutting our cloth to the pattern as 

Luke was out of work(Ellen) 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

sacrificing job 

 

 

  

 

 

need to pay for extra 

things 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Financial well 
being 

 

 
 


