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This summary provides an overview of research conducted as part of a dissertation towards 

an MSc in Health Psychology and represents the views and experiences of five carers and 

parents of adolescent and adult high functioning autism and Asperger’s syndrome 

populations in the Shropshire and Telford areas. This document has been produced as an 

acknowledgement of the help of the carers who kindly assisted with the study and it is 

important to note that the results represent their own personal and unique experiences and 

may not be generalizable to other groups and populations.  
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Introduction – why the research was undertaken 

The project was undertaken due to a lack of published research on the effects of being a 

carer to someone with an Autism Spectrum Condition (ASC). When research has considered 

the topic of caring generally, findings have shown contradictory results. This suggests that 

not all carers experience the same difficulties and rewards, and that various factors affect 

the health of carers (e.g. type of difficulty being cared for, the age of carer, etc). Further the 

little research that has been conducted to date has found that the quality of life was 

generally lower for carers of ASC than for the general population and that the quality of life 

of carers in terms of physical health was worse where families were functioning less well or 

the person with ASC had problems with their behaviour1. Despite these findings very little (if 

any) published research has examined the lived experiences of being a carer for someone 

with an ASC. Given this, this study sought to gather rich in-depth information from a sample 

of carers of ASC individuals to explore their health care needs and experiences of support. 

This summary provides an overview of how this research was conducted as well as an 

outline of some of the key findings emerging from the study.  

 

Method – what was done? 

Five carers of someone with an ASC were interviewed using a framework of questions in an 

attempt to find out what the experience of being a caregiver was like, and how they felt this 

related to their wellbeing. All those consenting to be interviewed were adults and aged 

between 18 to 69 years. The length of caregiving ranged from approximately 15-45 years. All 

of the carers with the exception of one were interviewed in their own homes and all lived in 

the Shropshire and Telford areas.  After completing the interviews the content of the audio 

files were transcribed and read carefully and repeatedly by the researchers. Each interview 

was read individually with the key themes and issues reported by each of the carers noted. 

This was repeated for all of the interviews with the final key themes and issues discussed 

and agreed by the researchers.  

1
Khanna, R., Madhavan, S.S, Smith, M.J., Patrick, J.H., Tworek, C., Becker-Cottrill, B. (2011) Assessment of Health-Related Quality of Life 

Among Primary Caregivers of Children with Autism Spectrum Disorders J Autism Dev Disord, 41, pp1214–1227 
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Results – what was found?  

The key themes and their components are shown below 

 

 

Never ending battle 

The theme of care-giving being a never ending battle contained descriptions of being 

invisible in that there were unseen problems and experiences of health and social care 

professionals assuming things were ok. There were references to a lack of support services 

and that ASC is often not immediately visible. The descriptions of dismissal ranged from 

experiences of being pushed away, being told ASC is not a mental health problem, that they 

are being over anxious or that diagnosis is not worth it, to physical exclusion from things 

such as school. The descriptions of constant problem solving referred to both having to 

make adjustments for the person with ASC to prevent problems (e.g. removing items that 

make too much noise) and to also help them when they experienced a problem which has 

not previously been preventable or identified (e.g. when their cared-for had entered into a 

financial arrangement they did not understand). The description of being the 

Never ending 
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Constant problem 
solving 

Expected to be the 
expert/ interpreter 

On call 24/7 

Having to cope 

The journey of 
acceptance 
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Surviving not living 
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Impacts on 
health 
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and resistance  

Loss of autonomy 
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expert/interpreter referred to being the person who has to always bridge the gap in 

communication where someone does not understand ASC, and sometimes themselves 

being asked for advice on ASC by professionals. Being on call referred to not having 

someone else there to support them, not for example being able to go on holiday which 

highlighted being a carer was a full time commitment. 

Having to cope  

The theme of having to cope held a number of sub-descriptions; the journey of acceptance 

was a description of initial difficulties to diagnosis through to adjustment and loss of hope as 

the role of care-giving goes on. There were descriptions of coping strategies that provided 

some relief for the carers these included a sport or a hobby through to involvement with a 

charity or going to work. Surviving not living descriptions were about having to fit the caring 

commitments around other demands in their lives and the complexities of these when a 

competing demand such as illness happened, there were some references to wanting a 

normal life. Alcohol use was described as a coping mechanism by some of the carers and 

was above recommended limits, this provided an additional dilemma as the carers knew it 

was above safe limits but found it helped them relax. The dilemma of self-help support was a 

description of the advantages (e.g. being able to help others) and disadvantages (e.g. 

hearing others’ problems and feeling guilty) of coming together with other care-givers for 

support; support groups try to solve problems yet they also bring difficulties together in a 

collection. 

Impacts on health 

The theme of impacts on health referred to descriptions of both mental health and physical 

health problems. In terms of physical health all the care-givers reported some form of 

health problem; these included amongst others, hypertension, cardiac problems, irritable 

bowel syndrome, eczema and migraines. Descriptions ranged from the impacts of having to 

deal with these conditions (e.g. debilitation from having to undergo treatment for a disease) 

as well as caring, to questioning whether caring made them worse or caused them (e.g. 

noticing increased stress coincided with worsening symptoms of the health problem). The 

descriptions of mental health included loss of sleep and anxiety through worry about their 

cared-for. Fear of criticism from professionals following break-downs in relationships with 
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professional services. Another described the inability to grieve the loss of family members 

through fear of how they will cope and how it may affect the ability to carry out caring role. 

There were descriptions of low mood and one described how they thought their treatment 

for a physical health problem had made this worse. 

Impact of the role on the self 

The theme of impact of the role on the self described effects the caring role had on 

relationships including loss of social contacts and family relationships, arguing with partners 

and the break-up of marriage. Patience, tolerance and resilience described learning to adapt 

and cope with aspects of life such as not getting angry, discovering that it is easier to know 

where you stand with someone with ASC and developing a robustness through having to 

carry on as a carer. Loss of autonomy and sacrifices included descriptions of loss of religious 

affiliation and the sense of belonging to that group, having to drop out of education and 

sometimes not feeling like a separate person to their cared for.   
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Conclusions  

Whilst the issues and results found are not necessarily applicable to all carers of someone 

with an ASC (as the number interviewed was quite small), they do provide an in depth view 

of the experiences and health effects of those interviewed and as such these suggest areas 

for consideration which are shown below:  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Conclusions 

Important to know 
carer needs when 

planning services for 
their cared for Recognise problems 

are systemic - not 
located in the carer's 

difficulties  or the 
cared for (i.e. therapy 

alone is unlikely to 
suffice) 

Recognise that self-
help groups pose 

dilemmas for carers 

Cared for needs are 
long-term and do not 
have a time frame for 

cure or treatment - 
therefore carer needs 
may also be life long 

Need a better 
understanding of 

carer coping styles in 
ASCs through specific 

research 

Recognise the stress 
of being unsupported 

may lead to worse 
health outcomes and 

potentially lower 
quality of life 

Increased awareness 
of ASC in all service 

provision is needed to 
reduce inadvertent 

dismissal 

Further and larger 
research is needed to 
understand the health 

effects of caring for 
someone with an ASC 

Recognise that the 
carer role may be 

particularly isolating 
and demanding due to 

being the 
"interpreter" in all 

interactions  


