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Introduction/Background 

Parents who have children with disabilities are often confronted with various challenges 

during the process of their care-giving, as they move from the hospital acute care setting to 

the community care settings, possibly for various interventions and programs due to the 

child’s conditions (Parker, et al in Franck & Callery, 2004) at the different stages of the 

children’s growth and development.  Though there are many parents who adapt positively 

and experience great pleasure in having a disabled child (Janet, 2005), for some, the 

experience during the process of care giving of a child with disability may become an 

overwhelming, stressful, unexpected life event that affects them, resulting in parental 

depression, sorrow, an existential crisis for the family or marital dissatisfaction (Cummings in 

Janet, 2005; Jean, 2003; Llewellyn, McConnell & Bye, 1999). This may result in undesirable 

outcomes such as relinquishment of the child (Glidden & Schoolcraft, 2003).    

 

The care-giving process can present a certain level of demands, constraints and personal 

hardship on the parents (especially mothers), or their carers, generally extending beyond the 

early years (Kagan, Lewis & Heaton, 1997; Glendenning (1992) in Lewis, et al (1996).   One 

of the demands is on their reduced opportunity for continuation of their employment status.  

It is said that fewer parents of children with disabilities, especially single parents and 

mothers, are in employment, compared with parents of children without impairments. 

 

Family Centred Care 

It is believed that parents of children with disabilities cope better with the challenges of care-

giving when various care related professionals are practising on the basis of Family Centred 

Care (FCC) concepts (Franck & Callery, 2004; Pretis, 2000).  Some of the FCC concepts 

which are implied here include practice on the basis of: „parents as partners and 

collaborators‟; „unbiased information sharing‟; „appropriate policies and programs that are 

comprehensive‟; „emotional and financial support‟ in meeting the needs of families; and  

facilitating „parent-to-parent support’ (Shelton in Franck & Callery, 2004).    

 

When appropriate policies that are comprehensive and supportive of parents of children with 

disabilities are implemented, the parents cope better in handling various challenges such as 

issues of continuation with employment. These supports can lighten the parents’ related 

burden of financial hardship, providing them with a break from their caring role. As a result, 
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there can be a reduction in the risk of stress and even depression and negative feelings 

towards the child. These changes can have a positive impact on family well-being (Kagan & 

Lewis, 1993 in Kagan, et al 1997), as well as enabling a parenting environment that promotes 

the optimal growth and development of the child in the family (Ministry of Health, 2004). 

 

Some related UK studies  

Clibbens and Sheppard (2007) from the University of Plymouth, United Kingdom, in their 

Social and Public Policy Review, reported that:  

‘despite the (apparently) best intentions of policy makers in the UK’s Children Act 

1989, which gave local authorities a general duty specifically for family support 

provisions for family of children with disabilities amongst children ‘in need’, service 

users and carers who experienced huge levels of stress  gave negative feedback that 

local authority care provision was problematic’.   

Clibbens and Sheppard (2007) reported their study findings that white families with children 

with learning disabilities, who were refused longer term services allocation, experienced 

increased depression symptoms and had more needs in relation to child development, 

parenting capacity and social support.   

 

Legislation and policies in UK (England) 

There are key legislation and policies in place in England in relation to care provision for 

children with disabilities and families. Mittler, in Runswick-Cole & Goodley (2009), 

identified these as: the Disability Discrimination Act (HMSO, 1995); the Special Education 

Needs and Disability Act (HMSO, 2001); Valuing People : a new strategy for learning 

disability  in the 21st century (DoH, 2001); Every Child Matters (DfES, 2004 a), Removing 

Barriers to Achievement (DfES, 2004 b); Improving the Life Chances of Disabled People 

(Prime Minister’s Strategy Unit, 2005); the Children‟s Plan: building brighter futures 

(DCSFl 2007) and Aiming High for Disabled Children: better support for families (HM 

Treasury and DfES, 2007).  Clough & Barton in Runswick-Cole & Goodley (2009) 

highlighted the  issue of  inclusion (education) in England.  

 

The Every Disabled Child Matters Campaign (EDCM, 2007) movement’s objectives 

(http://www.edcm.org.uk  accessed 18/6/09) include:  

 Families with disabled children to have ordinary lives; 

http://www.edcm.org.uk/
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 All disabled children and their families to get the right services and support- no matter 

where they live; 

 An education system that meets the needs of each child and enables them to reach 

their full potential; and 

 Disabled children and their families to shape the way that services are planned, 

commissioned and delivered. 

The same campaign also aims for the UK Government’s Carers’ Strategy to prioritize 

families with disabled children.  

 

The Focus of this study 

Due to contrasting environments, experiences of United Kingdom parents’ care-giving of 

children with disabilities and challenges   may be different from those of Malaysians where 

the researcher comes from. There are marked differences in contexts between these countries 

– socio-cultural, economic, political, legislative, geographic location, infrastructure 

accessibility and availability of various care provisions. 

 

This study explored the experiences of parents in care giving of children with disabilities, 

including experiences with care provision. It attempted to obtain an understanding of the 

impacts of their experiences on various aspects of their lives through in-depth interviewing.  

Exploration of elements of FCC practice in the UK settings aims to provide important 

insights into policy formulation and professional service provision for families and children 

with disabilities in the UK.    

 

Research questions  

1.  What are the experiences of the parents in the care-giving of a child with a disability? 

2.  How do they experience various care provisions? 

3. Are these experiences influenced by socio-economic, cultural and linguistic backgrounds 

of the parents?  

 

However, in this study report, emphasis will be on the first two research questions, due to the 

constraints of accessing participants of other cultural, linguistic backgrounds. 
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Research Methodology 

This is a qualitative exploratory study using an in-depth interviewing method to explore the 

experiences of parents during the process of their care-giving, including their experiences of 

care provision in relation to the community and educational settings in the UK context. Social 

reality exists as meaningful interaction between individuals and it can be known through 

understanding others’ points of view, interpretations and meanings (Minichiello,  Aroni,, 

Timewell,  & Alexander, 1990, pp100). A qualitative researcher interacts with research 

participants in a natural and unobtrusive manner using interviewing as a method of inquiry, 

as it is most consistent with people’s ability to make sense of meaning through language 

(Ling, 2007, Seidman, 1998).  We interview people to find out from them those things we 

cannot directly observe such as feelings, thoughts, and intentions, or those behaviors that took 

place at some previous point in time, or how people have organized the world and the 

meanings they attach to what goes on in the world.  We ask people questions about those 

things.  Interviewing people allows one to enter into the other person’s perspective (Patton in 

Merriam, 2001).  The researcher is in a good position to access social cues and intended 

meanings which would not be accessible with more structured methods such as participant 

observation. In-depth interviewing is regarded as an appropriate approach for understanding 

people or settings due to the practical concern of time limitation for the study (Minichiello,  

Aroni,, Timewell,  & Alexander, 1990). 

 

Data Collection Procedure 

Data collections were conducted during the two and a half weeks of our stay in Manchester, 

starting from our arrival from 15 April 2009 until 2 May, 2009. Prior informed consent was 

obtained from the participants. In-depth interviews were conducted at the sites agreed upon 

by participants, namely at the place of gathering for the regular parent support group 

activities, including one conducted in a participant’s home and one at the Conference Centre 

in Manchester.  Interviews with participants were guided by key interview questions (refer 

Appendix).  All interviews were audio-taped after prior participant consent was obtained. 

 

In addition to interviewing the parents, the researcher also visited several school settings with 

another team researcher who focused on early childhood education. These visits helped me to 

contextualise the parents’ experiences better. The sections below discusses the findings on  

the schools we visited, before exploring the experiences of the parents.    
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Schooling for Children with Disabilities in the UK  

 

UK Special School and the High School education  

Coming from Malaysia and having little prior knowledge about the UK education system for 

children with disabilities, my exposure to some of the special schools and high schools in UK 

enlightened my understanding of UK parents’ experiences of care giving of children with 

disabilities.  Through the field visits made to these schools during the trip to Manchester, I 

gained some insights such as the system of student categorization, transition and the strengths 

and challenges of these various school systems as experienced by families of children with 

disabilities. 

 

My colleague and I were given the opportunity to tour around one special school and one 

high school in the two different districts, namely Chinley and Hazel Grove near  Buxton, 

some distance from Manchester and accessible by less than an hour’s train journey.   The 

ethnographic study visits to these schools has formed part of the enriching data source which 

has furthered my understanding of the UK education system and parents’ experiences of care-

giving.  

 

Inclusive High School with and its categorization system 

My understanding of UK mainstream inclusive high schooling draws on a visit on Monday 

27/4/09 to a high school situated around Buxton. This school was easily accessible by public 

transport using the Northern Rail train line and taking less than one hour at the cost of GBP 

3.20  (return). The briefing by the assistant head teacher Ms A and another teacher Ms M 

who was in charge of special education needs children in the school revealed that the student 

population was about 1000 students from Year 7 to Year 11, in the age range of 11 to 16 

years.  Of these, 17 students had special educational needs (SEN) and 5 had Down’s 

Syndrome (DS).   They were supported by two trained SEN teachers and 8 resource-based 

school integration assistant (RSIA).  The students were categorized according to their 

interests and capabilities using color coding of red, orange and green, with children with 

learning difficulties (including those with DS) coded  green., For this green group, a small 

student-teacher ratio was ensured, with one teacher assistant‘s support for  each one to two 

students. 
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SEN children transition to High School: 

During the visit to the high school I briefly met with the parent of a child with SEN who was 

at the stage of transition to the secondary school. This encounter further enlightened me on 

the process of transition from primary school to high school for children with SEN.  

Normally, parents of children of SEN survey and decide from among the few high schools 

which high school to enrol their child in.  They start by coming to the school for a visit, and 

having a chat with the teacher in-charge.  After the mother has decided to send the child to 

the high school for transfer, there will be a meeting between the parents, the various health 

care providers, therapists who have been with the child during the child’s primary school year 

before the final decision was being made about placement.  The teacher in charge from the 

high school concerned will visit the child’s primary school to get to know the child further as 

part of the transition procedure. 

 

Class Session in a Normal Day 

My brief visit to a maths challenge class indicated use of advance information technology 

software as a teaching aid for children with SEN.  Words and numbers on the screen were 

used to teach children about prices of different items.  The short tour to the music class 

showed that a mixed group of Year 7 students, including the 4 with SEN, seemingly enjoying 

the class which had a total of 4 support adults (1 teacher, 2 RSIA, one learning support).  

However, there was a concern that the year 7 class of students, who seemed to mix well  with 

children of SEN, may not continue to do so when they move to the higher form in school, 

when the gap between them becomes bigger.  Besides the above, other care provision for 

children with SEN in UK provided transportation, which includes access to taxis for those 

children who need this assistance from their home to school.   

 

 A UK Special Education School 

I made a brief visit on Tuesday 28/1/09 to a special education school located at a beautiful, 

small countryside district called Chinley. This district, on the way to Sheffield, has very few 

shops and I saw only a few people.The visit provided a brief understanding of a special 

school in UK.  The district was easily accessible from Manchester, taking less than an hour to 

reach by train and costing GBP 7.20 (return).   

 

The special school, with a population of 40 students with SEN, was grouped into 7 classes.  

They were served by a staff of 80 in total, including teachers, teaching assistants, a 
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physiotherapist, therapist assistants and a school nurse for learning disabilities.   The various 

staff and therapists provided care to the children with a variety of needs in the school.  There 

were excellent facilities for the various therapies such as hydrotherapy pool, music room, etc.   

 

 The care for children with SEN included the provision of a school Nurse, trained and 

registered for learning disabilities nursing.Her tasks included: dispensing medication to those 

children on regular medication for the noon time dose (especially for those on medication for 

seizures); feeding a child with gastrostomy tube feeding; attending to a child developing a 

sudden seizure; giving of midazolam (sedatives) for prolonged seizures; or attending to a 

child developing rashes. This care provision ensured that the education of children with SEN 

was not be hindered because of their health conditions.  Other work included giving health 

talks to teaching staff on topics such as sexual education andrsonal hygiene.   Besides these 

responsibilities, she was also the link between health care professionals and the parents.   

 

Experiences of parents’ care-giving  

Study participants 

Due to various constraints, the researcher only managed to access a total of 3 mothers and 3 

fathers, who were all parents of English-speaking background, as study participants.  They 

were parents of children ranging from 2 years to 13 years old: 

  

Parent M, a single mother of a 2-year-old child with Down’s syndrome; full time mother. 

Parent K and parent J of a 13-year-old child, labelled as autistic (academics)  

Parent G, father of a 6-year-old child with DS (social worker); 

Parent B, mother of a 6-year- old child with DS, chairperson of a parent support group (full 

time mother); 

Parent J, father of a 9-year-old child with DS  

 

Accessing the UK study participants: 

Before arriving at Manchester, while we were still in Malaysia, I communicated through 

emails to make arrangements to meet with parent K (and later also including the spouse) at a 

time and place convenient to them (after the initial contact by the UK research team’s 

counterpart from the Manchester Metropolitan University). Whilst in Manchester, 

arrangements were made to meet at the train station nearest to where they stayed.  The 
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mother took us to their home, located at the village side of Derbyshire, about an hour’s 

journey away.  They made their time available in order to exchange experiences, followed by 

a memorable traditional English dinner with them.   

 

The contact details for the chairperson (parent B) of the local Downs Syndrome parent 

support group was accessed through Manchester Down’s Syndrome Association website @ 

http://www.downs-syndrome.org.uk.  This was followed by a phone call while my colleague 

and I and were in Manchester.  

 

 An interview session with parent B was conducted after attending a speech-learning seminar 

in the Manchester Conference and Exhibition Centre. Parent B also attended this seminar 

(prior arrangement made), held at a quiet rest corner in the Conference Centre which was 

otherwise quite noisy (the audio recording was not very audible for most of the less than one 

hour session).  The level of noise did not come as a surprise as the place had lots of people 

who came for the annual exhibition and seminar by the Down’s Syndrome association, so it 

was not an ideal place for conducting the interview.  However, it was the participant’s choice 

and was for her convenience as she also came for the exhibition and seminar.  The day’s 

schedule did not permit her time to have the meeting elsewwhere. It was therefore a context 

not of the researcher’s choice.  

 

Arrangements were made by the parent B (chairperson) of the local DS parent support group 

to meet other parents during their monthly parent support group session, the ‘Chatter Box’ 

Singing & Signing session, held in one of the local church halls in the small town of 

Stockport not very far from Manchester - about 40 minutes by taxi..    

 

Those participants who were approached and were interested were given information sheets, 

explaining the nature of the study. Informed consents were obtained from the participants for 

the individual interview sessions.  Interviews were carried out right at the place of meeting, 

for their convenience, though the place was quite noisy. Participants were assured of 

confidentiality of data and anonymity of their participation. Each of the interviews lasted for 

more than an hour. There was one brief parent interview as  the father was distracted, having 

to attend to his child with DS and the to the siblings. 

 

 

http://www.downs-syndrome.org.uk/
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Data Analysis:  

All interviews were transcribed verbatim.  Field notes were also made as soon as possible 

afterwards, to be analyzed together with the transcription.  Data analysis from the in-depth 

interview has been carried out from the transcripts and field notes. Analysis of data has 

occurred to identify themes and categories arising from the data (Tully & Cantrill, 2000). 

 

 

Findings 

There are a few themes and categories that were identified from the analysis of the data from 

the few participants.  These include ‘shocked’, ‘frustration’, ‘family –centred care’, 

‘negotiated parental roles’, ‘life impacts’, ‘making choices for child’ 

 

 (1) ‘Shock’ and ‘denial’ 

‘feeling shocked..shocked (parent M and B).  ‘...he seems like normal...normal.. nothing 

different... i just treat him as normal....i didn’t do anything different...apart from going to all 

the groups ..that is all I think..and I think that he is normal... that is  what I am going to do... i 

just treat him...like  normal (parent M) 

 

The two parents received unexpected news of their child’s diagnosis at birth and reported 

feeling  shocked.   

(2) ‘Frustration’  

The expressed frustration of participants towards the British policies & systems in relation to: 

a) documents and implementation mismatch:  ‘Although government and local authority  

would tell you that they will look after the children with SEN  if they are statemented...in 

reality, getting the provision... the hours for the teaching assistant to help, is very, very 

difficult, even though it is „statemented‟,  a legally binding document between the parents and 

the local authority, so it does not quite match.  And that is the frustration that we have,... and 

we have  the battle we have to fight, every step of the way’ (parent J); 

 

Another parent informed of similar frustration: 

„Ya.. really , i am going to fight hard... for him ( to be in the main stream.. normal school) 

Ya.. might be, might not (fight for him)...depends.. we will get extra help (teaching assistant) 

as well...ya... for a few hours a week , don‟t  know how many hours‟ (parent M). 
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These parents, though provided with legally binding documents or statements of SEN, were 

still experiencing great difficulties and struggles in ensuring the appropriate level of support 

and care provision in some ways.   

 

(b) placement of children to school   

„...the problem is the way the British system works...you are supposed to go to the local 

school.. when we ask for him to go to another school H (anonymous, a school of choice), 

which is not the local school , we have  to make  a case...we have to argue why we want him 

to go to that school and not this school‟...    

 

“we want him to go the school H because of its sympathetic environment... he has certain 

abilities, and we want to emphasize that in a positive way and we want a sympathetic 

environment (school)...the pastoral side... the way they (the other school H) looks after the 

children is very nice: the headmaster knows him (his son) by name and by sight, and he talks 

to him and encourages him, and knows what is up to this week... relationship with the 

children is warm..(even though) the local school is... very modern, very new, got  fantastic 

equipment” (parent J). 

 

Parents would have see that their children had varying needs and preferences; thus would 

have a diverse set of reasons to support their choice of school for their child.  Thus, this 

would not necessarily means that the nearest local school was their choice.  When the 

education system insisted that placement of children at a particular school was not negotiable, 

it became another source of frustration for parent J.   

 

(c) Obtaining after school care:  

„...the systems that I have to work with, have  made life difficult for us... for instance, when I 

went back to work, I tried to get some form of child care for him, in this country, at 11 (age), 

when children go to  secondary school, there is no longer... after school care. .. for him (W) 

to go home to look after himself for a couple of hours, till parents come back from work... 

obviously we cannot do that for W... he still has a slight feeling, his epilepsy is not completely  

gone...  I felt very angry about that... is the lack of provision, that make our life difficult.. . it 

is really difficult, it does worries me for the future, if i change my job, I will need to find child 

care and this is going to be difficult‟ (parent K).  
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From what the parent had expressed about the lack of after school care for children after 11 

years of age, , there seems to be a gap between the actual care provision as experienced by 

families with disabled children and t the stated objectives of the campaign  discussed above. 

 

(3) Family–centred care 

i) Provision of support:   

Financial related: 

‘ we do received something called disabilities living allowance.. a monthly allowance, that 

varies, depend on how severe they think your child‟s disabilities is .. and the main part is 

called..  the carer‟s allowance... and then another one, mobility allowance,... say you got 

some money for transport..and if you get something like less than 70 GBP a week,  which is a 

small amount of money, we claim the carer‟s allowance,  which is 60 GBP a week, a small 

amount of money, if you don‟t work....which is a very small amount of money‟ (parent K). 

„.. we have the carer‟s allowance, support, and .. the disability allowance for him... once a 

week.... really helpful....we need it (the allowance) (parent M).  

 

Mobility related: 

„..and like we get the special parking bay for the car..and we can go to the „disabled parking‟ 

lot.. because we haven‟t got a car (mobility ) allowance... it is easier to park near the shop.. 

that is really helpful to us‟ (parent M). 

 

Information related: 

“... I just ..I ask the nurse as well, get all this information about how to take care of him, 

information about DS” (Parent M). 

„... a lot of the information I asked the nurse...’ (parent K). 

According to these parents, nurses, as health care professionals, play a role in provision of 

information in term of care of children with DS. 

 

ii) support group : 

 „...the  child development woman (nurse for child with  learning disabilities) took over.. all 

these activities... (came) to the home...tell you.. there is this group.. there is this support.. that 

support.. and that is how we got to find out this woman, Julie..(another mother she came 

together to this group activity with) (parent M). 
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„... we are very keen, as a country, in what we call, user-led organization, rather than 

professionals doing it, telling people what to do. It is better to get people together, organize 

themselves, so groups of parents get together, identify what their needs are and find ways to 

meet those needs.  Arrange the speech therapist to  come and do it... they sing along, it gives 

them the opportunity to learn to take turn, ... learning socializing, learning some words as 

well. I thinks Abby (the child) does not learn words very well, therefore the more she can 

practice the sound of words, the better, they learn words......because of   the shortage of 

speech therapy, ...   therefore the group is set up to increase the amount of speech therapy. 

(parent G). 

 

Note: As a parent or carer,  a member of a parent support group, who was also a church 

member, made arrangements for the use of the church hall by the monthly parent group 

activity, ‘ the chatterbox’ session’, including opening the church door and gate, arrangements 

for chairs and tables, and closing of the church.  Besides asking for a speech therapist, the 

group also arranged for assistance with the arts and craft centre during the session which 

included siblings of children with DS.  The parent support group, as a user-led activity, is 

encouraged and facilitated. It is very much part of the care giving experience of UK parents 

of children with special needs. 

   

Place for support and information:  

„...when you got those issues, so you know.. what do you do about toileting. You know, it just 

mean you can share experiences  (about child care)’ (parent M). 

‘..information like school and social services probably comes from the other parents.. 

...when we start the school here, there was a support group for parents‟ (parent K) 

 

Pooling resources:  

 Paying for the speech therapy privately but will be very expensive, if there is a group of us, 

together, we share the cost, .. some parents pay less, ...struggle to pay the money, so they 

don‟t...’(parent G). 

‘...to raise some money , so that this session to be subsidized, so that we do not have to pay 

for the full amount, we will raise the money. We manage to get a group of lawyers to  do 

some charity works to raise money .. so they donated some money to the group , so we can 

use some of the money for funding some of these..’(parent G). 
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Socialization: 

„...we have Christmas parties, thing like that, we have the swimming sessions, we go for 

swimming on the Saturday morning... in the pool..’(parent G). 

„... benefits of the social side as well..this is what parents need (parent J);  it is good to talk to 

someone who also have child with DS... they know how you feel  .. a lot better.....ya... you can 

share‟ (parent M). 

 

Concern related to siblings   

„.. at first I didn‟t like it... horrible.. i hate it... i thought i would not even come back (to the 

group k)....i felt insane...However, I come back again....they (other parents) are all saying... 

come back one more time... upset me when I see the older kids (siblings those children with 

DS)... upset me....ha...ha...(laugh to herself)...but.. I only met his age longer (children of her 

child‟s age), I never met the older ones that upsets me... got to deal with that..ha ha...‟ 

(Parent M). 

(Note: During the monthly parent support group sessions, besides speech therapy, the group 

session had arts and craft centres during the monthly ‘sing and sign’ session for both the 

children with DS and their siblings.  One ethnographic observation during the morning: Two 

bigger kids were seen playing together.  One was seen trying to kick the other one.  One 

adult, husband of the chairman, was seen to stop them from playing too roughly). 

 

(4) Negotiated  parental roles 

Mother as the main care giver:   

‘I did all.. meetings with doctors, school, J (my husband) sometimes comes, mostly is me who 

do, I ... usually take on  most of the day to day things.. things about appointment, things in the 

school. When he was in primary school at times it was almost always like a full time job, 

because he received lots of medical people, he went to the speech therapy, physiotherapy, 

and some occupation therapy for his fine motor... and some speech-language therapy and till 

in the school. As W (the child) has epilepsy and brain surgery (done), so we still see the 

neurologist... there was once a time we have to see the neurologist very frequently,  which is 

every 6 weeks. But now is like once a year. 

...  I did not go to work, I worked a little, I might have gone back to work full time... before I 

did, but I stayed at home  (initially).... now.. he is in secondary school, ... is not that level 

(involvement) we used to have,  .. it goes in stages, sometimes you are very involved, very 
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busy and try to control what is going on, which is not always successfully, at other time you 

can sort of step back‟ (parent K). 

 

Supportive role of the father:  

‘he (husband) was working, and.. he thought there was no problem, it will be sorted out.  So 

we were different, we complement each other, I can‟t do what he does, he knows that I need 

support,... at those difficult times, instead... he looked after me... he always got the 

information from me, and is difficult, he was not able to be there, because he was working, 

and I think...he is more optimistic, he always think it will be ok‟ (parent K). 

‘....meanwhile, what we do is I go to work when (my husband) is at home (to do child care)... 

and so that fits really well‟ (parent K).  

 

(5) Life impacts:   

Positive impact: empowered through education:  

One parent talked about the life impacts of  having a child with a disability, her decision to 

undertake further education and research and the motivation behind the decision: 

‘I think and I wanted to understand the system and understand what we need to do in school 

for W, i went back to education ...when W (my son) was little, about 4, I took a degree  in 

psychology, because  i thought it might help. Lots of troubles with school, provision of  

education for him (the son)...so I did  PhD ... looking at education of children with special 

needs in schools. I went to university to teach as early-year teacher,  so none of that would 

have happened if  I did not have W...massive effects.... changes for the better...enormously 

(helped in upbringing of W), I came to understand the system, learnt how to talk to 

professionals, and to how to write about W, and to make sense of something we didn‟t expect. 

It goes in stages, sometimes ...very involved, very busy and try to control what is going on, 

which is not always successfully, at other time ...sort of step back‟ (parent K). 

 

Some life constraints: 

‘ . ..we made decision where we live... because of the school, we made decision about 

holidays, about everything, everything .. you know.. what we do,   is affected by  the fact that 

we have to plan..and we cannot just go and do thing....it will be nice not have to do that, a 

mixture, good things and not so good things..’ (parent K). 
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(6) Luxury of choices: for the present and the future 

Parents, at different stages of their child’s life, talked about the experience of making 

decisions for their child and the related dilemmas and the issue of social inclusion presently 

and the options for the future:   

 

(i) Dilemma: inclusion or special school 

‘ inclusion education..definitely at this stage (year 1)..not sure about the future....the main 

stream school for primary school will be till 11 or 12, then we have to make a decision about 

whether for her to be in the main stream secondary school or not, that will be 

harder..because... in the classes.....they will be streamed...so that will be hard... she (with 

learning difficulties, maybe keen to learn) may be mixing with people who  do not want to be 

in school ...(concern  of negative influence due to school‟s system of „streaming‟ or „ 

categorizing‟ students ) (parent G). 

  „ he needs  to go to a school who will take children with learning difficulties, so here there is  

this school P (special School). But that is not very suitable for him, there is a school in the 

next village which is about 45 minutes drive from here, which might be ok for him (parent J). 

 

Another parent, Mark, father of a 9-year-old child with DS, who I talked to, also in the same 

parent support group in Manchester, thought that the son was better off being in the special 

school due to his behaviour.  He made the decision to move his son out of the main stream 

school to the special school, though his child had been placed in the main-streamed school 

when he was much younger.   

 

(ii) social inclusion  

Parents making choice for a place where their child could be socially included: 

‘...she (the daughter) has friends  (from school) who come to the house to play with her... 

...she was in the school Christmas play (with other children)...she was Mary (play the role 

of)... she enjoys school.. very integrated. She also belongs to a group playing violin... that is 

good... she likes it.. it is one way to integrate with the other people... (parent G). 

‘...we try to get them mix with the normal kids.. so they might train them up more ..as they are 

watching the normal kids ...the Tuesday group.. a lot of the normal ones, mainly for the 

normal ones..there is the opportunity ...for children of special needs... so that we (our child) 

mix with both.... I sort of like it..’(parent M). 
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‘...it is small (the school of choice)...is an inclusion school, not integration... doesn‟t have 

that system of pulling the children out to have separate lessons...that make children felt they 

are very different‟ (parent K). 

 

 (iii) Luxury of choices for the future 

In the UK setting, there are few options for growing children with various disabilities, from 

which parents have to decide: 

 „...we were worried about his future, whether he (the son) will grow up to be independent.. 

...worried about the services, whether it will be available for him,  ... W (my son) would not 

pass any GCSE,  he needs  to go to school that will take children with learning difficulties... 

then he will either go to local college ... or he might go to a residential special college. I 

cannot imagine what he will be like when he is in his early 20, but  I hope he would have 

some form of employment; He may get direct payment,  from the social services...to pay for 

carer, to be looked after; or to live at home with parents; or may go to supportive living, in a 

house with three or four other people with learning difficulties and have two members of staff 

who will support these young  people in their  own homes. It is difficult to get those places...I 

would like W to live independent of us while he is still young. I just don‟t think it will be good 

for him to live with us for the rest of our life. He will obviously continue to be near to us, we 

will see him and continue to be near, he has got to be,  one day we are not going to be here, 

he has to plan for that ..’(parent K). 

 

Discussion 

As part of the experience of parents of children with disabilities, especial with DS, they 

experience shock and seemingly some level of denial when given the diagnosis at birth.   In 

Kubler-Ross’ grief cycle, there is a stage of denial, which refers to the individual’s denial or 

refusal to accept the diagnosis (Anfara & Mertz, 2006).   Schoolfield & Orduna  in Anfara & 

Mertz, 2006) stated that: ‘denial functions as a buffer after unexpected shocking news, allows 

the pt to collect himself and, with time, mobilize other less radical defences;  it can give 

individuals needed time to understand that change is going to occur, and what it may mean 

for them’.   However, with these parents, the fact that they brought their children to the 

monthly support group activities indicates their awareness of their child’s needs and their 

own need for support and mobilizing their defence.  Hence, support groups are really helpful 

for support, and sharing of experiences. 
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In relation to parents making choices for children for their education as part of their care 

giving experiences, there was a sense of dilemma  and other concerns, as expressed by one of 

the parents, G, who perceived that his daughter, who was currently in Year 1 class, was 

happy to be in the main stream inclusion school. But the parent was not sure how her 

daughter would be when she grew older and moved to a higher form   This concern was also 

shared by the assistant head teacher, Ms A, who informed that those students who were in the 

Year 7 had recently been transferred from the primary school and they mixed well in the class 

(those normally developing and those with SENs).  She commented that she was not sure if 

this would continue when they moved up to the higher form, when a broadening gap between 

them might be expected. 

 

The setting in the special school here ensures that pupils with their varying learning needs  

and medical conditions will receive individual care and appropriate attention.  This includes 

the provision of a school nurse with training in learning disabilities as is seen in this special 

school just visited.  It is also said that the various health care providers continue to follow up 

with the child in the special school after being transferred from the primary school. 

 

Given the parents’ expressed experiences of care-giving of their children with disabilities, 

which includes their frustration towards the systems in place, it seems that the authority 

concerned with various care provisions, needs to take into consideration the differing 

contexts and needs of each individual parent and uniqueness of their child.  Parents know 

their own child better than anyone else, including his or her strengths and potentials. 

 

Though parents might have been given informed choices to some extent, some may still 

encounter frustration because of particular policies or systems in place which do not allow 

much flexibility, requiring that parents must fight hard to win their case (s). 

 

These may include issues such as those mentioned by the UK parents, in terms of placement 

and choice of school, whether it is the local school near their house or another school at 

another site.  It would be a more  ‘family centred’ type of care if parents could be empowered 

to make informed choices, to collaborate and to work in partnership to provide the best care 

for the child.  It would be more helpful if parents did not have to ‘fight the battle’ or ‘argue 

their case’ against the system or policy as this would be frustrating for them.  This is in line 

with the study by Clibbens and Sheppard (2007) who reported about experiences among 
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white families with children with learning disabilities, who were refused longer term services 

allocation, experienced increases in depression symptoms and had increased needs in relation 

to child development, parenting capacity and social support.   

 

Another issue, important to emphasise is after school child care.  As this is the policy in 

place, there would be many other parents in the community who might be affected.  Parents 

(father and mother) of children with disabilities need employment to provide for the family’s 

needs and for their need to have a break away from care-giving responsibilities. Flexibility in 

terms of extending the age of children allowed in after-school care would help those families 

with children who have disabilities. It is quite a different situation for parents in this part of 

the world. In Sarawak, it may be easier to look for a home helper to help up with care-giving. 

 

With implementing appropriate policies that are comprehensive and supportive of parents of 

children with disabilities, parents cope better in handling various challenges  such as issues of 

continuation with employment. Being employed can possibly lighten their burden of financial 

hardship, providing them with a break from their caring role, reducing the risk of stress and 

even depression, reducing negative feelings towards the child and thus having a positive 

impact on family well-being (Kagan & Lewis, 1993 in Kagan, et al 1997), and the provision 

of a parenting environment that promotes the optimal growth and development of the child in 

the family (Ministry of Health, 2004). 

 

It would be helpful to bring into discussion the various objectives and aims which have been 

highlighted in the campaign for the Every Disabled Child Matters Campaign (EDCM, 2007) 

(http://www.edcm.org.uk  accessed 18/6/09) and the aims for the government’s Carers 

Strategy to prioritize families with disabled children.  

 

A more personalized, family-centred, collaborative, supportive care provision with flexibility 

of policy would be helpful to achieve the various objectives: 

 Families with disabled children to have ordinary lives;  

 All disabled children and their families to get the right services and support- no matter 

where they live; 

 An education system that meets the needs of each child and enables him or her to 

reach his or her full potential,  

http://www.edcm.org.uk/
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 Disabled children and their families to shape the way that services are planned, 

commissioned and delivered; 

The campaign aims for the government’s Carers Strategy to prioritise families with disabled 

children.  

Further discussion:  Making choices: inclusion or special school 

Though there is the concern about exclusionary practices of segregated schooling (Campbell, 

2002 in Goodley, 2009; Solity, 1992 in Goodley, 2009), a father thought it was good for his 

daughter that she was in the inclusion school, though he was unsure what will be best in the 

future, especially when his child goes into higher forms.   

 

From a practical perspective, when pupils with various learning difficulties are in the lower 

forms, inclusion in the mainstream school would not present significant problems with the 

existing support of resource-based school integration assistants.  This was evident in the 

music lesson in the Year 7 class where the 4 pupils with DS were included.  In the class of 

less than 20 pupils, there were 4 adults present (teachers and the assistants) to prompt and 

support students to work in groups and integrate.  However, as the children get promoted to a 

more senior year of study, such as in Year 10 or Year 11, there will be a gradual increase in 

the gap in terms of their understanding, thus inclusion becomes harder (conversation with an 

assistant head teacher of a high school, Hazel Grove, 27/4/09).  

 

Another parent, parent MK, father of a 9 year old child with DS, who I talked to very briefly,  

and who is in the same parent support group as Graham in Manchester, thought that his son 

was better off being in the special school due to his behaviour.  He made the decision to 

move his son out of the mainstream school to the special school, though he was, when much 

younger, placed in the main-stream school.   It was probably not an easy decision to make for 

the parents: some had to fight to had their children included in the main stream inclusion 

schools while others had to move their children from an inclusion mainstream school to the 

special school.  It seems that inclusion in the main-stream school for children with special 

needs is a dominant discourse in UK education today (Goodley, 2009).  
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From the ethnographic field visit to one of the high schools, the researcher came to know 

about the school’s practice of categorising based on the strengths of students’ academic 

achievement and inclination during the periodic school assessment or evaluation.   Children 

who were categorized as having more learning difficulties  due to various conditions, would 

be placed in classes with a smaller number of students and more teacher assistants’ support 

(conversation with assistant head of Head School, England, 27/4/09). This being the case, 

being in the ‘inclusion’ school is probably of not much difference from those in the special 

school.  Nevertheless, the pupils are seen to be in the same school, moving among all the 

other pupils. 

 

The topic of inclusion is like a dampened-down fire....It is being inflamed by the UN 

Convention on the Rights of Persons with Disabilities, which campaigners wanting the 

government to ratify without reservation.   However, Alexander (2009), in his review page 

about author Alan Share’s book noted the closure of over 100 special schools. Alexander 

clearly disapproved of these closures, and expressed the view that inclusion is a concept that 

is absolutely wonderful in theory but not always quite so good in practice, especially if 

vulnerable children are excluded when they are supposed to be included, made to feel 

unwanted and shoehorned into a hostile environment, and become concerned about ending up 

in the mainstream.  

 

Clearly the issues related to inclusion education and special education needs for people with 

various related learning difficulties imply parents must be enabled to make choices.  ‘Special 

education needs’ has also been a topic of debate. An example is: whether  assigning the term 

‘special education needs’ for children faced with various learning difficulties in the UK 

education settings, did actually or potentially create any exclusionary practices in the UK 

(Goodley, 2009).    

 

These children’s parents from this part of the world (UK) have the luxury of making the 

choice(s) between 3 or 4 inclusion schools in just one district (such as in Stockport) for their 

child in their transition from Year 6 to Year 7 class. 

 

Having observed the facilities and supports given to pupils in one of the special schools in 

England during the visit to the particular special school (28/4/09), the writer has formed the 

impression that non-inclusion in the main stream school may be preferable for certain group 
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of pupils, considering the type and quality of supports provided to pupils in special schools.  

The fact that, in that particular special school of 40 pupils with various challenging 

behaviours and learning difficulties, there were 80 staff (teaching and supports), is 

impressive.  The special school can afford to have three to four adults to assist and to attend 

to the students in each of the classes that were visited. The presence of a specially trained 

school health nurse to cater to the needs of individual pupils with medical conditions who 

develop occasional seizures and who need lunch-hour medication doses to be served, 

indicates to me that care provision for the pupils is well considered and thorough.   

Furthermore, the existence of a hydrotherapy pool, a physiotherapist and a sensory 

integration room in the school to cater for those few pupils who would benefit from these 

therapies is a luxury much to be desired in the Malaysian setting where we come from.   

 

 The choices of either attending a special school or mainstream school for children with 

various barriers to learning in UK depend very much on individual parents’ preferences, the 

child’s condition and also the child’s year of education level in school.  Placement of a child 

with various sorts of barriers to learning in a special school needs not be perceived by parents 

of children as an exclusionary (non-inclusion) education practice.   

 

My research included sharing witha a deaf-blind person about his experiences while he was 

in the school for the blind, and his response to the question regarding inclusion in the 

mainstream school. He felt that he was better off in the special school, happier to have friends 

with whom he could enjoy shared activities.  He expressed his view that the special school 

had the facilities that met the needs of those who are blind (Fukushima, 2009). 

 

 

Conclusion: 

Drawing on the findings of this study and the findings from our UK counterpart Chataika 

(2008), as well as preliminary findings of my doctoral study of local parents’ experiences, an 

observation is that while there are frustrations and challenges experienced by parents in 

various aspects across both the UK and Malaysia, parents in Malaysia are generally 

confronted with comparatively limited options and opportunities. Many of the facilities and 

services in the UK would be considered a ‘luxury’ for Malaysian parents.  There is a gulf 

between the needs and the care provision for families and their children with disabilities in 

this part of Malaysia. 
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One recommendation is that parent groups from this part of the world would benefit from 

having a global link or networking with countries outside of Malaysia, such as UK. This 

would enable the formation of a federation of DS support groups for purposes of: supporting 

group-led activities, such as forums for exchange of ideas, pooling and sharing of resources 

in terms of expertise, finance; and for a more effective voice to speak up. This would enable 

parents to highlight policy and system requirements related to their children’s needs such as 

education rights, employment, supportive living, social inclusion etc and supports for parents 

themselves, as care givers. 
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Reflections of experiences of the field visit to UK  
 

An enriching experience of making contacts, getting connected and meeting people in 

Manchester 

 

In a multidisciplinary team research, working together, cross nationally, coincided with an 

international conference of at least 3 nations, really gave us the opportunity to network with 

one another.  

 

During this trip, public lecture by Dr Ling sharing about her ‘culturally based research 

methods’  lecture in the UK setting was really appropriate.   It helped us to consider whether 

our own research method used in our research is really culturally based. It had given 

opportunity for us to network with the audience at the Faculty of Health, Psychology and 

Social Care, National Health service.  It was through this lecture that I was able to get 

connected to someone from the service sector, such as the Learning Disabilities nurse Stewart 

Edge from the Manchester Learning Disability Partnership.  It was through the public lecture 

that opened up opportunity for networking with health professionals from MMU and NHS 

who were as eager to get connected to us from Malaysia. 

 

I got the opportunity to meet with the Dean of the Faculty Prof Vince, who was a nurse 

before, who then linked me to the MMU, Head of Nursing Department.  Another contact 

email with professor Jois Stansfield the speech therapist was made through another  staff 

from NHS who came for the public lecture at MMU.  

 

Attendance at the Todai Conference had given me the opportunity to be connected to another 

lecturer from another part of England, Coventry, who is also one of the members of the 

international editorial board of the ‘International Journal of Therapy and Rehabilitation’.  A 

complimentary copy of the journal was given to me and I definitely find this journal 

informative and relevant to me.  This contact had broadened my perspectives of academic 

involvement and contributions.  

 

 Besides this, MMU lecturers’ attendance to public lecturers and Conference enabled me to 

meet with two of the speech therapists, Speech therapist  Dr Julie Marshall, Professor Jois 

Stansfied and nursing lecturer Garry Diack. 
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Opportunities to attend seminar, parents’ meeting session and going for ethnographic 

field visits 

 

While accessing Down syndrome association website to get contacts, members of the group 

got to know about the  annual ‘teaching-exhibition’ being held at the Manchester Convention 

Centre at the  24-25 April 09.  It was at this exhibition centre that attendance to one of the 

paid teaching seminar session was made possible.  At the same day, prior arranged meeting 

with one parent B,  was made possible.   

 

Through the support and kind consent of this parent who is also the president of parent 

support group, I was able to go with another colleague to be present on the next morning, at 

the parents’ monthly ‘chatterbox’ session, where the parents brought their child with them for 

the sign-sing sessions.  It was during that session that I got the opportunity to talk to a few 

parents, Graham, Mandy and Mark, while another colleague talked to another two. 

 

Getting to know of one volunteer at the morning’s ‘chatter box’ session, who worked as the 

Assistant Head Teacher of a High School with inclusion education in Hazel Grove, a trip to 

the school was arranged on the 27 April 09.  The trip to the high school had been beneficial 

as it helped my understanding  to some extent, of the inclusion educational activities. 

 

Though missing the seminar on ‘Child, family and disability’ on 28 April 09, the visit to a 

Special School at Chinley had been worthwhile and an eye opening experience for my 

colleague and I.   I just think that the facilities and staff available there would be a much-

desired ‘luxury’ for children with learning difficulties in our part of the world in Malaysia. 

 


