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Executive summary 
 
Introduction 
This practice enquiry, which ran from December 2009 to July 2010, was the third strand 
of a SCIE project sponsored by the Department of Health (DH), in order to inform and 
support their strategy for adults with ASC. The key question that led to the practice 
enquiry was: 

 
How far [do] current services and strategies support or hinder people with ASC to 
live independently and to what extent [do] current processes exclude people with 
ASC by denying social care support to enable them to access services and 
mainstream provision? (Commissioning Brief, September 2009) 

 
The evaluation sought to: 

 invite and consider a range of views about the provision of services to support 
independent living for adults with ASC, from people with ASC receiving services, 
those who have had difficulty accessing support, their carers and other 
stakeholders 

 identify views on issues of access to assessment processes 
 identify views on what assessments achieve for people with ASC and their carers 

and on provision of service 
 identify the policy and practice challenges which may affect access to support 

and experience of provision of services 
 identify areas of „good practice‟ as perceived by people who use services and 

carers and other stakeholders in access to and experience of provision of 
services 

 provide recommendations that may inform future good practice in the provision of 
services for adults with ASC. 

 
The methods included: 

 two online surveys: aimed at adults with ASC and carers, hosted by NAS, and 
designed to gather quantitative and qualitative data 

 survey follow-up: where participants agreed, the online surveys were followed up 
in more depth via email or telephone, depending on the participant‟s preference 

 service provider questionnaires: issued to track the names of the service 
providers that respondents had given to the online surveys and others 

 participation group involvement: NAS put a set of questions to two of their 
participation groups for people with ASC and higher levels of communication 
need 
three sites provided qualitative data from face-to-face interviews with people with 
ASC, carers and service providers in rural and urban areas of England. 
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Findings 
 
Overview of respondents 
 

 Eighty-nine adults with ASC responded to the online survey, 47 per cent female 
and 51 per cent male, aged from 18 to 63; 124 carers responded, 88 per cent 
female and 10 per cent male; 79 per cent were parents of people with ASC. 
Sixteen adults with ASC and four carers replied to the email follow-up. 
Additionally, three adults with ASC and three carers who did not take part in the 
online surveys took part in interviews during the site visits. 

 A range of strategies was used to reach service providers; 12 questionnaires 
were received. An additional eight service providers took part in interviews during 
the site visits. 

 Two NAS consultation groups included 10 people with ASC and higher 
communication difficulties. 

 Thirty-four interviews (11 adults with ASC, 11 carers and 12 service providers) 
were undertaken in three site visits in Sussex, the South West and Sheffield. 

Conclusions 
 
Lack of understanding of ASC and of related skills and knowledge is pervasive, 
among both social care and health professionals, compounded by ASC being a 
spectrum of conditions and not one homogeneous picture. Autism-specific services may 
help, but more important is a better understanding of the needs of people with ASC by a 
wide range of staff. Access to a diagnosis of ASC is a major issue in a context where 
diagnosis or a label of some kind is essential to access services, and assessment for 
personalisation appears unlikely to take place without it. The struggle to be accepted 
as eligible for services is another compelling story. Service providers thought the 
personalisation agenda would result in fewer choices being available, particularly in the 
context of costly specialist residential services. 
 
Concerns about lack of suitable services were strongly expressed, and the related 
lack of understanding of ASC shown by many social care and health professionals was 
strongly expressed. This concern extends to non-professionals who occupy important 
roles gatekeeping services, such as people on the front desk or reception services. 
Falling between services and being passed around services are major issues. Most 
often this is about falling between social care, particularly learning disability services, 
and mental health services; and it is also about falling into inappropriate services in 
order to try and access services. The practical barriers to access, including 
communication barriers, emerged as significant, as these act as barriers to accessing 
assessments of all kinds, including routine medical and dental examinations and 
treatment. 
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Access to services for people with ASC who have challenging behaviour emerged 
as particularly problematic, and was much more likely to be discussed in the context of 
ritualised or compulsive behaviours that challenge social norms and create barriers to 
accessing daily living supports rather than a problem with violent behaviour. We heard 
about very few occasions where there had been interventions by the criminal justice 
system. Another area where difficulties are likely to arise is in the transition between 
children’s and adult services and this can have serious consequences for residential, 
education and employment opportunities. Other transitions also need attention such as 
planning for old age or for when parent carers are no longer available. 
 
Independence is a big theme for people with ASC and their carers. People with ASC 
and their carers often do not feel supports are provided for independent living, or if they 
are, it is after years of struggle. Personalisation did not significantly emerge as an 
explicit theme for people with ASC. Some service providers talked about apparently 
creative and innovative approaches to implementing this agenda, at times in face of 
significant barriers from providers of other services or elected officials. Practical 
supports are often what matters most. It is not always about needing complex and 
expensive services but about practical help to make daily living more comfortable. This 
includes the need for good quality information. People with ASC are seeking access 
to everyday activities; they too need satisfying things to do or study, places to meet 
friends and activities within which to sustain relationships. Access to activities such as a 
disco for people with learning difficulties can make a big difference. 
 
Carers are providing many hours of unpaid support each week, often without any 
support themselves. Parent carers appear to be particularly poorly served. Carer‟s 
assessments and support for carers in their own right appeared minimal. 
Personalisation is viewed by some service providers and carers as excluding carers, 
particularly parent carers, who believe that their ongoing support for their offspring with 
ASC is essential to that person‟s wellbeing, and continues even when she/he is living 
„independently‟. 
 
Overall, the extent of anxiety, stress and upset and the pervasive language of fight 
and battle is striking. In contrast, positive stories about services often involve a story 
about an individual, a good, knowledgeable and helpful person that the person with 
ASC or his/her carer has been lucky enough to come across. 
 
Ten recommendations 
 

1. Increased awareness of ASC and related training for professionals and 
service providers, including those who gatekeep services. This issue is fully 
explored in Fulfilling and rewarding lives: The strategy for adults with autism in 
England (DH, 2010a). This is not necessarily a call for more specialist services, 
but it is a call for service providers at all levels to be better informed about ASC. 
This in turn points to the need for education and training providers to address 
knowledge and skills for practice with ASC, particularly for those providers such 
as staff in general practitioner (GP) practices, who act as gateways to services. 
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2. Enhanced provision of diagnostic services. The intensity of issues in relation 
to diagnosis deserves focused attention from service providers, particularly in 
health, where diagnoses are made. Whereas personalisation may seek to focus 
on needs rather than labels, the reality is that a diagnosis is typically, although 
not always, necessary to access services, but is often not available. A suggestion 
made to the research team by a service provider was that specialist nurses could 
be trained to work on diagnosis. This and other possibilities merit urgent 
attention. 
 

3. Services to support people with ASC must improve working together. Too 
many examples were heard of people falling between services, particularly health 
and social care services, or falling into inappropriate services, particularly 
learning disability or mental health services. Working together must be 
addressed at strategic as well as operational levels, implementing, for example, 
Joint Strategic Needs Assessments (JSNAs) which involve a range of statutory 
and non-statutory partners to inform the commissioning and development of 
appropriate, sustainable and effective services (DH, 2009a). 
 

4. Children’s and adult services even within single authorities must give 
urgent priority to working together to address transitions. It should be 
acknowledged that some people with ASC would benefit from a slower transition 
into adult services, as „adulthood‟ itself may be reached later. Also, transitions 
occur not only at the stage of reaching „adulthood‟ but also at the stage of moving 
from adulthood into older age. 
 

5. Service providers must engage earlier and in a more preventive way with 
people with ASC and their carers. People with ASC and their carers battle for 
services for years, sometimes with catastrophic consequences when needs are 
not met. Enhanced service provision may be at the complex and costly end of 
services but equally it may also include developing the capacity for providing the 
more practical supports and activities that support daily living. 
 

6. Choice, control and person-centred planning must be central in working 
with people with ASC. All aspects of life that contribute to independence and 
wellbeing should be taken into account – this includes support needed to gain 
housing, education, training and employment in the community, as discussed in a 
range of policy documents. 
 

7. Personalisation (DH, 2009a) needs to address the needs of people with 
ASC and their carers. In common with many families where there are adult 
children, people with ASC and their carers support each other through complex 
and interdependent relationships at different stages of their lives. By focusing 
only on the individual with ASC, the risk is of excluding carers who continue to 
provide emotional and practical support for their cared-for people. 
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8. The work of carers and its centrality to the lives of some or even many 
adults with ASC must be recognised with the provision of services to 
carers. Carers‟ stories of their struggles to access services for their cared-for 
people are compelling yet only infrequently do they access carer‟s assessments, 
suggesting not only that that national policy goals to support carers are not being 
implemented, as set out in the Carers Strategy (DH, 2010b), but that legal 
obligations under carers‟ legislation are not being met (see Carers [Recognition 
and Services] Act 1995; Carers and Disabled Children Act 2000; and Carers 
[Equal Opportunities] Act 2004). 
 

9. People with ASC and challenging behaviour merit a research study in their 
own right. There are indications of particular problems accessing health services 
for both people with ASC who have challenging behaviours, and people with 
ASC who have challenging behaviours and are at risk. 
 

10. We need to learn more about service providers, particularly within statutory 
services. It was not possible to do justice within this study to the issues 
confronting service providers. It is important to further research the big issues of 
service provision for people with ASC, including those which provide specialist 
and generic provision, particularly in the context where the more specialist and 
thus costly services may be vulnerable to cuts. Similarly a study focused on 
access to health services for people with ASC should be undertaken. 
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1 Introduction 
 
This practice enquiry is the third strand of a Social Care Institute for Excellence (SCIE) 
project sponsored by the Department of Health (DH), in order to inform and support 
their strategy for adults with autistic spectrum conditions (ASC). The initial 
commissioning brief for the practice enquiry was first issued in September 2009; it was 
subject to a number of changes agreed by the Project Steering Group, and the 
amended proposal was finalised in December 2009. The key question that led to the 
practice enquiry was: 
 

How far [do] current services and strategies support or hinder people with ASC to 
live independently and to what extent [do] current processes exclude people with 
ASC by denying social care support to enable them to access services and 
mainstream provision? (Commissioning Brief, September 2009) 
 

The strategies included the Carers Strategy, Putting People First (DH, 2007), Individual 
Budgets, Fair Access to Care (CSCI, 2008), Recognised, valued and supported: Next 
steps for the Carers Strategy (DH, 2010b) and for people with learning disabilities, 
Valuing People Now (DH, 2009b). Parts one and two of the SCIE project produced a 
research briefing, published in April 2010 (Mills and Francis, 2010) of the current 
evidence in this area, and a guide to personalisation and autism. 
 
The practice enquiry is a stand-alone report that addresses the above question. It 
presents the evidence from adults with ASC, from carers of people with ASC and from 
service providers. It presents some reported experiences of good practice as well as 
providing some recommendations for practice. 
 
1.1 Project aims 
 

 To invite and consider a range of views about the provision of services to support 
independent living for adults with ASC, from people with ASC receiving services, 
those who have had difficulty accessing support, their carers and other 
stakeholders. 

 To identify views on issues of access to assessment processes. 
 To identify views on what assessments achieve for people with ASC and their 

carers and on provision of service. 
 To identify the policy and practice challenges which may affect access to support 

and experience of provision of services. 
 To identify areas of „good practice‟ as perceived by people who use services and 

carers and other stakeholders in access to and experience of provision of 
services. (For further discussion of good practice, see DH, 2006, 2009a.) 

 To provide recommendations that may inform future good practice in the 
provision of services for adults with ASC. 
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1.2 Policy context 
 
The project is informed by three recent government publications. Key points from these 
publications relevant to access to social care services for adults with ASC are 
highlighted here. 
 
1.2.1 Department of Health (2006) Better services for people with an autistic 
spectrum disorder 
 

 Some people with ASC fall through gaps in local services, particularly between 
mental health and learning disability services. 

 Services should focus on supporting inclusion rather than focusing on diagnosis. 
 People with ASC should have access to services on the same basis as all other 

people. 
 There should be a clearly contracted agreement for the provision of services 

between the local authority and primary care trusts (PCTs), underpinned by 
effective partnership planning that includes representatives of people with ASC 
and their families. 

  
1.2.2 Department of Health (2009a) Services for adults with autistic spectrum 
conditions (ASC) 
 
People with ASC have, and should be able to enjoy on an equal basis, the same rights 
as everyone. Many adults with ASC find it difficult accessing local services. Services set 
up in a way that makes access difficult can result in exclusion. This document 
underlined the need for: 
 

 Joint Strategic Needs Assessments (JSNAs) to establish the current and 
future health and wellbeing needs of a population, leading to improved 
outcomes and reductions in inequalities. JSNAs involve a range of statutory 
and non-statutory partners to inform the commissioning and development of 
appropriate, sustainable and effective services. 

 Choice, control and personalisation involves person-centred planning to 
take into account all aspects of a person‟s life that contribute to their 
independence, fulfilment and wellbeing – this includes support needed to gain 
and keep employment, further education and to be included in the community. 

 Independent Living Strategy launched in March 2008 to ensure that people 
with disabilities will have greater access to health, education, employment, 
leisure and transport opportunities and to participation in family and community 
life. 
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 Personal budgets mean that the vast majority of individuals eligible for adult 
social care will have access to a personal budget over which they will have 
greater choice and control to meet their needs. 

 Fair Access to Care Services ensures that all groups have the same right to 
access assessment and eligible NHS and social care services, based on 
evaluation of assessed needs and likely risks. It is unacceptable for local 
authorities to say they do not offer services to particular groups of individuals, 
such as those with higher functioning autism or Asperger syndrome. 

 Key components to inform commissioning for adults with ASC Highly 
individualised and person-centred transition planning should enable self-
directed selection of the services needed and identification of related funding. 
This requires agencies working together to provide accessible information, 
signposting and a clear pathway through services. 

 Understanding your population Research by Emerson et al (2005) suggests 
people with an ASC are less likely to receive a person-centred plan than 
people with learning difficulties. People with an ASC may have a dual 
diagnosis. Valuing People Now (DH, 2009b) suggested that people with an 
ASC might have healthcare needs that are not being addressed. Adults often 
fall between social and health care services, particularly learning disability and 
mental health, not being eligible for either. 

1.2.3 Department of Health (2010a) Fulfilling and rewarding lives: The strategy for 
adults with autism in England 
 
This was the government‟s first ever strategy for adults with autism1 in England, 
published on 3 March 2010. Key actions from the strategy include: 

 improved training of frontline professionals in autism 
 a recommendation to develop local autism teams 
 actions for better planning and commissioning of services, including involving 

people with autism and their parents/carers 
 actions for improving access to diagnosis and post-diagnostic support 
 leadership structures at national, regional and local levels for delivery 
 proposals for reviewing the strategy to make sure that it is working. 

 
1.3 Research team 
 
The project was undertaken by the University of Sussex in its role as a registered 
provider of research to SCIE.
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Professor Imogen Taylor led the project. She is a qualified social worker and a social 
work educator and researcher who has led a range of knowledge reviews for SCIE and 
has researched issues regarding carers of adults. 
 
Tish Marrable was project manager. She is an experienced social work researcher with 
specific interests in ASC, mental health services and multi-agency provision. Tish is 
close to completing a Economic and Social Research Council (ESRC)-sponsored 
studentship in which young people with ASC and their carers took part. 
 
Samantha Bond was research assistant. She brought extensive experience of 
supporting adults with ASC and facilitating consultation groups. In addition she has 
been working as a consultant in the field, including to a PCT on provision of a service 
specification for people with ASC. 
 
1.4 Project Steering Group 
 
A project steering group had been established by SCIE as part of commissioning the 
project, established to equip the project with advice and information and the wide range 
of expertise necessary for its legitimacy and success. The University of Sussex 
research team were invited to propose additional members and as a result an additional 
person with ASC who was undertaking research into autism as part of a higher degree 
at Sussex joined the steering group. The group was comprised of representatives from 
the following groups/organisations: 
 

 Donna Addy (person who uses services and researcher) 
 Marie Bremmers (Autism London) 
 Elaine Cass (SCIE) 
 Hugh Constant (SCIE) 
 David Ellis (SCIE, chair, principal adviser) 
 Jenny Francis (SCIE) 
 Kate Hardy (DH) 
 Jackie Jackson (carer) 
 Marie Magor (carer) 
 Zandrea Mays (ADASS [Association of Directors of Adult Social Services]) 
 Alexis Miller (person who uses services) 
 Richard Mills (NAS) 
 David Shamash (person who uses services) 
 Nadine Stavonina (person who uses services) 

 
The purpose of the Project Steering Group was to: 
 

 give guidance on processes, contacts and other aspects of the project 
 give guidance on the context in which the project is set 
 inform project work on issues and perceptions current in represented agencies, 

relevant to the successful delivery of the project 
 provide an „ideas pool‟ to inform design and delivery of the project. 
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2 Project plan 
 
2.1 Project overview 
 
The project was divided into three phases: 

 setting up the project and mapping the views of people with ASC, their carers 
and practitioners 

 consulting and communicating, interviewing adults with ASC, their carers and 
practitioners in three to four regions in England 

 analysis and reporting, drawing together the data and preparing a project report. 
 

2.2 Setting up the project 
 
2.2.1 Planned activities 
 
The planned activities for the setting up phase are set out below. 
 
November–December 2009 
 
Initial stage of the project: 

 Appoint project staff as appropriate. 
 Make contact with key stakeholders such as NAS. 
 Review membership of the SCIE advisory group and extend membership as 

appropriate. 
 Hold Advisory Group meeting at SCIE. 
 Liaise with NAS regarding establishing an online survey for use in Stage 1(b). 
 Identify potential participants for phase 1(b) through reviewing existing DH 

contact with local and national voluntary organisations and adult social care 
services. This to include adults who have had difficulty accessing support. 

 Develop and pilot questionnaire and interview guides for online survey, telephone 
and email use in phase 1(b). 

 Secure ethical approval from the University of Sussex School of Education and 
Social Work Research Ethics Committee (UREC), 18 November 2009. The team 
will invite participation in local site visits on the basis of UREC approval. 
Agreement from Health Services will not be sought due to project timetables and 
related constraints on competing required ethics approvals. 

 
2.2.2 Timetable 
 
Due to the need to clarify the project brief and to negotiate a suitable date for the first 
meeting of the Advisory Group, the project launched seven weeks late, with the first 
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meeting of the project team and the Project Steering Group on 21 December. The 
contract was finalised in January 2010. 
 
2.2.3 Ethical approval 
 

 The project was intended to preserve the wellbeing of those involved as 
participants, and its outcomes were intended essentially to be of benefit to 
people with ASC and their carers. 

 All participants would be g iven clear information about the nature of the 
project and informed consent would be sought. 

 Participants would be free to withdraw their consent at any time, including 
consent for the use of any material or data they provided. 

 Appropriate facilities would be provided to promote the full involvement of 
participants, including facilities for advocates. 

 In all contacts with people with ASC and their carers, all effort would be made 
to respond appropriately to sensitive content, and adjustments would be 
made to participants‟ style and pace. 

 Appropriate arrangements would be made for participants to seek support 
with any personal issues arising as a result of their participation. 

  
2.2.4 Who is included? 
 

It was agreed at the first Advisory Group meeting that the research would take 
into account representation as follows: 
 
i) People with diagnoses in the following areas: 

 Adults from across the spectrum of autism, including those with a 
diagnosis of „core‟ autism, Asperger‟s Syndrome, high functioning autism, 
atypical autism and pervasive developmental disorder (not otherwise 
specified).2 

 Adults with ASC from both genders, across the range of age and ethnic 
backgrounds, to reflect the prevalence of diagnosed ASC in the general 
population. 

ii) The Advisory Group also agreed to omit adults who had not been formally 
diagnosed with ASC, who were self-diagnosed and had had resulting difficulty in 
receiving services. However, it should be noted that in the mapping exercise 
people still responded who self-identified as being in this category. 
iii) Carers of adults with ASC. 
iv) Service user and carer groups, third sector services, local authority social care 
services and other stakeholders working with adults with ASC or their carers. It 
was decided that these groups would not be accessed via the online survey but 
through follow-up contacts using a snowball sampling approach to identify 
potential contacts. 
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2.3 Methodology 
 
2.3.1 Planned activities at the mapping stage 
 
 
December 2009–January 2010 
 
The aims of the mapping process were to:  

 identify views of access to service provision, including access to different 
levels of provision, by people with ASC and their carers 

 identify views of service providers of access to services by people with ASC, 
and where possible for these to be the service providers of the people with 
ASC and carers interviewed for the study 

 identify up to four areas where responses from people with ASC, their carers 
and service providers appear to cluster together for further investigation and 
consultation in phase 2. 

 
In collaboration with NAS, an online survey was to be operational in the month of 
January 2010 to seek responses to an initial survey of the views of people with ASC 
and their carers about access to services. Agreement was sought to further telephone 
or email contact to allow for: 

i) gathering more detailed data about access to services 
ii) gathering information about „their‟ service providers to enable contact to 

be made with those service providers 
iii) establishing potential availability for face-to-face interviews in four 

geographic areas. 
 
The objective was to undertake 60–80 telephone interviews or email communications 
with adults with ASC and their carers, and through these contacts to locate and 
telephone interview or email a similar number of linked service providers. Where 
agreement was not given or where access to service provision was not experienced by 
the person with ASC or carer as available, efforts were made to identify relevant service 
providers using other sources, including information in current reports on service 
provision. 
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2.3.2 Planned activities at the interview stage 
 
February–March 2010 
 
The practice enquiry aimed to host up to four site visits which would allow adults with 
ASC, carers and service providers to talk in more depth about access to services for 
adults with ASC and their carers. The aim was to interview in total 80–96 people across 
these three groups of respondents (up to 24 interviews per site visit) and to generate 
richly descriptive information about access to services, whether services are adequate, 
areas which are already providing good services and areas which are in need of 
improvement. Strategies were to be developed to engage a range of people from across 
the autistic spectrum, for example, giving people the choice of replying individually via 
email to a set of questions, or coming to a face-to-face interview. Participants were to 
be sent the interview schedules in advance. 
 
The sampling process for the site visits as far as possible within the constraints of the 
resource available aimed to take into account: 

 sites with and without specialist services 
 regional spread, and where possible, a balance of urban and rural sites 
 existing information about „good practice‟. 
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3 Implementation of the study 
 
3.1 Implementation of the project plan 
 
The proposal called for responses from three different groups: adults with a diagnosis of 
ASC, people who cared for adults with ASC and service providers who were involved in 
social care services where people with ASC might turn for help and support. Within all 
three groups there was an expectation that we would try and obtain responses from a 
wide range of individuals. After consultation with the SCIE advisory group and NAS, we 
set out the following methods for data collection: 
 

 Online surveys: two online surveys, aimed respectively at adults with ASC 
and at carers, which would be hosted by NAS and other sources. Both of these 
would gather quantitative and qualitative data. The questionnaires were also 
made available in an offline format. In early stages of construction they were 
developed in conjunction with the SCIE Project Steering Group. We anticipated 
reaching 60–80 respondents in this way (see Appendix 4). The online survey 
for adults with ASC was piloted by a person who uses services on the project 
advisory group. 

 Survey follow-up: where participants agreed to it, both the online surveys 
would be followed up in more depth via email or telephone, depending on the 
participant‟s preference. 

 Service provider questionnaires: questionnaires for service providers from 
third sector, private and local authority areas of provision, to be issued after the 
online surveys were complete, and to track the names of the service providers 
that we had been given by respondents to the online surveys. Through this 
snowballing effect we anticipated contacting between 60–80 respondents from 
these areas (see Appendix 4). 

 Participation group involvement: we had a further offer via NAS to put a set 
of questions to two of their participation groups for people with ASC and higher 
levels of communication need. One of these was set in the North of England, 
and one in the South. 

 Site visits for face-to-face interviews: we would identify up to four strong 
areas of response from our online respondents who had offered to take part in 
further research. Where possible these areas would reflect a diverse range of 
sites, including a balance for regional spread, between urban and rural sites, 
and with and without specialist services. Existing information about „good 
practice‟ would be taken into account. 
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3.2 Timeframe and limitations to the online survey 
 
An accumulation of time issues delayed work with the online surveys. NAS were 
rebuilding their website and were unable to assist initial survey design. After 
consultation with the advisory group, NAS and SCIE, the questionnaires were devised 
and put online through an online survey application. Although links were provided to the 
surveys and document versions of the questionnaires by 20 January, it did not go live 
on the NAS home page until 4 February. NAS were unable to provide continuous space 
on their home page due to competing priorities, and this meant that responses were 
variable. 
 
In order to mitigate this issue, survey links were sent to local web-based groups for 
adults with ASC and for carers. The adults with ASC and carers surveys was also sent 
to local authority learning disability teams, who were asked to facilitate replies from 
those of their ASC clients who wished to take part. Further, extra time was allocated to 
run the survey, finishing on 21 April. 
 
An additional reason for extending the length of the online survey was the excellent, rich 
data in the responses from both adults with ASC and from carers. The surveys were 
designed so that participants could choose which questions they answered, and leave 
the ones that they did not wish to answer. A few participants from both groups chose to 
answer only the „quantitative‟ multiple-choice questions. However, the majority chose to 
tell us something more in-depth about their experiences of accessing, or trying to 
access, social care services by answering open-ended questions: 90 per cent of the 
adults with ASC group, and 87 per cent of the carers group answered one or more 
open-ended question. 
 
3.3 Online sample 
 
After removing a small number of participants from outside England, or from carers who 
were looking after children with ASC, the final tally from the survey was 89 adults with 
ASC, and 124 carers. This was more than double our original target figure of a 
maximum of 80 from these two groups. 
 
3.3.1 Age, gender and ethnicity of the participants 
 
It was anticipated that the majority of our online respondents with ASC would be male, 
since NAS report that within their client base the ratio of men to women on the autistic 
spectrum is 3:1. However, the gender split from our online survey participants was 
much closer to 1:1 than this, with 47 per cent (n=42) reporting their gender as female, 
and 51 per cent (n=46) reporting as male. One respondent left this blank. Women were 
more heavily represented in the younger age groups of the sample. It is possible that 
some younger women with ASC may be more politicised to the issues that women with 
ASC face. 
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Age range in the online data was from 18 to 63. All three respondents in the oldest age 
range (60–65) were men. Additionally, one of the face-to-face interview participants, 
who had not responded online, was also a man in his early 60s, and another male 
online respondent did not give his actual age but said that he had been diagnosed when 
56. Of the five online respondents who said they were aged 55 or over, all had been 
diagnosed in the last five years. 
 
The gender split among the carers who replied online was 88 per cent women, 10 per 
cent men and 2 per cent choosing not to reply to this question. Fifty-five per cent of 
carers gave their age as 46–55, and the total spread of ages was wider, including two 
respondents aged between 76 and 85. 
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NAS categories for ethnicity were used and these do not request any breakdown of 
„British‟. A small percentage of participants with ASC gave their ethnicity as other than 
„British‟. Eighty-five per cent of participants (n=76) said that they were British, and there 
was no further information about what ethnic background participants were from. Some 
respondents provided information: two from Irish backgrounds, and single figures for 
Cornish, White Jewish, White English, Scottish, Eastern European/Russian, German, 
Chinese, White and Black African, British and Mauritian and Caribbean. 
Of the carers who replied, 94 per cent (n=117) said that they were British. The 
remainder replied that they were Irish (n=3), Italian (n=1), Cornish (n=1) or left this 
category blank (n=2). 
 
3.3.2 Diagnoses 
 
We asked respondents in the ASC group where they had received their diagnosis. 
While two had been both through a private service and the NHS, the majority (61 per 
cent) had been diagnosed within the NHS. Seventy-two per cent had received their 
diagnosis as an adult (aged 18 or over); 19 per cent reported having received it as a 
child. Eight per cent did not reply to this question. 
 

 
 
 
There was a wide variety of diagnosis reported, and 14 of the respondents with ASC 
reported more than one diagnosis, or multiple issues such as dyslexia, dyspraxia and 
speech and language problems. Asperger syndrome was by far the largest group in 
both of the online surveys, given by 79 per cent of the adults with ASC and 48 per cent 
of carers. 
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Adults with ASC: 
diagnosis 

Whole group Female Male Gender 
unknown 

Asperger syndrome 70 33 37 0 
Autism 4 3 1 0 
High functioning 
autism 

2 0 2 0 

Pervasive 
developmental 
disorder not 
otherwise specified 
(PDD-NOS) 

4 2 2 0 

Atypical autism 1 0 1 0 

Semantic/pragmatic 
language disorder 

1 1 0 0 

Blank or ‘don’t know’ 7 3 3 1 

 
 

 
The age at time of diagnosis was wide, ranging fairly evenly from age 2 up to age 60. 
Where respondents had been diagnosed as adults we asked them to tell us how easy 
or difficult this had been. Of those who answered this (n=59), 19 per cent found 
diagnosis easy, 13 per cent found it quite difficult, 51 per cent difficult and 17 per cent 
not possible. 
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The carers survey reported diagnosis in a different way than the adults with ASC 
survey, with carers naming the diagnoses rather than choosing from a selection or filling 
out an „Other‟ category. 
 
Carers described a higher level of more profound autism among the people they were 
caring for. Thirty-two carers (26 per cent) reported more than one issue and diagnosis, 
13 reported learning disability in addition to ASC and 8 reported „ADHD‟ as well. 
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3.3.3 Relationship of carers to adult(s) with ASC 
 
A number of carers (five) had responsibilities for more than one person with ASC. This 
was a child or children plus husband, or grandparent. One respondent had twins, both 
with ASC. Once person described themselves as both a professional carer and friend, 
although it wasn‟t clear whether this was because they were a friend first, and then 
employed as a personal assistant/carer, or whether they had become friends 
afterwards. Although the majority of carers were parents to the person with ASC (79 per 
cent), carers were also children, in-laws, partners, siblings, grandparents and friends. A 
small number of professional carers also responded through the online survey. 
 
3.4 Survey follow-up 
 
Because of the depth of the answers given in the online survey, we contacted only a 
proportion of the respondents who offered to take part in Phase 2 of the research. Thirty 
emails were sent out to adults with ASC and 38 to carers. From these we had 16 
responses from the adults with ASC and only 4 replies from carers. This may reflect the 
difficulties that some carers find in making time to take part. 
 
3.5 Service provider questionnaire 
 
Obtaining the details to enable us to contact service providers via service user 
recommendation was problematic. Only about a third of people with ASC provided us 
with details of a service provider, and less than a quarter of carers did so. Some of 
these were health-based providers, particularly mental health, and could not be 
contacted within the remit of this project. Other respondents spoke about either not 
getting any social care help, or not being sure about who was providing services to 
them. Typical comments were: “never had help from service providers, my friends/union 
helped me”, “not sure I have any”, “haven‟t been given any yet”. Where we were able to 
track the details of service providers from the information given, we emailed or 
telephoned the person using the service to request that they fill in a short questionnaire. 
In order to expand our service provider base, we also targeted organisations in the 
three areas chosen for site visits. Questionnaires were sent out to local authority 
learning disability groups, both directly and through ADASS. However, there was not a 
strong response using this method from service providers, and we received, in total, 
only 12 questionnaire replies. These were, however, from a diverse range of service 
providers at different levels of provision. 
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3.6 Consultation group involvement 
 
We would like to thank Anna Ostmeier at NAS for her help in working with the two 
consultation groups for adults with forms of ASC that made communication more 
difficult. We provided a suggestion list of five questions for the groups to work with, 
which were then put into accessible formats by NAS staff and used at two separate 
workshops, one in the South (n=3) and one in the North (n=7) (see Appendix 5). 
Informed consent was received from all 10 participants. Answers were returned in 
anonymised booklets using a variety of communication techniques. 
 
3.7 Final phase of data collection: face-to-face interviews 
 
The final phase of data collection was provided by site visits to fill out some of the gaps 
in our understanding and to provide a further level of depth to the data. Although it had 
been hoped to set up four site visits, only three proved to be possible in the time 
available. It was felt that, because of the depth and richness of the data gathered via the 
online surveys and their follow-ups, that a smaller number of face-to-face interviews 
were appropriate. We identified three areas where we had had a strong response, and 
which fulfilled our criteria in terms of regional spread and catching data from rural and 
urban areas, as well looking at sites with and without specialist services for adults with 
ASC. At one of the interview days, we were assisted by a member of the SCIE project 
steering group who uses services. 
 
Catchment areas for site visits were as follows: 

 East and West Sussex: participants from Brighton & Hove, Worthing and 
Eastbourne, a mixture of small towns/city. We were able to hold a one-day event 
and then „catch up‟ on interviews on following days. There was no „specialist‟ 
service in the area. 
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 Exeter: taking in participants from Devon, Somerset and Gloucester. All our 
participants were from areas surrounding Exeter or in more rural communities. 
Although Devon and Gloucester have no „specialist‟ services, Somerset has an 
Asperger team based within the NHS mental health services. 

 Sheffield (with participants from Nottingham and surrounding areas). Sheffield 
was a large urban area. Non-specialist teams provided local authority support; 
however, Nottingham runs a specialist Asperger‟s team. 

 
Where possible, we contacted respondents who had offered to take part in further 
research, and service providers who had been identified through the online surveys. We 
also contacted local groups and contacts to extend our knowledge. Informed consent 
was obtained from all participants (see Appendix 6). 
 
We therefore carried out a total of 34 interviews, which lasted from 45 minutes to 1½ 
hours each. Sixteen of these were in Sussex, 10 in the South West region and 8 in 
Sheffield. 

 Out of the 11 adults with ASC who were interviewed, three were new to the 
study. 

 Out of the 11 carers interviewed, three were new to the study. 
 Out of the 12 service providers interviewed, 8 were new to the study. 
 Two of the people with ASC were also service providers, and one was also a 

carer. 
 One other service provider had a partner on the autistic spectrum. 
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4 Findings from analysis of the quantitative data 
 
4.1 Purpose of the quantitative data 
 
The online survey questionnaires for adults with ASC and for carers were set out so that 
participants could select which information they would give us. It was stated at the start 
of the questions that respondents could leave any questions that they didn‟t wish to 
answer: 
 

„If you don‟t want to answer a question, you may leave it blank.‟ 
 
There was a series of questions that asked participants to tell us about their 
experiences of accessing specific types of social care services. These were rated 
according to the nature of access: most were graded „easy‟, „quite difficult‟, „difficult‟ or 
„not possible‟, others as, for instance, „yes‟, „no‟ or „don‟t know‟. There were then open-
ended questions so that any further information could be given, or so that those who 
didn‟t want to answer tick box questions could instead tell us about their experiences. 
There were four purposes to the stage one survey: 
 

 to gather together people‟s experiences of accessing, or trying to access, 
services 

 to provide both quantitative and qualitative data for the research 
 to ask for participants for phase two, and for the contact details of service 

providers 
 to provide the basis for the extended questions for phase two. 

The second and third stages of the research gave us the opportunities to follow up 
some of the findings; for instance, what made certain services easier to access than 
others? Why were others particularly difficult or not possible for many? We found, as a 
result of this further questioning, that some of the „easy‟ replies were in retrospect not 
entirely valid. We were given two reasons for this. The first was that some of the „easy‟ 
replies were the result of a misunderstanding of the question. The second was that it 
was carers‟ determined involvement that helped. This second theme will be followed up 
in the qualitative findings later. 
 
4.2 „Adults with ASC‟ questionnaire – findings 
 
This section looks at the quantitative findings from the online survey for adults with ASC 
to assess the level of experience that was reported by those who took part. It is set out 
broadly in the categories of social care that were used in the survey itself to reflect the 
nature of the practice enquiry. 
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3.2.1 Diagnostic follow-up 
 
We asked respondents whether receiving a diagnosis had resulted in access to follow-
up services: 
 

Q: Did the diagnosis lead to receiving follow-up services? 
 

 
Across the three questions, an average of 77 per cent said that they hadn‟t received any 
of these follow-up services. 

 
4.2.2 Ease and difficulty of accessing services 
 
For each of our categories of social care access, we asked respondents to tell us 
whether they had found access to these services easy, quite difficult, difficult or not 
possible. These are reported in three ways, by a chart of the numbers of answers to 
each category, by a graph displaying these visually and by a second graph showing the 
percentage of the total who replied who found social care access easy, quite difficult, 
difficult or not possible. 
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If you tried to access one of these services in the last five years, how easy or difficult did 
you find getting help or advice? (by number of respondent and percentage of total who 
had tried to access the service) 

 Easy 
Quite 
difficult Difficult 

Not 
possible 

% of total respondents 
who tried to access 
this service in the last 
five years 

Direct payments or personal 
budgets 4 5 6 10 28 
Social activities for people 
with ASC 10 9 15 10 49 
Education or training 7 11 19 8 51 
Employment 10 9 12 6 42 
Housing 4 6 21 8 44 

GP 22 17 25 6 79 
Dentist 29 9 15 3 63 
Hospital 14 16 20 2 58 
Mental health services 6 12 21 12 57 
Specialist autism services 30 13 9 5 64 
Learning disability services 5 2 8 9 27 
Physical disability services 1 0 1 2 4 
Older people’s services 0 0 0 0 0 
An advocate 5 8 3 12 31 
A counsellor 7 10 19 12 54 

 

 
Chart 1: How easy was getting help from or about these services? (by number of replies) 
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Chart 2: How easy was getting help from or about these services? (by percentage of replies) 

Although it was no surprise to us that specialist autism services such as NAS proved 
easier to access then some others (53 per cent of the replies), we were interested in the 
relatively high proportion of respondents who told us that getting help from a dentist was 
easy (52 per cent) and followed this up in phase two emails and interviews. This is 
reported in the main findings. 
 
4.2.3 Applying for benefits 
 
Many respondents found the tasks associated with applying for benefits difficult, or not 
possible:  

Do you find that tasks associated with applying for benefits (such as form 
filling, telephoning and visiting benefits offices) are easy or difficult? 

 
 

 
 
 

0% 

20% 

40% 

60% 

80% 

100% 

In the last 5 years, if you tried to access help from or about these services, 
how easy was getting help or advice? % of replies 

Not possible 

Difficult 

Quite difficult 

Easy 

 
Form 
filling Telephoning 

Visiting benefits 
offices 

Easy 14 3 5 
Quite difficult 21 15 20 
Difficult 33 43 39 
Not possible 10 16 13 



Access to social care for adults with ASC 
 

27 

 

 
Chart 3: Are tasks associated with applying for benefits easy or difficult? (by percentage of replies) 

Despite the difficulty associated with these tasks, the majority (n=55, 71 per cent) of our 
respondents had tried: 

In the last five years, have 
you tried to access support 
or advice about applying for 

benefits or pensions? 
Yes 55 71% 
No 22 29% 

 
Fewer had tried to arrange direct payments or personal budgets (n=26, 32 per cent): 

In the last five years, have 
you tried to access support 
to arrange direct payments 

or personal budgets? 
Yes 26 32% 
No 55 68% 

 
Thirty per cent (n=27) of people with ASC said that they had considered trying to get 
direct payments or personal budgets, but had not done so. Reasons were mainly about 
a lack of information: “Not knowing what I had to do to get it or if I even qualified for it”; 
anxiety: “Expected application process to be stressful and probably with no net financial 
benefit”; or to do with the practical problems of telephones and forms: “Can‟t manage to 
use the phone or get to the offices”, “too difficult to fill forms and deal with red tape”. 
Only a small number of the respondents (n=6, 7 per cent) had been involved in person-
centred planning for social care services, although a further 19 per cent (n=17) weren‟t 
sure if this had happened, or felt that this had happened „to some extent‟. 
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Have you participated in ‘person-centred planning’ or 
personalised support for any social care services? 

 Number of replies % of total  
Yes 6 7  
No 49 55  
Don’t know 10 11  
To some extent 7 8  

 
The „don‟t know‟ and „to some extent‟ categories above reflect the higher rate of 
personalised budgets received (n=11, 12 per cent), although it may not have been 
communicated well to those who received them that this was a personalised or person-
centred assessment or planning process. 

Do you have access to a personalised budget? 
 No of replies % of total  
Yes 11 12  
No 44 49  
Don’t know 18 20  

 
For those who did receive a personalised budget, it was not always seen as being 
successful in helping them. Of the 11 who received one, 45 per cent (n=5) felt that it 
hadn‟t worked well (n=2) or only „to some extent‟ (n=3). Fifty-five per cent (n=6) were 
happy with the ways that it had worked. 

If you have accessed a personalised budget, did this 
work well for you? 

 No of replies % of total  
Yes 6 7  
No 2 2  
To some extent 3 3  

 
4.2.4 Social activities for people with ASC 
 
We asked where respondents carried out social activities, and what additional social 
activities they did. There were multiple choices. 

Social activities  
Family/friends 56 
ASC social groups 17 
Online forums 27 
Other social groups or activities 26 

 
In the „Other‟ category, some of the replies were about group social activities and clubs, 
such as bell ringing, going to church, cafes to meet friends, going to see live music (“I 
see the band Muse very often and know Muse fans from across Europe who do it too”), 
running and orienteering clubs, to web-based socialising through group game playing (“I 
play World of Warcraft online. I am comfortable there as I can just bash monsters and 
do not have to talk to people”). 
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What are your main barriers to gaining access to 
social activities? 

 
Number of 
replies 

% of 
total 

Lack of available suitable activities 47 53 
Lack funding 30 34 
Lack transport 21 24 
Need to be accompanied 23 26 
Feeling accepted 51 57 
How my behaviour is seen by others 36 40 
Other  31 35 

 
As well as a lack of suitable activities available, the largest number of replies was in the 
category „Feeling accepted‟, which 57 per cent considered a barrier to taking part in 
social activities. Barriers reported in the „Other‟ category ranged from not wanting to 
take part (“Not interested in social activities”) to being too anxious or uncomfortable to 
take part (“the local group for people with AS [Asperger syndrome] requires you to 
speak to the coordinator before attending a group and to be slowly initiated – this made 
me feel uncomfortable”, “a lack of information about what was available”, “The available 
support services are not well signposted. It feels like a secret society. Once you join one 
group you suddenly find lots more are out there that you didn‟t know about”). Finally, 
sensory difficulties and overload could make things „impossible‟: 
 

„Sensory issues mean being away from home is always difficult and 
sometimes impossible. Trips need to be familiar and well planned. Also well 
timed as I couldn‟t be out too long or every day. If I get overloaded it takes a 
long time to recover and sometimes I can get into trouble so it‟s preferable to 
prevent it happening if possible.‟ 
 

4.2.5 Employment, education and training 
 
The survey asked for a current work, education or training position, allowing for 
participants to select more than one reply. Only a small percentage of participants (11 
per cent, n=10) were in full-time employment, and only 19 per cent (n=17) were in any 
sort of paid employment. None were in work experience. Seventeen per cent said that 
they were in some form of education or training. 

Which of the following best describes your 
current work, education or training position?  

  
Number of 
replies 

% of 
total 

Full-time employment 10 11 
Part-time employment 7 8 
Not in paid employment 38 43 
Work experience 0 0 
Voluntary work 13 15 
Full-time education/training 7 8 
Part-time education/training 8 9 
Other 25 28 

 



Access to social care for adults with ASC 

30 

The „Other‟ category included looking after their children, self-employment, on sick 
leave or finding it difficult to find work despite a high level of training: “I am a Field 
Ecologist by trade but this often involves dealing with authority. Not my strongest suit”. 

 
Chart 4: Current work, education or training arrangements of respondents 

Seventeen respondents, 19 per cent of the total, were receiving support to help them 
engage in employment or education. Fifty-one per cent (n=45) had asked for help or 
advice about employment, education or training in the last five years. 
 
 
 
 
 
 
 
4.2.6 Housing 
 
The largest proportion of the participants with ASC who responded to the online 
questionnaire were living alone, although within the „Other‟ category it was clear that our 
categories here were not concise enough to capture all the different housing situations 
that people found themselves in. For instance, „living alone‟ could mean with support 
from carers or a personal assistant, or without any support. One respondent said that 
they were living with their mother, which was different from a plural „parents‟. Five 
people told us that their children lived with them, but otherwise they lived alone, and two 
told us that they lived with their partner and their children. These seven might overlap 
the categories „Live with husband or wife or partner‟ and „Live with other family 
members‟. One respondent reported living in student halls of residence.
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Living arrangement 
Number of 
replies 

% of 
total 

Live alone 30 34 
Live with husband or wife or 
partner 14 16 
Live with friend or friends 3 3 
Live with parents 14 16 
Live with other family members 6 7 
Live in supported accommodation 6 7 
Live in group home 1 1 
Other 15 17 

 
We asked how long participants had been living in these housing arrangements. 

Approximately how long have you been living in this 
housing arrangement? 

 
Number of 
replies 

% of total 
participants 

Less than 1 year 13 15 
1–3 years 21 24 
4–6 years 10 11 
Over 6 years 32 36 

 
When asked to rate their satisfaction with their current housing arrangement, most of 
those who replied (n=46, 62 per cent of replies) were „satisfied‟ or „quite satisfied‟. 
Thirty-eight per cent were „not satisfied‟. 

Please rate your satisfaction with this housing 
arrangement 

 
Number of 
replies 

% of total 
participants 

Satisfied 24 27 
Quite satisfied 22 25 
Not satisfied 28 31 

 
When asked whether they had been consulted about where they lived, most replied that 
they had been „fully‟ or „somewhat‟ consulted (n=44, 49 per cent of all participants). 
Twenty-eight per cent of all participants replied that they had not been consulted, and 
23 per cent did not reply to this question. 

Were you consulted in the choice of this housing 
arrangement? 

 
Number of 
replies 

% of total 
participants 

Fully consulted 32 36 
Somewhat consulted 12 13 
Not consulted 25 28 

 
We asked to whom participants would go to for support if they wanted to change their 
current housing arrangement. Sixty-five per cent of replies (n=42) indicated that they 
would ask family and/or friends before a housing support officer, while only 20 per cent 
(n=13) would go directly to a housing support officer. Six of these respondents (nine 
percent of the total respondents) had replied that they would use both family and 
friends. 
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If you wished to change your current housing 
arrangement, who would you seek support 
from?  

 
Number of 
replies 

% of 
total 
replies 

Family/friends 42 65 
Housing support officer 13 20 
Other 18 28 

 
Eighteen respondents used the „Other‟ category, two of these in addition to the other 
two categories. While some of these replies gave us the name of support workers or 
organisations that would help them, such as a social worker, NAS or their community 
psychiatric nurse (CPN), the largest number (n=6) said they wouldn‟t know where to go. 
Four respondents replied that they would seek support from themselves or via the 
internet. A few people told us of their difficulties with seeking to change their housing to 
something more affordable or secure, for instance: “I tried the council but it‟s impossible 
to get housed”, “our main difficulty in moving from rented accommodation has more to 
do with our lack of secure employment as a family of two adults and one child, all with 
Asperger‟s”. 
 
4.2.7 General health services 
 
The ease and difficulty of accessing specific general health services, a GP, the dentist 
or hospital departments, was reported in Section 4.2.2. We also asked whether 
participants had considered accessing these services, and then not done so, and why 
this was. Twenty-four per cent of respondents (n=21) told us that this was the case. 
Reasons given ranged from not knowing where to go, or needing to be accompanied: “I 
really need to go to the dentist at the moment (I have had bad toothache that keeps me 
up at night) but I don‟t know how to get a dentist and I don‟t want to go to a dentist on 
my own” to staff behaving rudely or keeping them waiting which was difficult for them: 
“they just keep you waiting for hours and you are in pain”. A lack of understanding of 
what it means to be autistic sometimes meant that health service staff recorded things 
that were offensive and depressing for the person with ASC: 
 

„They have inferred untrue things about me and recorded them on my 
permanent record. My GP has a warning that flashes up on her computer to 
warn her that I tell lies, but I have not told lies and don‟t understand why they 
think I do. If I am already depressed, going to the doctor just makes me feel 
worse, so I avoid it.‟ 
 

One person wrote that getting a dentist who understood, and who was part of a 
specialist practice, made a big difference to them: „Previously found private dental 
service stressful: accessed only when essential; current service [NHS special needs 
service] is good‟. 
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4.2.8 Mental health services 
 
The questionnaire asked respondents about different routes to accessing mental health 
services. We found that the numbers who self-referred were similar to those who asked 
to be referred by their GP (n=51, n=53 respectively), and a smaller number went 
through other services. These were mostly social services or in one case, a hospital. 

In the 
last five 
years: 

Have you tried to access 
help or advice directly 
from mental health 
services? 

Have you asked for 
a referral to mental 
health services 
through your GP?  

Have you asked for a referral 
to mental health services 
through other services (such 
as a social care service)? 

Yes 51 53 13 
No 24 21 59 

 
Chart 5: Routes to accessing mental health services 

Although similar numbers had applied directly, a higher number of those who applied 
through their GP found it easy to access the services (n=7). 
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Chart 6: How easy or difficult was trying to access mental health services? 

 
 
 
 
 
 
 
 
 
 
Sixteen per cent of participants (n=14) reported that they had considered trying to 
access mental health services, but not done so. The reasons that they gave for this 
included a lack of information and not being able to face the process: “Well I don't know 
really whether I should be considering mental health services or social services but I 
can‟t face it anyway”, “no confidence”, “too difficult‟, feeling that nothing is available: 
“I've given up – there is no help”, and concerns about misdiagnosis: 
 

„I have been rightly frightened of mis-diagnosis and incorrect treatment or 
medication. I have had horrific times in the past with uptight horrible 
medical professionals who are critical and cruel and even liars all due to a 
complete lack of understanding…. Hell hell hell hell hell hell hell hell hell 
hell hell hell.‟ 
 

4.2.9 Specialist autism services 
 
Fifty-seven of the respondents had contacted specialist autism services, 64 per cent of 
the total number. These ranged from local voluntary groups and private service 
providers, to national groups such as NAS. Over half of those who had tried to contact 
services (n=30) had found it easy. Positive comments emphasised how important this 
had been: “NAS – excellent service – if they were not there to guide me I would have 
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not been here to write this”. Of those who found it difficult or not possible to access 
specialist autism services, most replied that this was because their diagnosis did not 
qualify them. However, one respondent said that it was a problem for them of 
communication: “Most places seem to only be able to help people who function higher 
than me”. 
 
4.3 Carers online data 
 
In order to assess the housing arrangements of the adults with ASC and their carers, 
we asked whether carers were looking after the person they were caring for at home. 
Sixty-five per cent of the adults with ASC in this group were being looked after at home 
(n=81). One respondent replied both „No‟ and „Sometimes‟. 
 

Does the person with ASC live at home with you? 

 
Number of 
replies % of total replies 

Yes 81 65 
No 23 19 
Sometimes 7 6 
Blank 14 11 

 
As well as assessing the caring relationship between carers and those they were caring 
for, we asked which services they, or the adult or adults with ASC that they were caring 
for, had tried to access in the last five years. This was then rated according to how easy 
or difficult it had been. 

 
Chart 7: If you tried to access any of these social care services, how easy or difficult did you find it? 
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Carers told us that the other sort of services that they or the person they were caring for 
had tried to access included the „Autistic Society‟ (easy), „CBT (cognitive behavioural 
therapy)‟, „clinical psychological services for OCD (obsessive-compulsive disorder)‟, 
„university‟, „respite‟ and „council tax offices‟ (difficult) and „help from social care with 
daily living tasks‟ (not possible). 
 
What services have you tried to access in the last five years? How easy or difficult was this? 

 Easy Quite difficult Difficult 
Not 
possible Total 

Diagnostic services 5 11 28 5 49 
Benefits or pensions 16 30 32 4 82 
Social activities 9 17 34 12 72 
Employment support 1 13 27 11 52 
Education and training 9 23 35 7 74 
Housing support 6 9 13 8 36 
Learning difficulties 
support 4 17 26 7 54 
Physical disability support 2 2 2 1 7 
Older peoples support 1 3 0 1 5 
General healthcare 32 20 13 1 66 
Dental healthcare 41 14 8 2 65 
Hospital-based services 9 9 15 3 36 
Mental healthcare 6 8 28 8 50 
Advocacy 5 11 11 5 32 
Counselling 4 7 19 11 41 
Access to a day centre 4 4 6 4 18 
Any others 2 1 11 3 17 
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Chart 8: If you tried to access any of these social care services, how easy or difficult did you find it? (by 

percentage of replies) 

We also asked about services for carers themselves, which would support them in 
caring for the adult with ASC. More respondents had not tried to access services than 
had done so. 
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Although numbers who had tried or not tried to access a carer‟s assessment were 
roughly equal, it is worth noting that less than half of those who answered (n=46, 48 per 
cent) had tried. A smaller number again (n=34, 36 per cent) had tried to access support 
services for themselves. 

0% 
10% 
20% 
30% 
40% 
50% 
60% 
70% 
80% 
90% 

100% 

What services have you, or the adult(s) with ASC that 
you care for, tried to access over the last 5 years? By 

% of replies 
Not Possible 

Difficult 

Quite Difficult 

Easy 



Access to social care for adults with ASC 

38 

 
Chart 9: Accessing carer’s support and assessment 

Of those who had tried to access support services as a carer, only a small number (n=4, 
9 per cent of those who had tried, 3 per cent of the total respondents) had found it easy 
to get support or advice as a carer. 

If you answered ‘Yes’, how easy did you find it was to 
get support or advice as a carer? 

 Number of replies % of total replies 

Easy 4 3 
Quite difficult 17 14 
Difficult 12 10 
Not possible 11 9 

 
A third of the total cohort (n=41, 33 per cent) said that they had considered trying but 
had not done so. They reported the reasons behind this being exhaustion in the face of 
constant struggle (“We are exhausted by worry and constant struggle, we have little 
expectation of support”, “I‟ve found it hard enough to access services that will benefit 
my son, I couldn‟t take on more work”), a lack of information about what could be 
claimed, or where to claim it (“Didn‟t know where to go or to whom!”) and a reluctance to 
ask when they were the person‟s parent (“It somehow seems wrong to focus on me. If I 
can get help for my son, then my own well being is improved”, “I feel that I am a parent 
not a carer I just want to find help for my daughter and to make sure that I am doing 
right by her as she has had to struggle her whole life without this being diagnosed”). 
One person mentioned the inappropriateness within the forms themselves: “The forms 
for financial support are just too painful to fill in – as also designed for terminal illness – 
how can you compare to that?”. 
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5 Findings from analysis of the qualitative data 
 „Whenever I have contact with officials I end up offending them – I am socially 
blind.‟ (Man with ASC, 57) 

„There was no direct link from diagnostic to follow-up services and it took a lot of 
work and time (three years post-diagnosis I am still trying and working with others to 
get some supports in place). A far smoother, conjoined service is needed.‟ (Person 
with ASC) 

 
The voices of people with ASC and their carers provided a strong sense of the personal 
and the service-related concerns of those involved. As this person with ASC tells us, 
service providers often do not understand „social blindness‟ which is a typical symptom 
of ASC (NAS, 2009), and this could affect the provision of services. However, the 
systems involved in providing and linking services together also caused difficulty. These 
two aspects of gaining access to social care services will be much evident in this 
qualitative analysis. The perspectives of service providers are also included where 
relevant. 
 
There are three strands to the analysis of the qualitative data. The first, and largest 
section, looks at barriers to services; the second explores the personal impact of trying 
to access social care services; and the third focuses on good practice, giving examples 
and ideas for improving services. The categories in each strand, and the data within 
them, have been organised to tell a story which has some coherence rather than in a 
sequence which reflects the strength of the coding. A chart presenting the categories in 
relationship to their frequency of coding is given in Appendix 7. Inevitably there is some 
overlap between each category as people‟s experiences do not divide neatly into 
sections, and there is limited cross-referencing between each category. 
 
The section begins with a summary of the categories that emerged from the analysis. 
The data came from replies through the online surveys, practitioner questionnaires, 
face-to-face and telephone interviews with people with ASC, carers and service 
providers, and from the NAS-run consultation groups for people with ASC and higher 
communication difficulties. 
 
5.1 Categories within the qualitative data: summarising the 
themes 
 
The categories are organised into the three themes of barriers to services, personal 
impact and good practice. 
 
5.1.1 Barriers to services 
 
A lack of understanding of ASC: this category framed many of the others and was 
overall the strongest category. Lack of understanding and knowledge took many forms, 
from having difficulties in getting a diagnosis in the first place (and the meaning of a 
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diagnosis) to being referred into the wrong sort of service, or falling in between services. 
People felt that they were not taken seriously and that their autism was an invisible 
disability, and often they had more than one health, learning or social difficulty to 
contend with. 
 
Obstacles to ASC services: this was also affected by misunderstandings about 
autism, but related more directly to service provision and the decisions made in social 
care services that meant that adults with ASC were failing to get help, or being offered 
help that was felt to be inappropriate. Eligibility and a lack of suitable services were 
frequently spoken about. 
 
Practical issues: there were things that many adults with ASC struggled with. These 
were often related to communication problems, or having difficulty in managing day-to-
day events such as travel. The challenging behaviour, for example, that some 
respondents spoke about was linked by some to practical matters of not having enough 
to do, or having particular sensory or ritual needs. 
 
5.1.2 Personal impact 
 
‘A hard battle’ – distress: the „feelings about services‟ category is treated separately 
here although it also cuts across the other categories. There was a lot of „distress‟ 
expressed – anger, anxiety, inability to cope with situations about accessing services. 
People spoke specifically (and in other words) about it being a „hard battle‟, often one 
that they hadn‟t won. 
 
The carer’s part: in accessing services for adults with ASC, the determination of 
carers, particularly parent carers, was notable in the face of the battles and struggles 
they too encountered. This was often over many years. Carers felt that their knowledge 
of their child should be acknowledged and used by service providers. „Carers‟ support‟ 
was often essential to the person with ASC but carers received little attention 
themselves (although less than 50 per cent of adults with ASC who responded to the 
online survey lived with family members, family still were involved in their care). 
 
5.1.3 Good practice: ideas and examples 
 
What would help: adults with ASC and carers spoke about how practical support and 
information was much needed and sometimes hard to get. Help to take part in wider 
society was spoken about, often in very practical terms. Parent carers were unanimous 
that their grown-up children should be given the opportunity and skills to be 
independent. 
 
Good practice – who and what helped: people from all three of our respondent 
groups told us about services and practical matters that worked well, and about things 
that would help to improve access. They told us about their strategies for making things 
work. 
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This was often discussed in light of those specific people or organisations that opened 
up possibilities of access for people. It has been suggested these were „champions‟ 
bringing forward the whole ASC agenda; they appear to be more likely to be good, 
knowledgeable or just helpful individuals that the respondent had been lucky enough to 
come across. 
 
5.2 Barriers to access 
 
5.2.1 A lack of understanding of the condition 
 
 „I never really meet anyone who properly understands my condition, and I can‟t help 
feeling they don‟t understand how much this affects me, so I just get fed up attending for 
appointments. When I do try to attend services, such as the local mental health team, I 
feel I fall through the gaps of most services.‟ (Young man with ASC, 25) 
 
As an overall theme, it was clear that there was still too little knowledge in the 
community about ASC and the many ways that it can present in people. This in turn has 
affected the availability of appropriate services. 
 
5.2.1.1 Lack of understanding of people with ASC 
 
People with ASC, carers and service providers all spoke about how little knowledge 
there was in the community about ASC, and how this affected many aspects of access. 
The National Audit Office (NAO, 2009) found that about a quarter of local training plans 
for health and social care had no direct planning for the needs of adults with ASC. 
People with ASC were despairing about the lack of understanding they experienced and 
the impact of this on gaining access to services. This included a lack of knowledge by 
professionals who work directly with people with ASC, such as those in mental health 
services. Other providers who work more generically such as in benefits agencies or 
taxation services were also found to lack knowledge of the condition, which led to 
serious misunderstandings by the providers, and distress for those with ASC. For 
instance, where questions by agencies were ambiguously worded, interpretation was 
often difficult for the person with ASC. This could lead to accusations of dishonesty or 
even fraud, as described below. 
 

„Mental health services have no understanding of ASD whatsoever.‟ (Woman with 
ASC, 42) 

„The lack of understanding of developmental disorders by frontline professionals 
makes this whole process a nightmare.‟ (Man with ASC, 44) 
„I feel that the persons involved with the DLA [Disability Living Allowance] forms 
and ESA [Employment Support Allowance] forms are not taking into consideration 
my inabilities.‟ (Man with ASC, 33) 
 
„I have been accused of telling lies and being fraudulent because of my literal 
interpretation of the questions.‟ (Man with ASC, 39) 
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Respondents quoted below spoke of the ways that a lack of understanding affected the 
behaviour of people who were not on the spectrum. They could appear patronising and 
this was unacceptable to those with ASC. A mutual misunderstanding could occur when 
professionals did not explain their actions clearly, or acknowledge the difficulties that 
some adults with ASC have with keeping appointments. This lack of knowledge was 
spoken about as seeming so immovable that people who use services became “fed up” 
and stopped attending. A few participants used this lack of understanding and the poor 
service that went with it as the basis for a complaint and/or legal proceedings. The issue 
of experiencing trying to access services as a „battle‟ where only the most determined 
carers or adults with ASC could „win‟ will be explored in Section 5. 
 

 

„I think Occupational Health was confused by my lack of understanding about 
why they did some of the things they did. It didn‟t make much sense to me and 
it wasn‟t really helpful. The physiotherapist wrote me off because I forgot to do 
the exercises some of the time and I missed appointments.‟ (Woman with 
ASC, 46) 
„I went to a “support group” in my area, but this was run by a very patronising 
non-autistic person and I did not return.‟ (Man with ASC, 34) 
„There has been ongoing institutionalised and systemic abuse of power by the 
social work profession; based on ignorance of his conditions, and prejudice 
against us as parents. We are currently in the middle of legal proceedings which 
should not be necessary; the basis being the provision of appropriate support 
based on detailed knowledge and understanding.‟ (Mother/carer of son with 
ASC, 40) 

 
5.2.1.2 Diagnostic problems 
 
The National Audit Office‟s 2009 report stressed the relative importance to people with 
ASC of having a diagnosis compared to those with other disabilities who may prefer a 
social model which focuses solely on their needs rather than their condition. For people 
with a more hidden condition such as autism, the diagnostic label was expected to 
provide a „quick guide‟ so that service providers would be able to work more effectively. 
Further, the report also discussed the view that a diagnosis would prevent misdiagnosis 
of conditions such as schizophrenia or borderline personality disorder and their 
confusion with autism, an issue reported by several of our respondents. However the 
DH‟s 2006 report highlighted the difficulties that many medical professionals had in 
distinguishing autism from mental health conditions. 
 
There was a significant degree of frustration expressed by people with ASC and their 
carers about the difficulties of accessing a diagnosis of ASC. Fifty-one per cent of those 
with ASC who answered replied that getting a diagnosis had been difficult; 17 per cent 
said it had been „not possible‟. Carers also said that this was largely a difficult task. 
Although many were caring for grown-up children, and had been through the diagnostic 
processes before the „last five years‟ that we specified, 57 per cent of replies said that it 
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had been difficult, and 10 per cent „not possible‟. Significantly, a far greater group of our 
respondents with ASC had been through the assessment process as adults rather than 
as children: 64 of the 89 respondents (72 per cent) had tried to access diagnosis as 
adults, compared to only 17 (19 per cent) who had been diagnosed when under 18, 
while 8 participants (10 per cent) did not answer this question. 
 
There was a pervasive and understandable belief that a diagnosis would mean others 
would be more understanding and services, including funding, would be provided. 
However, the experience of receiving a diagnosis did not typically follow this expected 
sequence. The majority of people with ASC and carers reported that a diagnosis did not 
inevitably lead to services. Diagnosis was more likely to lead to information about other 
services than either emotional support post-diagnosis or practical help, with 33 per cent 
of adults with ASC telling us that they had been signposted elsewhere, but overall 77 
per cent of respondents with ASC said that diagnosis had not led directly to further help. 
Furthermore, it did not even necessarily lead to clarity about what was meant by having 
a diagnosis of ASC, leaving people who use services and carers with their own lack of 
understanding about the condition. 
 

 „Formal diagnosis will be a lifeline to me I think, as then people who know that I 
have a disorder will hopefully be more patient and understanding of me, including 
the police which I have the most trouble with.‟ (Man with ASC, 33) 

„At the beginning you just think “ah, the diagnosis is there I‟ll just automatically get 
services”, but that‟s the very, very beginning … you‟re not always given a lot of 
information about what that diagnosis actually means.‟ (Mother/carer of young 
man with ASC) 

„There was a problem with the mental health trust as they didn‟t want to accept my 
husband‟s Aspergers diagnosis, despite the fact that my son had been diagnosed 
with Aspergers many years previously. The other problem with the mental health 
trust is that they did not respect or value what I had to say, as the person who 
knew my husband better than anyone.‟ (Female carer of son and husband with 
ASC) 
„My husband was diagnosed with Asperger‟s as a child, but never registered as 
disabled. More recently he had that diagnosis confirmed. But he was refused a 
Disability Living Allowance even though he requires help (from me and sometimes 
others) every day for something or other.‟ (Wife/carer of husband with ASC) 

 
 
Diagnosis may also have unexpected consequences. We were given examples of 
where people with ASC declared their diagnosis and then felt they were discriminated 
against because of it. This discrimination could come in several forms, related to job 
applications, being given choices and control in their lives, or stereotyping as a person 
not to be taken seriously, as reported further in Section 5.2.1.4. We heard reports that 
once the diagnosis was known, some doctors attributed any mental health issues to 
ASC. 
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 „I have recently declared ASD on my application form and been refused an 
interview. On challenging the decision I was granted an interview but agreed 
adjustments [written copies of questions] were not provided by one panel and 
questions did not match the written copies where used. The obvious agenda was 
to comply with the Disability Discrimination Act but not appoint.‟ (Man with ASC, 
60) 
„The danger of diagnostic categories is that you generalise. And you say “oh people 
need to have this colour because he‟s got autism” and sometimes they might not 
like that colour, it‟s about the person. He might like a different colour, he might like 
loud noises or he might not or they might not affect him. That‟s my view with 
regards to autism that there isn‟t a stereotypical response and it‟s trying to avoid 
that really. So, looking at the individual, all the information about diagnosis is really 
informative and useful but not being bound by what it says ... avoiding the traps of 
the medical model where “someone has this, they get this”.‟ (Service manager, local 
authority) 
 

 
People told us remarkable stories of tenacity where they had attempted over a period of 
years to access a diagnosis, trying to do so through public and private services and 
through a range of different kinds of professionals. Service providers also expressed 
concerns about diagnostic issues for people with ASC. They expressed disquiet about 
the lack of knowledge by people making diagnoses, particularly in relation to the 
stereotyped expectations of people with ASC, such as complete inability to make eye 
contact. Many people with ASC, however, became experts about the condition, and 
about the different kind of assessment tools available for diagnosis. 
The difference between having a formal and an informal diagnosis was also of concern 
to people. A respondent with employment-related training in ASC, and an informally 
attached diagnosis of Asperger syndrome, reported the distress of being turned away 
from third sector services because the local NHS had refused a formal assessment. The 
issue of having multiple health problems, and feeling as though they were getting help 
for none of the problems, is one that is picked up throughout the following sections. 
 

„The local PCT consistently refused to fund a referral for diagnosis or treatment as 
they are “not contracted to support Aspergers”, so I have had to go privately, but I 
am desperate for local support services and for a referral for treatment for co-
morbidity with mental health issues created by having Aspergers un-supported or 
recognised.‟ (Woman with ASC, 35) 

„I think the NHS team at the clinic I am at are not trained enough to screen for any 
type of ASD and so far my experience has been very difficult. So far I have had a lot 
of people comment that I have Aspergers syndrome, ADHD, Tourettes (because of 
my tics).‟ (Man with ASC, 34) 

„I think it is a real problem that the gatekeepers of all of those services are often 
people that know very very little. I know that within the autism strategy that there are 
various ideas put forward about how having specialist nurses trained up … 
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something needs to happen where it‟s not just good enough to give people access 
to a clinic or person if that person doesn‟t actually know what they‟re doing in the 
first place.‟ (Service provider, training and support) 

„I am still fighting to get a formal diagnosis, my GP said that I have Aspergers and 
made a referral but so far the SHO [senior house officer] who interviewed me said 
that I have a general anxiety disorder, and she didn‟t think that I have Aspergers 
because I have or had more than one special interest, which I think is totally 
inaccurate. I had to push for a second opinion from a psychologist and I am waiting 
for a neuropsychoanalysis.‟ (Man with ASC, 33) 
 
„I am qualified SEN [special educational needs] teacher with training in ASD. I have 
seen three NHS psychologists and requested multidisciplinary assessments as I 
have both physical, neurological and psychological issues [caused by family abuse] 
as well as ASD issues. The local NHS talked my GP out of a referral to [city] for an 
assessment and repeatedly told me to accept I had Asperger‟s without carrying out a 
full assessment. They refused talking therapy and insisted I accept a diagnosis 
based on an incomplete private assessment. Autism [Regional Trust] have advised 
that this private report does not constitute a formal diagnosis and therefore I cannot 
access their charitable services. The result has been very high levels of stress, 
anxiety, depression, crisis, visits to Samaritans and inability to get on with life.‟ (Man 
with ASC, 60) 

 
 
Although the overall theme in relationship to receiving a diagnosis was one of struggle, 
some stories started poorly and then finished well. In the following story, the respondent 
had seen four doctors and been told that autism could not be assessed in adults before 
finally meeting a professional with an understanding of ASC and reaching an initial 
assessment. 
 

 „So, one day when I was feeling extremely stressed, anxious, exhausted, depressed 
I went to my Surgery for an emergency appointment, which was with a doctor I hadn‟t 
seen before. I explained my history to him, told him what I had found out about 
Aspergers syndrome and how most of my life had been dominated by the 
characteristics of AS, and told him of my sheer frustration and anger that no one was 
taking me seriously, and that I just didn‟t know what to do anymore. He was the first 
doctor I had seen who had any basic knowledge of AS, after having seen four others 
about it. He referred me to the psychiatrist at my local Mental Health Service with a 
view to being assessed for Asperger‟s Syndrome. In all it took nine months from 
asking that first GP for a referral, who told me AS wasn‟t diagnosed in adults, to 
getting my first appointment with the psychiatrist for an assessment.‟ (Woman with 
ASC, 37) 

 
5.2.1.3 Invisible disability 
 
NAS have described autism as an invisible disability,3 and the Research Briefing (Mills 
and Francis, 2010) elaborates on its hidden, invisible nature as a barrier to 
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understanding its meaning and impact on people. Respondents described its invisibility 
openly, and also in reference to needing „some sort of autism alert‟ so that service 
providers would know about it. Its invisibility was discussed in comparison to more 
visible physical difficulties, particularly where the two interacted, as we see later in the 
discussion of „multiple health issues‟. Apparent „normality‟, particularly where IQ 
measures are used, may be confused with a perception that therefore services are not 
deserved. Carers also described these invisibility problems, and how they could create 
difficulty in getting appropriate services such as education for their adult offspring. 
 

„My autism is invisible – if I were in a wheelchair no one would be asking me to take 
the stairs! They can see the problem.‟ (Man with ASC, 53) 

„Scared people don‟t think I deserve it because I look and act normal to the best 
extent.‟ (Man with ASC, 24) 

„Perhaps we need some sort of autism alert – I was refused an emergency 
prescription – I returned the next day with the GP guide to Aspergers A4 sheet to 
explain my problem to the pharmacist – they provided me with an emergency anti-
depressant medication.‟ (Man with ASC, 53) 
„The only reason he is now at University was because of the many, many, many 
hours I have spent fighting my local authority to keep supporting him. I have tried 
twice to obtain a freedom pass from my local authority and have been declined 
despite an appeal. The reason for the decline was that he did not meet their criteria 
as he has not lost a limb, was not blind, not deaf or without speech, and his IQ was 
not below 70.‟ (Mother/carer of son with ASC, 20) 

 
 
5.2.1.4 Not being taken seriously 
 
Part of being „invisible‟ is a problem of „not being taken seriously‟ or not being listened 
to, making the struggle for recognition and services much harder. In some cases, this 
related to trying to get assessed initially, pushing some people to become „experts‟ with 
a record of „proof‟ before they would be listened to. One respondent felt that they were 
being driven to take drastic action, and it would be too late by the time they were taken 
seriously. 
 

„Getting a GP to make a referral for assessment was extremely hard. They would not 
take me seriously and tried to “fob” me off many times. One GP told me adults could 
not be diagnosed. I had to compile my own folder of “proof” that I possibly had 
Aspergers.‟ (Man with ASC, 33) 
„I have been off work for nine months on half pay and cannot get access to the 
services and help by the local authority. It is having a major impact on my life and 
sanity…. I would like to see people in this situation get reviewed and financial 
recompense made … unfortunately I believe that will be posthumously for me as this 
will only be addressed in the coroners court – when my GP, NHS consultants and 
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work consultant will say “if only we had talked to each other sooner. Yes he does 
have autism”. I warned them that this was the case and didn‟t they have a duty of 
care to properly diagnose my condition – it seems that someone has to die before 
people wake up from their stubborn ignorance.‟ (Man with ASC, 63) 

 
 
On other occasions „not being listened to‟ was used in relation to services. This included 
psychiatric services and therapy, where many felt that inappropriate techniques were 
being employed with clients with ASC. One young respondent with Asperger syndrome 
said that they had been accused by their psychiatrist of trying to get a diagnosis only so 
that they could commit benefit fraud. 
 

„A therapist tried to give me psychoanalytical psychotherapy and didn‟t listen to 
anything I said.‟ (Woman with ASC, 40) 
„Sessions with a psychologist were offered in [county] by the CMHT [community 
mental health team] before I moved again, but when I asked to see someone 
specifically with ASC knowledge I was seen as a “fusspot”. Now I‟m doing 
counselling training myself, I‟m well aware that standard techniques are inappropriate 
for ASC clients.‟ (Man with ASC, 34) 

 
 
Carers reported similar feelings of being unheard from a variety of services. Sometimes 
this was in relationship to their son or daughter‟s needs, but at other times this related to 
their own need for support or assessment. 
 

„I spent the last six months trying to get help from social services but was eventually 
told that because my son was not at risk, he wasn‟t entitled to any support and I 
wasn‟t either.‟ (Mother/carer of son with ASC, 20) 

 
Carers‟ needs directly impact on those that they care for, and this topic is addressed 
further in Section 5.3. 
 
5.2.1.5 Falling between services 
 

„I think there are “black holes” which those with ASC just fall into. Everybody says it‟s 
someone else‟s responsibility. Consequently little gets done or changes.‟ 
(Mother/carer of person with ASC, 19) 

 
This theme of falling between services was particularly strong. The 2006 DH report 
headlined this problem: 

The current position whereby some people with an ASD “fall through” local 
services – in particular between mental health and learning disability services, 
is unacceptable and contrary to the intention of government policy. (DH, 2006 
p7) 
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However, despite government intentions, it was mentioned here by many from all three 
groups of respondents. 
 
The routes to funded services for adults with ASC are often through learning disability or 
mental health services, so that where neither a learning disability nor a mental health 
problem is present, services can be hard to obtain. This lack of help too often pushes 
people to the point of crisis, meaning that they may develop a mental health problem 
and will then be eligible for services via this route. Other „crisis routes‟ mentioned were 
through the criminal justice system or through homelessness. 
 

„… you know if someone has got autism and meets the criteria for a funding with the 
authority they usually have a learning disability and then unfortunately it‟s usually 
when someone is in crisis through a mental health diagnosis that they access health 
funding. So they are the usual routes into our services….‟ (Service provider, 
residential and supported housing) 

„If they have just got Aspergers and not a learning disability or mental health – or it 
doesn‟t have to be a mental health crisis, it could be someone who‟s homeless or 
entered the criminal justice system, which again they would be offered funding. But 
yeah, that is the area where it is incredibly difficult for people to access funding.‟ 
(Service provider, third sector autism support and housing) 
„If they‟ve just got autism, and their IQ is higher than 76, or something like that, then 
they won‟t come to our team, and they‟re just left in the middle, along with everyone 
else, which is horrible really. The services that normal adult care can offer them is 
nothing, it‟s nothing at all really, the learning disabilities are a bit better because we‟ve 
got stuff in place, but if they haven‟t got a learning disability, but just autism, then the 
stuff is mainly focused on learning disability rather than the autism. Which is quite 
odd.‟ (Service provider, frontline worker, social care) 

 
 
For people with ASC this situation can be enormously frustrating, and they reported how 
practitioners had tried to find them help and ended up “completely exasperated” by the 
lack of available services for those without mental illness or learning disability. One 
person commented that an increase in physical disability was a potential route into 
services that they had been unable to obtain on the basis of their autism. 
 

„After the diagnosis I received follow-up appointments with a psychiatrist who tried 
hard to find me support in my local area, but there wasn‟t really anything as I don‟t fit 
into either mental health or learning disability categories.‟ (Woman with ASC, 36) 

„I‟ve gone to my GP constantly trying to find somebody. I don‟t fit learning disability 
because I‟ve got a high IQ. I don‟t know where I fit. My GP is completely 
exasperated.‟ (Young man with ASC) 
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„I do not qualify under learning disability and most of my problems relate to a mental 
condition. Now that my physical disabilities have increased [with dyspraxia and a more 
housebound existence] they have recently been asked if I now qualify.‟ (Man with 
ASC, 34) 

 
 
Carer told many stories of „falling between services‟. One was offered a learning 
disability placement for her daughter who did not have learning disabilities, and others 
told us of similar misplaced services, or suggestions from professionals that they get a 
different diagnosis which would entitle them to more services, since autism was 
generally misunderstood when needs were considered. 
 

„It is currently very difficult to access any services at all, like getting blood out of a 
stone. Nobody wants to take responsibility and tries to deny services on the basis 
that Asperger‟s isn‟t covered by mental health.‟ (Mother/carer of young person with 
ASC, 22) 

„The social worker suggested that [daughter] look for alternative places and we went 
along and we had a look and this was totally geared up for people with learning 
disabilities. The social worker came with us … not long after we had a look round 
[daughter] turns to me and says what have you bought me here for Mum? Very 
fortunately the social worker was aware that it was totally unsuitable. [Daughter] may 
be autistic … she communicates in her own way and once you understand you can 
actually work out what she‟s talking about but I have even watched her having 
conversations with experienced speech and language therapists only to discover that 
she was talking about one thing and they were talking about another … she‟s often 
labelled as though she‟s got a severe learning disability … I don‟t think she has.‟ 
(Mother/carer of daughter with ASC, 20) 

„For my AS son in particular the nightmare we have faced is that he doesn‟t fit easily 
into generic or learning disabilities services. For the last seven years he has battling 
with depression, has had to be removed at one point from the home and put in an 
emergency residential placement for 18 months because he has not had access to 
appropriate mental health services.‟ (Mother/carer of two young adult sons with ASC, 
18 and 24) 
„I have been unable to get a social worker for my son because his IQ is too high. There 
is one person in [county] responsible for adults on the autistic spectrum and he 
suggested I have my son‟s diagnosis altered so I could get help for him under mental 
health auspices. So far no good.‟ (Mother/carer of son with ASC, 19) 

 
 
Falling through the system also affects access to benefits and housing, and these then 
affect access in other areas, such as funding for courses. The issue of the relationship 
between IQ level and qualifying for services recurred, highlighting the interrelatedness 
of the systems. Many people with autism have high IQs but also need support to access 
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independent living, education or jobs. Being told that someone is „too bright‟ for the 
available services, yet unable to get support through other routes, left carers who 
wanted their sons and daughters to be able to be independent embattled on their 
behalf. The Valuing People Now (DH, 2009b) agenda holds „independent living‟ as one 
of its four guiding principles and includes people on the autistic spectrum as a group of 
focus; this independence, along with „control‟ and „inclusion‟, seemed to be denied to 
people with ASC whose IQ removed them from the realms of learning disabilities. 
 

„I contacted the local joint NHS/council team who deal with learning disabilities but 
was told that, as my son‟s IQ was above 70, he was not entitled to help. I was 
referred to a disability adviser at a job centre but my son was already being seen 
and getting nowhere. We saw our MP after that.‟ (Mother/carer of son with ASC, 24) 

„Our son is labelled as high functioning autistic, he is very intelligent. We were 
supporting him to further his education through the Open University, we asked for 
financial support to pay the tuition fees – that was denied because our son is not on 
benefits. Our son pays for dental treatment and prescriptions, again he gets no 
support because he is not on benefits. Our son does not work, it is very unlikely that 
he ever will. He relies on my husband and I completely.‟ (Mother/carer of son with 
ASC, 25) 
„[We] tried local last year or so for suitable “twilight supervision accommodation” to be 
told that she was too bright for what they had and not suitable for shared – we were 
passed to mental health support for accommodation but told we were not in that 
category. Social services locally said they can‟t help and suggested we try [another 
authority] who can‟t help either. We want our daughter to gain as much 
independence as possible [suitable accommodation] which we think is right move for 
her but have been left in limbo.‟ (Mother/carer of daughter with ASC, 27) 

 
 
The problem of being „left in limbo‟ by social services, as reported above, was also 
experienced by other respondents. Carers in particular told stories of being passed 
around social services, trying to access a range of social care services and being told 
that their need was not critical enough to receive attention, despite, for instance, caring 
for other relatives at the same time, or fearing for their adult son‟s safety. These 
problems, of being passed around services and of eligibility, are discussed further in 
Sections 5.2.1.8 and 5.2.2.1. However, it is worth noting here that direct budgets were 
not helpful to those who fell between services since they often did not meet the criteria 
for eligibility. 
 

„No one is willing or knows who in social services is responsible for people with 
Aspergers.‟ (Mother/carer of young person with ASC, 24) 

„I have tried to access social work for him to assist with looking at supportive living 
because his physical health is also not good and I cannot always support him when 
he is unwell as my mother demands most of my time. I was told that he is neither 
classified as learning disabled because his IQ is over a certain threshold and neither 
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does he come into elderly services as he is under 60. He is not physically disabled 
either. I was also told that his needs are not critical or substantial and so would not 
meet their criteria. I have tried to get personal care support as he does not always 
dress appropriately and is a target for mugging and abuse in the street. I was again 
told not he is not critical or substantial and also does not fall into any of the care 
groups that they serve. I have tried for day care due to his depression – not mentally 
ill they say.‟ (Sister/carer of man with ASC, 59) 
„He does not fit into either learning difficulties or mental health so it is very difficult or 
impossible to find a service. It is very difficult, even with an individual budget, to get 
what he needs or wants as provision based solely on mental health and learning 
difficulties.‟ (Mother/carer of son with ASC, 22) 

 
 
5.2.1.6 Multiple health issues 
 
The range and complexity of issues being dealt with as part of, or in addition to, ASC 
was striking. For people with ASC this could mean that their physical needs were being 
attended to, without a similar attention to psychological needs and their interaction with 
social issues. For carers, stories of complexity often involved caring for other family 
members who were also in need. 
 

„Recently, although agreed that the usual route through the nurse/neighbourhood 
team was inappropriate because of the high level of need for talking therapy and 
multidisciplinary assessment to ensure correct differential diagnoses (I have epilepsy, 
COPD [chronic obstructive pulmonary disease], Vitamin A deficiency etc, plus 
AS/abuse history and possible somatisation), no one within the local mental health 
service has accepted responsibility. After very limited involvement over some two 
years, with three local psychologists (one for cognitive assessment, another with 
interest in ASD [autistic spectrum disorder] who provided a written opinion without 
seeing me and a third saw me officially for possible talking therapy and for 
multidisciplinary assessment but spent more time trying to get me to accept 
Aspergers diagnosis without proper assessment), no talking therapy has been 
offered. The only possible offer was of seeing an occupational therapist! The GP did 
not offer any support through counselling, even though he thought drugs were not 
appropriate and I had a high level of need.‟ (Man with ASC, 59) 
„He must have been 19 when he was diagnosed.... He didn‟t have the challenging 
behaviour that [brother] has and he is more academic than [sister] in some ways. He 
coped in mainstream, but with support, the whole way along...Earlier on his Aspergers 
had been clouded by other medical problems. He had what was called a Chiare Brain 
Malformation part of the brain was too low down the head and it was squashing all the 
organs around the voice box, and forcing food and water into the lungs, so he was 
getting things like pneumonia, and having large gaps in his education. So before he 
started his GCSEs, we took him out of the system, although we left his name on the 
school roll, and we home schooled him for a few years to try to fill those gaps. But 
about a year after he had this operation his health problems had improved dramatically 
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and he went to a local mainstream college, and settled there. But at the end of that 
first year of college, he‟d had a work experience in [computer retailer] and he‟d been 
criticised for his ... personal hygiene, and some of his social skills, so we didn‟t know 
quite what to do, and we fought then for the diagnosis that was given locally, by again 
a clinical psychologist.‟ (Mother/carer of young adult son with ASC) 

 
 
5.2.1.7 No help offered 
 
For some, there might be no help offered after going through an extended assessment 
process, as these two people with ASC report. This led respondents to feel angry, 
hopeless, and left without support by services, even where some has been 
recommended in the diagnosis process. 
 

„I was diagnosed, the report recommended I need support and help and a carer, my 
doctor has the report, NOTHING HAS BEEN DONE.‟ (Woman with ASC, 48) 

„My GP supported me and referred me for a diagnosis but it has taken three years 
and assistance from two local autism charities and a private assessment to get the 
mental health trust to put me on the waiting list to see a specialist for a diagnosis. But 
I have been informed this will be a one-off appointment with no follow-on support.‟ 
(Man with ASC, 32) 
„I‟ve given up – there is no help.‟ (Woman with ASC, 52) 

 
 
5.2.1.8 Being passed around services 
 
Another recurring theme was of being „passed around‟ between services, being 
described by many respondents as „pushed from pillar to post‟. This theme related both 
to falling between services and having no help offered but was significant in itself in that 
it expressed the „silo‟ state of some services, especially where eligibility was concerned. 
The desperation of turning from one place to the next, always hopeful of getting help 
and then having the “door slammed in my face”, as one respondent quoted below said, 
was expressed by both people with ASC and carers. Another area of service provision 
where the theme of being passed around between services, „going round in circles‟, 
related to young people with ASC and not in education or employment, as reported 
below by a mother of a young man with ASC in his early 20s who was told that his level 
three qualifications “were too specialised”. 
 

„Everywhere I turn there is no actual help and it turns circular, the total run around. 
There is no money (except to pay those operating the system). There is no actual 
help, no solution.‟ (Man with ASC, 60) 

„It‟s like getting door after door slammed in my face or hitting a brick wall with my cry 
of help falling on deaf ears. [It‟s like] being passed from pillar to post, gaining a 
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diagnosis then being abandoned.‟ (Mother/carer of daughter with ASC, 21) 
„About two weeks ago we went to see a disability employment adviser … she really 
gave us very little help at all ... so we then went to the NAS, and they said to contact 
an agency called Remploy ... and they‟re in the process of finding out information for 
us now. But the disability employment officer wouldn‟t put [son] onto his books, told us 
if he wanted to find employment, to go round the employment bureaus ourselves. And 
because he‟s got ... well, will have level three qualifications, she gave us the 
impression that his qualifications were too specialised for him ... told us to go back to 
his tutor, and go back to Connexions, who we‟d already spoken to, and they told us to 
go to the disability person. We were going round in circles.‟ (Mother/carer of son with 
ASC) 

 
 
A particularly poignant story of being passed around services, gaining a diagnosis and 
then being abandoned, was told by the wife of a man with AS who had ultimately killed 
himself. 
 

„The mental health trust didn‟t know what to do with the Aspergers diagnosis, which 
had been obtained from a private psychiatrist who was recommended by the NAS. 
The trust said he wasn‟t mentally ill so he couldn‟t stay in hospital but he clearly 
couldn‟t manage to live independently either. We were separated at the time of his 
death as his obsessive and aggressive behaviour had become intolerable but I was 
still his main carer. Both he and I felt strongly that he needed to be accommodated in 
some sort of supportive community but the social worker disagreed and also decided 
he was not eligible for social services support.‟ (Wife/carer of husband with ASC) 

 
Although it is acknowledged that social services are under pressure to limit eligibility, 
this case seems to be contra the DH‟s 2010 best practice guidance on eligibility criteria 
in prioritising need (DH, 2010c), which states: 

Undoubtedly, some people will not be eligible for support because their needs 
do not meet the council‟s eligibility criteria. In reaching such conclusions, the 
council should have satisfied itself that the person‟s needs would not 
significantly worsen or increase in the foreseeable future because of a lack of 
help. (p 35) 

Being passed around was not just a problem for people with ASC and carers. Service 
providers also experienced problems with being passed around between specialist 
services that were unable or unwilling to help. The manager of a residential home for 
adults, many with challenging behaviour, described trying to access a specialist sex 
education service for a young resident with learning difficulties and ASC, and despite 
safeguarding issues, finding themselves “pushed from pillar to post”. 
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 „We‟re trying to access some sexual education at the moment for one guy, who‟s 20, 
just come into puberty. We‟ve been trying to access that now for eight weeks, we‟ve 
had nothing and this is where the safeguarding things come in, I‟ve been on the 
phone, they‟ve pushed us from pillar to post and this is me doing the chasing. He 
wouldn‟t be able to access that service at all and even with me and my staff team 
pushing, we‟re still not accessing it and we‟ve been pushed from pillar and post again, 
because it‟s not my department, it‟s this department, it‟s not psychology, it‟s this, it‟s 
this nursing team, no you need this nursing team. Now we‟ve been referred to the 
challenging behaviour needs department which I don‟t have any faith in whatsoever 
because they‟re kind of a department on their own, they sit outside the community 
learning disability team.‟ (Manager of residential home) 

 
5.2.2 Obstacles to ASC services 
 
In this section we explore the „obstacles‟ of eligibility, being dropped from services when 
eligibility changed, service providers „toeing the policy line‟ rather than acting in a 
person-centred way and the unavailability of suitable services for some groups of adults 
with ASC. Understandably, many of these themes interact with others described above. 
 
5.2.2.1 Eligibility and funding 
 
Difficulties accessing assessments and being deemed eligible for services may be 
linked to finding it hard to speak up and to claim services, in face particularly of an 
invisible disability (see Section 5.2.1.3) and the stigma associated with mental health 
problems. Carers‟ stories often involved the „noise‟ and „fuss‟ involved in gaining 
attention from service providers. Carers told us about extended periods of seeking to 
obtain services, even with the help of practitioners such as GPs. Some had the 
impression that there were no systems in place to help adults with ASC. We return later 
to the vociferousness of some carers in the discussion of „a hard battle‟ (see Section 5. 
 

„... dealing with stigma around claiming for anything to do with mental health – I am 
physically disabled and it‟s much easier to get support for this. This means I often 
get refused help when I am eligible but I find it impossible to stand up for myself and 
so go without.‟ (Man with ASC, 32) 

„It is extremely hard to get many services as often you are told “no money” or long 
waiting lists for services. You have to make lots of noise and fuss or you are 
ignored.‟ (Mother/carer of son with ASC, 20) 

„Our GP services found it very difficult to obtain funding for him and eventually 
applied through the exceptional treatments panel. This took over another year. I think 
that my partner is possibly the first/only adult who has been diagnosed with AS in 
[London borough] and so perhaps there are no systems in place as yet to help.‟ 

(Partner/carer of man with ASC, 48) 
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The views of service providers in the study about eligibility could tend to become quite 
technical, and when combined with the use of jargon gave an immediate flavour of 
some possible barriers to access, particularly where the communication problems 
associated with autism were significant. 
 
„People need to have their entitlement to Fair Access to Care assessed so that as long 
as they have needs that pose moderate or above risk to their independence we can get 
involved by doing an assessment. As far as diagnostic eligibility is concerned people 
should either have a diagnosis of Aspergers specifically or have a diagnosis of high 
functioning autism because in [county] there seems to be a local situation where people 
have had an inexact diagnosis applied deliberately because I think it is felt it is too early 
to specify ... and educational psychologists sometimes prefer a wider diagnosis ... we 
wrote in this additional clause that people might have a suspected diagnosis or a 
previously suspected diagnosis and they are seeking advice on where to obtain a 
diagnosis.‟ (Service provider, local authority specialist AS service) 
 
5.2.2.2 Being dropped from services 
 
This theme of being dropped from services was not a strong one, but nevertheless we 
include it here as this may be one that becomes more prevalent with future cuts in 
services. The feeling that services that had proved a good source of support were being 
taken away was very distressing. 
 

„There has been a group for women with Aspergers. Once a week was cut to once a 
month, now they are closing it. That was my only support but they‟ve taken it away.‟ 
(Woman with ASC, 52) 

 
Other people with ASC lost a service because of a decision that they were no longer 
eligible because of their disability. For instance, a young woman with ASC who was 
taking a course at a further education college had been excluded from taking the next 
level of a course as it would involve group work. Her mother was aware that the college 
was under a legal obligation to make a „reasonable adjustment‟ but was advised it was 
not in the best interests of her daughter for the course to be adjusted. 
In a local authority where personalisation was being very actively developed in the 
learning disability services, as part of this process people who use services were being 
reassessed, and a social services manager was aware that this might mean losing 
some services. He knew that this would also require examination of professional 
practice, acknowledging that sometimes practice, such as reviews done over the 
telephone, did not allow people with ASC a proper assessment. 
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„So some of this is actually going back and reassessing people, and some of the 
needs will probably attract less money than they‟ve actually spent on their services 
because their needs don‟t actually justify what they‟re currently getting. But we‟ve got 
to be sensitive about that, because if someone‟s had the same service 20 years you 
can‟t just say “well, you can‟t have that any more”. There‟s got to be a weaning off, you 
can say “have you thought about replacing this with a voluntary sector, or universal 
service type approach.” So you‟ve got to be sensible about that.‟ (Service manager, 
local authority) 

„It‟s lifting stones on practice as well, about people doing reviews on the telephones, 
you can‟t do that. Learning disabilities have always said “no we will not do that” but I 
know in older people‟s services the performance indicators relied on people doing 
telephone reviews.‟ (Service manager, local authority) 
„Well if someone‟s getting five days day service but actually their needs indicate that 
they don‟t indicate that kind of support, they‟re not going to be able to purchase it as 
previously … we shouldn‟t ignore that or pretend that it isn‟t the case.‟ (Service 
manager, local authority) 

 
 
The importance of getting a review right, and to do so in a way that was appropriate for 
the individual, was clear in the last quote above. When the focus is the needs of people 
who use services, and money is attached to each need, then the recognition or negation 
of the need will set the indicative budget available to the person who uses services can 
plan. 
 
5.2.2.3 Toeing the policy line 
 
The above discussion of attempts to introduce the personalisation agenda into learning 
disability services in a way that would allow people with ASC to have their needs for 
social care met, leads into the theme of „toeing the policy line‟. 
 
Carers were vocal about services being allocated for reasons other than their suitability 
to the needs of the person with ASC, and on the topic of the limits to self-directed 
support for people with ASC. Other services, such as council tax offices, were also 
criticised for their inflexibility, as can be seen below. Others told similar stories of not 
opening letters for long periods of time, and being unable to deal with tax demands or 
rent payments. 
 

„The council tax office initially refused to communicate with anyone except the 
subject.… He does not open letters so two years in a row we had to pay for his non-
appearance at court and we were not allowed to set up direct debit to pay ourselves as 
it was overdue. This year with a lot of difficulty we have managed to do this, but we 
pay it as he could not afford it himself. Now unemployed as his job no longer exists, 
sickness benefit is almost impossible as we have to open the letters and turn up on the 
day to tell him he has an interview as his anxiety is too great if he knows in advance.‟ 
(Sister/carer of brother with ASC, 42) 
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A frontline worker in social services talked of how communication can become a barrier 
to person-centred planning for people with ASC, giving an example of where an 
agency‟s unwillingness to work face-to-face rather than over the telephone prevented 
person-centred planning, rather than the limitations of the person with ASC herself. This 
sort of socially exclusive behaviour stands in the way of adults with ASC accessing 
services themselves. 
 

„I had to support one lady, to deal with her direct payments, to phone the agency that 
sort of hold her money and deal with her paperwork. So we say “can we make an 
appointment to come and see you?”, and they say “no we can do it over the phone 
because it‟s not a friendly atmosphere for someone to come into the office”, so I say 
“yes but she needs to see you, face-to-face, to see your facial expressions or she‟s not 
going to understand you, she lip reads most of the time”, and they said, “no, over the 
phone”. So I had to then do it for her over the phone, which isn‟t very person-centred, 
really.‟ (Frontline worker, social care) 

 
A social services manager whose base was in learning disability discussed 
personalisation in relation to the Valuing People agenda, admitted that some carers felt 
that their sons or daughters could end up in unsafe or poor quality accommodation 
without their support, „exploited by the local authorities‟. A residential care home 
manager was concerned that the personalisation agenda was being used to close down 
residential homes, not always in the best interest of their residents. He went on to 
discuss the potential cost-effectiveness of residential care, against the person using 
services being offered supported living that may prove to be far less appropriate. 
Residential homes, if well run and welcoming, can become people‟s homes, and he was 
concerned that they were not really being given the opportunity to make an informed 
choice in the matter. 
 

„It‟s about supported living rather than registered care, there‟s less people now 
saying “Yeah, I want my son/daughter to go to … a Steiner community … because I 
know they‟ll be safe, have a good life”. What we say is we want to explore how they 
can live in their own community here in [city] and have their own tenancy or share a 
tenancy. And that‟s a really hard journey for some people, when their son or 
daughter is particularly disabled or has autism for example, [particularly] that level of 
autism, where they feel there‟s a risk of their son/daughter being exploited by the 
local authorities‟. (Service manager, local authority) 
„The personalisation agenda is being used as a way of closing or moving away from 
residential care. And on one level I understand there is a general shift away from 
residential care into individual living units…. I don‟t think it‟s as simple as to say all 
residential care is bad and all supportive living is excellent…. Good residential care is 
excellent…. Of course I‟m biased but actually the level of care people get in residential 
care is generally way, way higher than it used to be…. If you were to move everybody 
out of our care homes and put them in individual flats the bill would be absolutely 
astronomical ... because you‟ve got shared costs in residential care. You‟ve also got a 
number of people now who‟ve been in residential care type homes all their lives and 
they‟re in their 40s, 50s, 60s and all of a sudden someone comes along and says, right 
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we‟re going to make your life better and give you your own flat but because we haven‟t 
got much money it‟s going to be a flat on the local estate where all the kids are going 
to shout at you and you‟ll get your support worker coming in twice a week and the rest 
of the time you can sit and watch Jeremy Kyle. Personalisation should be about giving 
people a choice and if people want to stay where they are, that should be an option 
and it‟s not. And I think that's quite sad really.‟ (Manager of residential care home) 

 

The risks of the personalisation approach to people with ASC, when it was used in 
relationship to departmental policies to stop a person-centred approach being taken, 
was criticised by another manager of a residential facility, who said that one young man 
with autism who was suffering in his current placement was refused a transfer to a more 
appropriate location, since the area was only transferring to supported living 
accommodation instead. 

 „There was a client … early 20s, non-verbal, autism diagnosis, he had very 
passionate and active parents and he was in a placement that was failing and he was 
showing all kinds of awful behaviours. And we were approached by the parents just 
to see if we had a vacancy and we had one coming up at the time. We went through 
a settlement and transition planning stage and got to the stage where I thought we 
had something we could work with and said to the parents you need to start 
engaging with social services now in terms of fees…. I spoke to the social worker 
about it [who] said that as a matter of policy their department wasn‟t making any 
residential placements any longer because they were following the supported living 
care model there because they felt that that met with the personalisation agenda 
much more, putting people in control. I mean she either didn‟t understand the nature 
of the person she was working with or she was repeating what she had been 
instructed to say but … it was crazy, the parents were distraught but nothing came of 
it and he stayed where he was.‟ (Manager, residential home) 

 
Taking a fixed view of policy that ignored the needs of the person using services in 
favour of the current vogue in practice meant that some stories had no happy endings. 
We were also told of occasions where personalisation worked very well in allowing 
adults with ASC to access social care services. These are reported in the final section 
of the qualitative findings. 
 
5.2.2.4 Lack of suitable services 

This theme overlaps with others but also merits attention in its own right given the 
emphasis put on lack of suitable services by respondents. 

Overall there is a shared view by people with ASC, their carers and service providers 
that services are too often not suitable because of a lack of understanding by staff of 
ASC and a related lack of specific training. 
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 „I feel that there is too little understanding of ASC and its specific needs by decision 
makers and service commissioners in my area (let alone of ASD and SLD [specific 
learning disabilities] combined), and almost no specific information regarding ASC 
need, so it is treated as low priority. This results in “ASC” services that are generic 
rather than well thought-out and flexibly delivered to meet individual need.‟ 
(Mother/carer of daughter with ASC, 21) 

„I think the gatekeepers are the wrong people at the moment, or they‟re not trained 
enough.‟ (Service provider, training and support) 

 
Where a lack of understanding or knowledge was shown, social services generated 
some strong criticisms. Adults with high communication needs who took part through a 
NAS consultation group told us that they had found social services and social workers 
to be their worst service. They also commented on the inflexibilities of services and the 
lack of choice given in relationship to things like timing of services. 
 

„Worst service? Social worker – every few months. What do you do there? Review 
my budget. What is bad about this service? He doesn‟t seem to have a clue what he 
is doing and caused delays in my budget.‟ (Adult with ASC, member of NAS 
consultation group) 
„I don‟t like my social worker. She doesn‟t understand me at all. She sees me once a 
year.‟ [Yearly review] (Adult with ASC: member of NAS consultation group) 
„Social services seem to be almost a secret service, that‟s the way it feels to us.‟ 
(Adult with ASC, member of NAS consultation group) 
„My support hours are dictated by the service – not when I want them. I would like to 
change this. I only found out that my hours were reduced 5 hours before.‟ (Adult with 
ASC, member of NAS consultation group) 

 
A carer with over 20 years of working with social services in a large city commented on 
the reactivity of social services, their failure to plan ahead with carers and people with 
ASC and on the pattern of social services only supporting the situations of greatest 
need and not supporting those who were helping themselves. GPs were strongly 
criticised by people with ASC for their lack of knowledge of the condition and the 
resulting inappropriate treatment. This left one respondent suicidal and fearing a change 
of GP, partly because change could be particularly difficult for people with ASC. Even 
where a GP was sympathetic, one woman with ASC noted that she felt as though the 
GP didn‟t know what to say to her, which may reflect the lack of available support the 
GP was able to provide. It is important to note, however, that GPs were also some of 
the strongest allies and advocates for both adults with ASC and carers, which will 
feature in Section 5.4. 
 
Some carers also criticised GPs for their approach, but it was not just GPs themselves 
but practice staff that were spoken of as lacking understanding and acting in 
thoughtless ways. Practice staff are important gatekeepers to service, and it is vital that 
these key people also become more knowledgeable about ASC. 
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„It doesn‟t seem to be that if you are prepared to get on and cope that you are offered 
any assistance, it‟s only the people that are in the worst possible situation or who are 
refusing to cope that are getting any assistance ... or are not able to ... you know they 
are just in such a complete mess, well from what we have seen, because they have 
been left so long. Perhaps if they had been helped a bit earlier it wouldn‟t have got so 
bad – we always say here that it is reactive not proactive – it‟s not “well it‟s obvious 
there will be this need in the future”, it‟s always “well we will just deal with what we‟ve 
got now, we‟ll just look at things as they are at present”.‟ (Mother/carer of daughter with 
ASC) 
„GPs have a shockingly poor knowledge of AS, as do many psychiatrists. It‟s useless 
complaining (which I did once) because the GP just says it‟s “all in your head”, and gets 
away with it.‟ (Man with ASC, 34) 
„The GP is impossible to talk to. They have no understanding of my difficulties and they 
don‟t care. I very rarely go. Last time was last year when I was very depressed because 
I wasn‟t managing all the things I had to deal with. He gave me Valium. I said I needed 
help not drugs and I was suicidal and felt like taking the lot. He just shrugged his 
shoulders and ignored me. I was very distressed. I‟m scared to change GP in case 
they‟re all the same and I‟d also find the change hard to deal with.‟ (Woman with ASC, 
38) 
„My GP is sympathetic towards me, she has been my doctor throughout my 
adolescence so knows in detail of my mental health difficulties. I tend to feel like I‟m 
wasting her time, however, as she never knows what to say.‟ (Man with ASC, 22) 
„I do not feel comfortable going into my GP‟s surgery as the receptionists are so rude 
and they charge me for letters and then won‟t post them out and then the receptionists 
make you wait 15 mins while they find out if you have paid when you go to collect them 
and you get so stressed you have a meltdown and can‟t cope … receptionists put the 
phone down on me when I am being polite.‟ (Woman with ASC, 35) 
„The GP had no knowledge of Aspergers (except that people stand too close or talk too 
loudly). At consultations, my son would say everything was fine and conversations with 
doctors never went further than this unless my husband or I attended meetings and 
raised issues.‟ (Mother/carer of son with ASC, 26) 
 
 
Criticism of lack of suitable services also extended to other services offered within 
health, for example, speech and language services. Service providers told of being 
frustrated by the referral system and the lack of expertise of the relevant services in 
relationship to ASC. This same service provider also addressed the need for health 
services to focus on wellbeing in addition to clinical needs. 
 
 
 
 
 



Access to social care for adults with ASC 
 

61 

 

„They are putting people at risk because they‟re not putting the support in that the 
people need. The speech and language referral … went in three weeks ago, they 
have referral meetings every Tuesday so that‟s three Tuesdays gone by and we 
should have heard and we‟ve not had anything. Is her case too complex for them? I 
would say, yes, it is. I suspect they don‟t have that sort of expertise at all, it‟s far too 
complex.‟ (Manager, residential home) 
„Actually having them understand a broader set of health needs than just primary care-
delivered services or just clinical delivered services, is really tricky, so we‟re doing 
imaginative stuff with autistic people. They might want to join a gym, have a gym 
membership, use their budget to get a gym membership and be supported in a gym, 
and that seems like such an obvious health benefit. Then the primary care trust would 
say “well, we don‟t give people money to join gyms”. It‟s not quite as bad as that, but it 
is difficult. There are a number of people who wanted to buy a laptop computer for 
various things, being fully health funded and health have really struggled to 
understand how they should be buying a computer for someone.‟ (Manager, 
residential home) 

 
 
Careers services and advocacy services also caused concern, and a respondent with 
ASC captured the failure of a university careers service to respond to her specific 
needs. 
 

„My university careers service doesn‟t understand my difficulties and circumstances 
and is pushing me into high level unsuitable careers where the level of stress and 
anxiety would be unmanageable. Specialist services have very limited expectations 
of what someone with an ASD can do and I feel put down and made to feel 
incapable of work. There doesn‟t seem to be a middle ground that accepts me as an 
individual and is prepared to work from that basis.‟ (Woman with ASC, 30) 
„When I have needed an advocate, the need has generally come up as a matter of 
urgency in response to a crisis/particular situation. It has not been possible to find an 
advocate within this time frame and even if it were, I would find it difficult as I take time 
to build up a trusting relationship with others.‟ (Woman with ASC, 30) 

 
 
Time needed to build trust and understanding presents a dilemma in today‟s culture of 
fast moving changes in structures and staff. 
 
5.2.3 Practical and communication barriers 
 
It was clear from the responses in all areas of the research that there were many very 
practical issues that made the access to services difficult for adults with ASC, and that 
communication of various sorts was part of this problem. Some of these were related to 
the systems involved with becoming eligible, such as assessment, while others focused 
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on issues such as the transition from youth to adult services. This series of practical 
barriers are presented as blocks to accessing services. 
 
5.2.3.1 Practical issues 
 
Beginning with the practical barriers to participating in the everyday requirements of 
living, people with ASC described their difficulties filling out forms and dealing with red 
tape. The practical difficulty of form filling and communication generally is made worse 
for many with ASC who express and understand communication messages of all kinds 
very literally. Talking on the telephone may not be experienced as a good alternative to 
form filling, and the inflexibility of systems, particularly where they have changed over 
time, was unhelpful. 
 

„I don‟t know how to complete tax forms. I could manage to perhaps fill a form in if I 
could find all the information. As soon as my stress level goes up, pretty frequently, I 
get to a situation like now where I‟ve completely lost control of my finances. I can‟t get 
help because they need to see the paperwork and I‟ve lost the paperwork.‟ (Woman 
with ASC, 53) 
„I didn‟t fill in forms as they only accept applications on the telephone. I found the 
telephone quite difficult as I don‟t like using the phone and the call lasted about an 
hour. I would have preferred to fill out a form, but they don‟t do it that way anymore.‟ 
(Woman with ASC, 36) 

 
 
Although face-to-face contact with officials may be preferable in some cases, 
independent travel to the relevant office can present further problems. Using public 
transport was seen as a large obstacle for many people with ASC, and was also a 
concern for carers in terms of safety. Many saw support for travel as essential. And 
having arrived, it was reported that waiting areas could be distressing and difficult to 
cope with, as the sensory overload and anxiety about missing turns was a problem, 
similar to the issues that arose with public transport. 
 

„... getting to the location and independent travel as I have problems crossing busy 
roads and most benefit offices are located in busy towns or cities.‟ (Man with ASC, 
24) 

„The DSA [Driving Standards Agency] pays for me to be transported daily to Uni in a 
taxi, due to my stress caused on trains, which would impair my ability to settle down 
to study upon arrival, because I would be preoccupied and overloaded with the 
morning‟s commute.‟ (Woman with ASC, 28) 
„I don‟t like the waiting areas as they are noisy and I worry that I won‟t hear when my 
name is called.‟ (Woman with ASC, 47) 
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5.2.3.2 Troubles with assessment 
 
Once the person with ASC is eventually seen for an assessment, a common problem 
was a difficulty with self-expression. This may be compounded by lack of self-
knowledge, and knowledge about what is considered „normal‟. The father of a young 
woman with ASC said that although his daughter could communicate, she would 
answer „yes‟ to any question, and it was only once a deeper knowledge of her 
communication style was understood that her real needs would be seen. 
Barriers in access to specific assessment services may result in upset and stress to the 
degree that people with ASC may avoid a service or not seek one out even in a serious 
situation. One person described how a potential physical injury following a car crash 
had not been attended to because of the difficulties in dealing with medical services. 
These difficulties with medical assessments may be compounded by discomfort and 
anxiety about being touched as part of a physical examination, and adults with ASC 
showed a high level of awareness of how the difficulties in accessing services may 
escalate due to their responses. 
 
 „I find it very difficult to express what to say, and the face-to-face contact with the 
advisers at the job centre I find very hard and stressful and I cannot say what is in my 
head.‟ (Man with ASC, 33) 
„It‟s difficult for me to assess my own needs as I don‟t have many friendships and I don‟t 
know what normal people should be able to do.‟ (Woman with ASC, 28) 
„When I get to see someone [doctor, physio etc] I don‟t always understand what they 
are asking me. I don‟t give complete answers to their questions and they don‟t press for 
additional information. I get upset and often cry, then I feel stupid and they think I‟m 
overemotional or exaggerating my symptoms. I injured my neck in a car crash last 
March.... I still haven‟t had an X-ray or seen a consultant.‟ (Woman with ASC, 47) 
„Dentists are always difficult due to them having to touch me. Hospitals are difficult and 
the stressful situation leads to shut down.‟ (Woman with ASC, 37) 
„[My difficulty] completing tasks without restarting due to my own obsession with 
imperfection or distraction by noises, lights, sounds.‟ (Woman with ASC, 33) 
 
 
The difficulties discussed above in accessing assessments may result in a downward 
spiral for people with ASC, but carers also reported difficulties obtaining an assessment. 
The parent carer quoted below, who is also a clinician working in the health services, 
commented on her difficulties with assessments in spite of her level of expertise and 
knowledge of the system. 
 

„… we were supposed to get a report from an occupational therapist who came once, 
the community nurse who came to do the report for the health care came with 
masses and masses of paper and I sat down and filled all that in but I‟m a clinician 
used to filling in reports. I didn‟t have a problem with that report but I would hate to 
be in a position where I was a parent and I wasn‟t a clinician and I wasn‟t used to 
filling these forms in I think it must be incredibly difficult.‟ (Mother/carer of daughter 
with ASC, 20) 
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„People give inconsistent information in benefits offices/phone lines etc and you get 
so anxious you communicate poorly with them, then it goes wrong and you get so 
anxious you cannot engage, and you fail to receive the benefits you are entitled to. 
You get frightened they will push you into work which is unsuitable for you but only 
you know this and they won‟t listen to you when you say you won‟t manage it for this 
or that reason, so you disengage. Or you can‟t get into the office for meetings so you 
lose benefits. Going in is so stressful, you feel so ill in there.‟ (Woman with ASC, 35) 

 
 
5.2.3.3 Communication by services is poor 
 
There were numerous complaints about problems with failures by providers to respond 
to telephone calls or messages left, and about waiting times, waiting lists and lost 
records. Communication by providers is often experienced as problematic, by carers as 
well as by people with ASC. In some cases, where systems seemed to be put in place 
to share information, respondents said that they felt rebuffed by service providers, and 
that there was no full disclosure unless they knew all the questions to ask. Ongoing 
communication problems experienced in attempts to access direct payments resulted in 
one person with ASC requesting the information gathered about him by the agency 
under the Data Protection Act. They found that telephone conversations had been 
recorded in a way that they felt misrepresented what they had said, with the result that 
they had been deemed ineligible for services. 
 

„They have something here called the Special Persons Information Network – SPIN 
– and it was supposed to be a form that was set up for monitoring everyone with 
special needs up until the age of 25. I‟ve contacted them twice and asked for forms 
and nothing comes and I‟ve spoken to them ... and I think they were actually trying to 
put me off. They kept saying “it‟s a really big form” and all this, and I said “well that is 
ok and I don‟t like it but I‟ll do it”. The idea was that you give all the information and it 
would be in one place and it would be able to signpost you to any of the relevant 
services that might be useful and it‟s not happening.‟ (Mother/carer of daughter with 
ASC) 

„When you‟re trying to get services … I would say that not all the information and 
advice has been available.… The authorities will give you as little information as 
possible ... they will answer questions that you have asked ... at the beginning of the 
process ... and you gradually learn as you go through the process that there are 
questions that you should have asked … but it hasn‟t been indicated that you should 
... they‟ll only give you as much information as you ask for.‟ (Mother/carer of young 
adult son and daughter with ASC) 
„I have tried telephoning but when someone does answer the phone they tell me that 
they will get someone who knows more about the issue to phone me back. It is rare 
that someone does phone me back and when they have they do not always identify 
themself or tell me why they are asking me questions. When I have eventually 
obtained documentation under the Data Protection Act of the telephone interview 
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assessment…. I found that the interviewer had greatly misrepresented me. It claimed 
that I said things that I did not say nor was I even asked, and things I said where 
completely omitted.‟ (Man with ASC, 39) 

 
 
It was not only people with ASC and their carers who ran into communication barriers 
with providers. Frontline workers in social care gave several examples of trying to obtain 
help for their clients and running into inflexible systems that were unsuitable and not 
person-centred (see also Section 5.2.2.3 „Toeing the policy line‟). The support worker in 
the quote given below talked about problems with communication being carried over 
into inaccurate care plans, where language and categories used in forms are 
incomprehensible or inappropriate for the needs of those with ASC. 
 

„We‟ve had a lot of people come through with complaints about, they haven‟t 
understood the forms, or “what does this mean?”. You‟ll give them a care plan, and it‟ll 
say, you know, the support they‟re going to receive. It doesn‟t even match what they 
mean because the drop down boxes don‟t relate to what they need, which is a 
nightmare.‟ (Support worker, social care) 

 
5.2.3.4 Struggling with complex systems 
 
The complexity of the problems people with ASC experience was mirrored by the 
complexity of the services involved. This often featured interactions between health and 
social care services. These could be a site of tension and conflict. The complexity of 
issues, the number of services involved and the difficulties with communication could 
result is things going so wrong that the criminal justice system become involved, as told 
by one man with ASC who had struggled not only with issues associated with his 
autism, but mistakes and inflexibility within the system as well. 
 

„A social worker told me that they couldn‟t afford Autism Plus to support me. The social 
worker ... told me to go to my GP to ask for a referral to mental health to see if they 
could afford it. My GP referred me to mental health services and after a long time I 
went back to my GP. She chased up the referral. After another long time I went back 
only to find that mental health services rejected me without even meeting me. I 
decided to go through the whole process of applying to social services again but my 
GP could not write a report because she does not know anything about Aspergers 
syndrome. Therefore she sent me to the Aspergers Service where X wrote a long 
report for me, sending me a copy and another one to my GP.‟ (Woman with ASC, 46) 
„[It‟s a] Catch 22 – If you don‟t have the assessment you cannot get [service] – I have 
someone helping with the housing forms but it is impossible for me to get down to 
completing them – it is very frustrating for them – and stressful for me – I struggle on 
the phone – I called the council to say I have depression prior to the diagnosis and 
gave them my mobile because I don‟t process the [postal] mail. I left it to build up 
because I couldn‟t cope with more stress and change. When I lost my flat – I went 
straight to the council as homeless and gave them my details of where I came from. 
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They housed me in temporary accommodation and I started paying council tax on the 
new place. I then found out that the council took me to court for failing to pay the final 
bill from the first flat. I didn‟t get the letters because they had two of me on their 
database. I asked why they did not contact me on the phone I had explicitly told them 
about – we can‟t do that we don‟t have the staff – so, what do you do for blind people? 
– we have a bill reading service – so you ring them – yes – so why don‟t you provide 
for the mentally ill? The amount I was taken to court for was £20 – which was with the 
bailiffs by the time I found out I had to pay circa £180.‟ (Man with ASC, 56) 

The „catch 22‟ of not having an assessment, and then not being able to access the 
services that might get you both a diagnosis and other services, was heard repeatedly 
in many of the themes that arose in this practice enquiry. 
5.2.3.5 Taken advantage of by service providers 
 
Although this theme did not arise strongly in the data, it nevertheless is relevant and 
with regards to safeguarding needs to be addressed. The SCIE personalisation briefing 
for ASC notes that „There are specific safeguarding issues that need to be considered 
when planning personalised support for people with ASC‟ (SCIE, 2010). 
There were references to „being taken advantage of‟ both from people with ASC and 
from service providers. One person with ASC and higher communication needs 
responded that their „worst service‟ was when their care workers claimed for full hours 
even though they had gone early. Service providers expressed concern that there would 
be conflicts of interest in their work with some clients because of the personalisation 
agenda and personal budgets, and concerns about vulnerable people being exploited 
for financial gain. 

„Some workers ask me at 5.30 if I need them anymore. I say “no” as I am watching TV 
and they go home early but they write in the hours log that they have worked until 
7pm.‟ (Adult with ASC, member of NAS consultation group) 

„There has been a lot of controversy as to whether support providers can act as 
brokers because in a sense there is a conflict of interest because if someone comes to 
you for guidance on where to spend their money you could potentially wire people 
through to your own services.‟ (Service provider, autism housing and support) 
„I worry about the security of it, I think it, on one level if it‟s managed properly and 
overseen it‟s fine but giving quite a large pot of money to someone who is by definition 
vulnerable is quite risky. I think it opens the real possibility of people being exploited 
for financial gain and I think it‟s great in principle but there has to be the oversight.‟ 
(Manager, residential home and supported housing) 

 
 
<4>5.2.3.6 Transitions 
 
This theme of transition from children‟s to adult services generated a great deal of 
detailed comments, particularly from carers. The key messages were that transitions 
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are difficult; there are gaps in transferring information between services; supports, 
particularly funded supports, are less available in adult services; and difficulties are 
likely to intensify for people with ASC and their families. 
Once people with ASC leave school, respondents found that there was a lack of 
adequate provision for further education. For young people with challenging behaviour, 
the options for education or work became much more restricted. Beginning to function 
more independently led in some instances to more risky behaviour for young adults, and 
returning to the last theme, carers worried that they would be taken advantage of where 
their personal boundaries were unclear. 
 

„There is so little available for him. I am a health professional and “know the system” 
quite well but even knowing what I know we‟ve struggled to access support – partly 
because he lives at home and we support him. He did go to a part residential college 
from 16–18 years age which helped build his confidence and some social skills but 
now he‟s back home and over 18 that‟s gone. He is so lonely as he doesn‟t have 
friends despite going to full time FE [further education]. And he can‟t get a part-time 
job because his social skills aren‟t good, and although he‟s trying to get a place at Uni 
there‟s so much competition.‟ (Mother/carer of son with ASC, 21) 

„Since leaving school there has been no adequate provision of care for my stepson, 
most of his unsociable behaviours have materialised since leaving school due to not 
having any proper routine. I was forced to give up full-time work in order to care for 
him. First we had to put him into the ordinary day services which was obviously going 
to fail as he is very active. (We wanted him to go on to further education to learn some 
life skills – this was refused as he would need too much care.) He then had carers at 
home which again didn‟t work due to us having a large family and the difficulties in 
getting people to care for someone with severe difficulties like my stepson…. We tried 
a gardening service who used him to fill bags of wood all winter then decided he didn‟t 
fit in. We tried the NAS at [town] where he was difficult and they were worried for the 
other service users so they didn‟t want him there.‟ (Mother/carer of stepson with ASC, 
23) 
„And it really started to get really stressful from then because one of the requirements 
for her going to college was that she was actually able to travel alone and we had had 
to make sure that there was a route that took her safely to and from. She had a pager 
so we could check where she was, she couldn‟t have a mobile because we knew 
she‟d lose it or get it nicked and she was taking detours coming home, not telling us 
where she had been and subsequently we‟d find out because she always let us find 
out, she‟d been at some man‟s house, she‟d go into pubs and pick up men in the bar 
and we had people turning up at the house at 12 at night to see her.‟ (Mother/carer of 
woman with AS) 

 
Then for carers the difficulties associated with transition are compounded by complex 
funding issues. Where parents had been claiming for their child through benefits, these 
stopped when they left full-time education, and one mother said that her son had to stop 
boarding at a residential school that had been very helpful, as funding ceased for the 
residential aspect once he turned 19. 



Access to social care for adults with ASC 

68 

 

„For my younger son, we are in the process of looking for post-school provision, which 
is scarce and very little close to home. We are also being hit financially because as 
an adult he is expected to contribute to the services he has been receiving for the last 
10+ years, despite the fact that he is still in school and so has no income and no 
increase in benefits.‟ (Mother of young adult son with ASC, 18) 

„The next hoop for my son is ESA [Education Support Allowance] and possibly having 
to leave a two-year college course unfinished because I can no longer claim support 
for him as a dependent on my benefits.‟ (Mother of young adult son with ASC, 19) 
„It was good, he was liked there, he was well cared for, he developed his education 
there but when he got to 19, any kind of funding for that sort of provision stopped so 
he stayed at the same college but became a day pupil in a sort of post-19 curriculum 
and he actually did that for four years and then left at the end of that. During that post-
19 stage, between the ages of 19 to 23 he was living at home and going everyday in a 
taxi.‟ (Mother, young adult son with ASC, 24) 

 
 
Access to support at this stage was made more difficult because of what appeared to 
carers to be a lack of communication about what was available. This was compounded 
by a lack of communication between children‟s and adult services, even within the same 
authority, although a service provider was more optimistic about these communications 
about transitions between children‟s and adult services. However, one service provider 
told of difficulties intensifying as families and persons with ASC tried, and failed, to 
access what they hoped would be adequate adult services. 
 

„As my daughter is just leaving children‟s services and is moving into adult services I 
am very unaware of what services etc are available to her. It is really difficult to try 
and find out who can gather appropriate information and help. Most of the services I 
have sourced have been done through my own efforts and the knowledge of my 
friends.‟ (Mother/carer of daughter with ASC, 18) 

„Despite the fact that he is known to them every time he moved from primary to 
secondary to post-16 education and now to University they try to get out of providing 
support for him. They make him go through a full assessment each time which I find 
quite degrading. They must have a file on my son as large as my arm but still insist 
on another full assessment. The reason for this they say is that the information 
obtained in the primary education section can‟t be transferred to the secondary 
section … and what the previous sector held would need to be verified again by the 
new sector etc.‟ (Mother/carer of son with ASC, 20) 

„A good thing from the point of view of these young people who are in transition who 
are known in schools that are hopefully going to be coming up and we can in a way 
hopefully ease their passage into adult services.‟ (Service provider, social services) 

 



Access to social care for adults with ASC 
 

69 

 

„The move from CAMHS [Community and Adolescent Mental Health Services] to 
adult services was appalling to say the least – and despite information being 
supplied directly – they are still not able to look below the “mask” of “everything is 
fine” to see what is going on under the surface.‟ (Mother/carer of young adult with 
ASC, 18) 

 
 
Carers complained that very little support was available to help with the transitional 
period, and worried about the future beyond education. Although one service provider 
who ran a residential care setting for adults talked about his aspiration of managing the 
transition into the facility according to the needs of the individual, when such services 
were not available, transitions for young people were less smooth. For those adults with 
challenging behaviours, service providers described such transitions as particularly 
problematic. Services, even within the same authority, were described as „running on 
different tracks‟, meaning that they had different aims and expectations for providing 
support. 
 

„I have found little help for the transitional period, most options lean towards 
residential college or supported living which are not what is wanted at this stage, 
what we require is some support based from home by way of direct payments etc, as 
yet this has not been made possible. Access to social activities have not been 
possible due to lack of appropriate groups, care and support.‟ (Mother/carer of 
daughter with ASC, 18) 

„Now he is 25 and we need to look for lifetime care and I am a bit worried because 
[son] is, as I say, he‟s a young man, very fit, very tall, very able physically but does 
present with challenging behaviours because of the nature of his autism and he 
needs to be in an environment that understands his handicap, will support his life 
choices in other words. He wants to stay active, he wants to going swimming, he 
wants to perhaps do some cycling and walking but that environment is going to be 
staffed and managed by people who understand they‟ve got to manage behaviours 
rather than just punish if you like.‟ (Mother/carer of son with ASC, 25) 

„I‟ve worked with guys who needed very intensive transitions and multiple visits 
getting staff to build a positive relationships with them where they are before they 
come to us, introducing all kinds of augmentive communication tools to try and ease 
things.... At the other end I‟ve worked with people who could not tolerate knowing 
something was going to happen but it not happening and working to very very short 
transition deadlines, one guy came to us ... his parents bought him and the first he 
knew that he was moving was when he got out the car at our place, but that worked 
ok for him because that‟s what he could handle.‟ (Manager, residential home) 
„We have a policy of not placing out of city, we try to place all our services here. The 
education system in a way runs on a different track, they have a thing about people 
going to college outside [city] and then we have a whole tension about the 
expectations, how to get people back from college to [city] again. I think people with 
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autism are so vulnerable to those expectations, so open to suggestion about “this is a 
nice safe environment, you‟ll have a break living out there”, but then you know it‟s not 
sustainable in the long term, they‟re back in school holidays. It needs more realism.‟ 
(Service manager, local authority) 

 
 
The long and very bumpy process of transition was eloquently summarised by this 
service provider: 

„Once you get the diagnosis as a child, which the parents fight for, you then tend to 
get a very good service and good support through the childhood. What happens is 
you start with the early years, the early years services are great, then it dies because 
you move on to the school years and that dies for a while and eventually you get it 
back and these parents have a lovely time, most of them, until the child hits about 17 
and now we‟re going from a transition from the child services to the adult and the 
whole thing falls down again and nobody knows what they‟re doing and it‟s a 
different department and there isn‟t a care manager and its chaos, absolute chaos. If 
anybody should look into anything, they should look at that transition, at probably the 
most critical part in that person‟s life at that point, at 18, 19 years old they‟ve 
probably got puberty coming on as well, the parents are trying to find suitable long-
term accommodation for them, they‟re not understanding the new social services 
department and how that‟s working because they‟ve been used to the child thing, the 
child laws and legislations and services are so different to the adult services and 
things like that and somebody needs to tie that all together for them so that parents 
can access information.‟ (Manager, residential home) 

The above quotes have been included in some detail to capture the challenge of 
transitions facing young people with ASC and their carers. This discussion is picked up 
again in the later discussion of independence (see Section 5.4), and some more 
positive stories about transitions that worked well will be heard. 
5.2.3.7 Challenging behaviour 
 
Access to services for people with ASC who exhibit challenging behaviour can be 
particularly difficult. Carers told detailed stories of the challenging behaviours they 
encountered every day with their cared-for people. These were not related to a specific 
category of ASC, or gender specific. Although sometimes challenging behaviour was 
aggressive, in other examples it related to sensory difficulties or obsessive and 
repetitive behaviour. These stories give a flavour of how important it can be for 
someone to manage and mediate direct access to services on behalf of the person with 
ASC. 
 

„And so, for example, if you‟re walking down the street, she can only concentrate on 
one thing at a time, that‟s classic, she can‟t cope with menus in restaurants, that‟s 
throws her into a total tizz. She doesn‟t have these explosions she used to but she 
could have terrible meltdowns and she would bite herself and things because she … 
would just completely go. If she‟s walking down the street, she‟s thinking of the one 
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thing, she won‟t see anybody on the pavement, she‟ll walk straight into you, and she‟ll 
turn around and snarl, F…off! And yet ... she can be incredibly charming and she has 
calmed down enormously, but you still have to manage her.‟ (Mother/carer of adult 
daughter with ASC) 
„One of her routines is that she checks labels on bra straps, who knows why or how 
that started but for everybody and of course that‟s an inappropriate thing, all of our 
friends know about it and all the people at the autistic place but a stranger, it‟s an 
inappropriate thing, and we try to stop her, well we do stop her because we physically 
stop her but just saying don‟t do that please, is not going to work. And people who 
come and are going to be in our house will understand and all our friends know and it‟s 
easier to let her do it, she only wants to do it once, when they come in, it‟s easier to let 
her do that than cause a fuss. It may not be long term but we‟ve tried and we couldn‟t 
do anything about it. She also gets very upset at some people coughing, nobody 
knows why, it used to be just women and not all women, and now it‟s women and men 
and not all women and men and they might be three gardens down and if she hears 
them coughing, only some people, no one knows, we‟ve tried, it‟s been like this for 
years and we‟ve not managed to come up with any strategies or anything to stop it, 
other than if you warn her because that sometimes helps…. Our friends will say, “I‟m 
just going to have a cough, is that all right?” and that‟ll make it better for her, but a lot 
of the time you just clear your throat and you don‟t realise you‟re doing it.‟ 
(Father/carer of adult daughter with ASC, 25) 

These stories of the extent of challenging behaviours begin to convey the practical 
burden of such behaviours on everyday living for some people with ASC and their 
carers. 

5.3 Personal impact 
 
It was clear from all three groups of participants in the practice enquiry that the process 
of trying to get access to social care services to support independent living for adults 
with ASC had a great personal impact on respondents. Even where we heard, mostly 
from carers, that they were now happy with the support that they were receiving, it was 
usually after an enormous amount of struggle and persistence with services. Because of 
this, it is important to acknowledge the distress and anxiety caused in trying to access 
services, and the carer‟s roles in ensuring that independent living can take place. 
 
5.3.1 ‘A hard battle’: distress, anxiety and coping 
 
5.3.1.1 ‘A hard battle’ 
 
The recurrent language of battle and war was striking among adults with ASC and 
carers. Other similar analogies were about „hitting brick walls‟ when it came to trying to 
access services. People with ASC wrote and spoke of the trauma of trying to access 
support, about being pushed to the edge in terms of their mental health, even 
overdosing to try and express the anxiety and depression that they could not express in 
words. 
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„It has been no less a battle than a war ... the mental hospital told me outright they do 
not diagnose adults with autism [Aspergers] and said to go home and deal with it as 
best I can. There was no help. [It was the] same with my breakdown and depression, 
the best I got was pills, I cannot get a counsellor or help from anyone.‟ (Woman with 
ASC, 48) 
„I was petrified of visiting the Incapacity Benefit assessment doctor, and it annoys me 
that I will have to go back again in a few months to go through it all again. The 
tension beforehand mounts for weeks in advance. The doctor I saw was very nice, 
but I needed a CPN to go with me to cope with it at all. There has to be a less 
traumatic way of dealing with this for ASC clients.‟ (Man with ASC, 35) 
„It is budget first, service user second, unless you are prepared to fight a long and 
arduous battle, as I did, which literally brought me to the edge of sanity – I have been 
on a maximum dose of anti-depressants for years and have a long history of 
overdosing, in an effort to communicate the feelings that I simply don‟t have the 
words to express.‟ (Woman with ASC, 28) 

 
 
Although most of the battle-like language was used in relationship to trying to get help, it 
could also describe concerns about personal safety. In response to a question put to 
people with higher communication difficulties in the consultation groups, about what 
social care services would be useful, one person with ASC used particularly violent 
imagery to convey his strength of feeling about his vulnerability in the world. 

 

 „Armed staff or body guard/s with stun/tranquilizer/tazer guns.‟ (Adult with ASC, 
member of NAS consultation group) 
 

 
Carers also conveyed a similar picture of the relentless and exhausting nature of the 
battle over the years, a struggle that far outweighed any financial rewards. The need for 
ongoing vigilance and to be on a continuous battle footing was also described by carers, 
who were anxious about long-term strategies for their sons and daughters. They also 
spoke about the „brick wall‟ of access to services, and underneath the language of war 
and aggression, painful experiences were described of loneliness and isolation. 
 

„It feels like a constant battle zone which I find more tiring each year.‟ (Mother/carer of 
daughter with ASC, 25) 

„[It is] always a battle to get help, it always seems that my husband and I have to fight 
long and hard to get support for our son. I receive a carer‟s allowance, which works 
out at about £1.65 per hour when my husband and I provide care for our son over 60 
hours per week.‟ (Mother/carer of son with ASC, 25) 
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„We tend to have to make a fuss, and then we‟ll get support for so long and then it 
stops, and then there‟s nothing until we make a fuss again, and then we get support 
for a little while and then nothing which is frustrating in a way because there‟s no 
long-term plan for him.‟ (Mother/carer of young adult son with ASC) 

 „I have tried to access support and hit a brick wall at just about every turn – my child 
experienced exclusion from common public social and health services simply 
because of his diagnosis.‟ (Mother/carer of young adult with ASC, 18) 
„I feel that for the last 20 years I have been in a constant struggle to get services for 
my son. As one door opens another shuts on me. It‟s a painful experience and can be 
very, very lonely at times. I feel that I am just a very small fish in a very big pond!‟ 
(Mother/carer of son with ASC, 20) 

Stories were told of recourse to complaints and appeal processes or/and legal action, 
threatened or actual, both by people with ASC and by carers. There was recognition 
that some people who use services and carers were better equipped to fight, and some 
participants, particularly those involved in health or social service professions 
themselves, at least knew the routes to take to make the battle a little more winnable. 

 

„I had to threaten my doctor with legal action to get a referral to find someone who 
could update my diagnosis.‟ (Woman with ASC, 48) 

„Eventually, after getting a solicitor involved in my case, who specialised in community 
care, I at last acquired funding for the 24-hour supported tenancy I am in now, which I 
moved into in January 2007, aged 25. Prior to this move, I did succeed in gaining 
outreach support (20 hours a week) from NAS staff, but it was a major battle – and all 
about cost – which basically sums it up – specialist autism care is far more expensive 
than the council‟s generic learning disability service.‟ (Woman with ASC, 29) 

„We had to make an official complaint before social services would give my son an 
Assessment of Need. They had already told us what they would be willing to offer my 
son before any assessment was done. We are still waiting to hear over a year later. 
We have to do all the chasing. When I asked why they bother with an Assessment of 
Need if they don‟t refer to it, the reply was “you asked for one to be done”.‟ 
(Mother/carer of son with ASC, 19) 

„What we have learned over the years is that it‟s a hard battle, both in terms of us 
coping with [daughter] and understanding and learning to know what is appropriate. 
And we‟re nice middle-class parents, we know the resources to tap into but we‟ve had 
to do it all, everything, in a sense, we found through our own efforts.‟ (Mother/carer of 
adult daughter with ASC) 
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5.3.1.2 Hard to cope 
 
There was evidence that anxieties about how to deal with services and the anticipated 
responses have been creating a barrier to approaching services. For example, people 
with ASC spoke of not applying for benefits, as they expected the process to be 
stressful and unlikely to lead to financial benefit. Some of the worries were about having 
to encounter judgemental attitudes and stigma, and yet again, the requirement to fill in 
forms could be particularly intimidating. 
 

„I haven‟t applied to the local authority for support. I can‟t go through all that stress 
just to be turned down.‟ (Woman with ASC, 52) 

„I was made redundant in 2006 and applied for benefits. The process was extremely 
stressful due to the system: telephone calls, interviews, signing on etc. I was made 
redundant again in 2008 and decided I could not cope with the benefits system again. 
I am now self-employed but not earning enough and I know I would still qualify for 
benefits if I was able to apply for them.‟ (Woman with ASC, 46) 

„[I am] scared of dealing with stigma around claiming for anything to do with mental 
health.... This means I often get refused help when I am eligible but I find it impossible 
to stand up for myself and so go without.‟ (Man with ASC, 32) 
 „I found the forms overwhelming and could not get help in filling them in.‟ (Woman with 
ASC, 49) 

 
 
The feelings generated by having to meet eligibility requirements for benefits and the 
Department for Work and Pensions were expressed particularly strongly by people with 
ASC, and these feelings for some participants reached the point that they became 
immobilising. 
 

„Being forced to see a DWP [Department for Work and Pensions] doctor is an 
absolute nightmare and has made me very ill and unable to function. I even had one 
turn up at my door unannounced late in the evening. When I broke down and couldn‟t 
cope she told me I had an attitude problem and my benefit would be stopped. I 
complained but nothing was done. The whole system acts against us and does not 
take our disabilities into consideration.‟ (Woman with ASC, 38) 
„Housing was very difficult because ... they were saying that I had made myself 
intentionally homeless when I attacked my wife. When the Aspergers diagnosis was 
realised this changed, after a lot of lobbying – all of this is so draining – dealing with 
people – I can‟t cope with change. I had to get a friend to take me to see the 
temporary flat – my anxiety got to the point that I could not function and progress the 
process.‟ (Man with ASC, 56) 
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It was clear that while having an ASC, or caring for someone with an ASC, was difficult 
enough at times, the systems in place to try and access social care services that should 
help were instead making the situation for many people far worse. 
 
5.3.2 The carer’s story 
 
This section is devoted to carers since they have played such a vital role in the lives of 
many adults with ASC. Carers in the study were mainly parents, but also partners, 
siblings, other relatives and friends. The SCIE research brief on access to services for 
adults with ASC cites a NAS report which found that 76 per cent of carers were without 
support, and 68 per cent had not had a carer‟s assessment (Mills and Francis, 2010). 
This project found similarly that only 37 per cent of carers (n=46) from the online study 
said that they had tried to access a carer‟s assessment, and most of this group found 
getting any support or advice „quite difficult‟ or „difficult‟ (66 per cent), with 25 per cent 
finding it „not possible‟. 
 
5.3.2.1 Determination of carers  
 
The determination and commitment of carers was striking. In the case of parent carers 
this had continued over many years and the role has involved what often appears as 
full-time, arduous work. Even where young adults have moved into supported 
accommodation, parent carers still felt the responsibility of ensuring that they were safe 
and happy, and carers told us about withdrawing their children from services due to 
their concerns about the adequacy of services. 
 

„I have had 25 years practise at accessing things for my son, I am very good at being 
very persistent and I do not take no for an answer, it‟s always “why not?”.‟ 
(Mother/carer of son with ASC, 25) 

„I just did it all from the start, I filled in lots of forms, obviously communication with 
professionals and parents and she‟s been getting all the allowances she‟s due, or 
entitled to since she was three or four, whatever age it starts. And again, people say, 
oh, you‟ll have battles and we didn‟t really, I guess we‟ve filled the forms in and gave 
them as much information as possible.‟ (Father/carer of daughter with ASC, 25) 
„Due to lack of care [by an autistic organisation] we pulled our son out of his supported 
living placement in April last year. All support services have usually been a last minute 
arranged provision. Since April he had support from a local agency arranged via social 
services. He had numerous support workers so whilst he had support it was very 
difficult to access experienced staff in autism – they didn't have a clue.‟ (Mother/carer 
of son with ASC, 21) 

Much of the discourse of „battle‟ discussed in Section 5.3 is about carers battling for 
services, and this battling continues over long periods of time, often years. The carers 
we heard from were unlikely to give up, even though the price they were paying was 
high in relationship to their own health and wellbeing. 
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„I have been in touch with my NAS contact and am now ready to do battle with my 
local authority to provide help for my son.‟ (Mother/carer of son with ASC, 20) 

„We have had to constantly complain to get basic support.‟ (Mother/carer of adult with 
ASC, 28) 

„I started writing to the authorities as a matter of urgency in 2006 and nothing was 
done. I wrote to my MP in 2008 and finally got a reply from the authority, but nothing 
was done. I got a meeting with adult services in Oct 2008 and nothing was done. A 
whole group of us met with [services] in 2009 on several occasions and nothing was 
done and we now have the possibility of more meetings in 2010 and still nothing is 
being done. We are all tearing our hair out!‟ (Mother/carer of son with ASC) 

„I know they know that I will battle on but over the years you just get drained with the 
constant rejection. I think they make the process on any services so difficult and time 
consuming they hope we all will just give up – and I think many do!‟ (Mother/carer of 
son with ASC, 20) 

 
 
Carers are knowledgeable about the needs of the cared-for person and many become 
very knowledgeable about services. The range of strategies developed to cope at times 
reads as tips for other carers. 
 

„As I don‟t want my son to go in residential provision, I have been asking about the 
need for specialist day provision. And I‟m not just talking about being given an 
individual budget so that I can recruit my own carers to take him out each day, I‟m 
talking about a specialist centre where he can continue to access the high input he 
needs at all times to help him reach his full potential.‟ (Mother/carer of young adult 
son with ASC) 

„It took a week to get response from the manager. We found emails helpful for 
keeping written record.‟ (Mother/carer of twins with ASC, 18) 

„We have found if somebody says they are going to do something you give them a 
chance then you chase them to see if they‟ve done it.‟ (Mother/carer of young adult 
daughter and son, both with ASC) 
„It wasn‟t the person at the service themselves but someone higher up in the 
management that I actually complained to and did make a bit of a fuss and it does 
make you wonder if that is what it takes. If you are the type of person who will 
complain and make a fuss, you are the one who gets the services.‟ (Mother/carer of 
daughter with ASC, 25) 

 
 
The strategies might include using friends and contacts where these were available. 
Carers talked about educating themselves and their cared-for people so that they were 
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better equipped to obtain services, and being involved with training and informing others 
as well. Determination did reap benefits, in some cases, although in one respondent‟s 
case it also seemed to be about being in the right place at the right time, demonstrating 
the sometimes haphazard nature of getting support. 
 

 „So one panicky telephone to a friend who happens to be a local councillor married to 
the deputy leader of the council who told me to get in touch with the head of children‟s 
services in [city] because she knew her as well. [She said I should] point out that I 
had to go to work and my husband had to go to work as well and that was fine so long 
as nothing disturbed the routines. But if something disturbed the routine, we couldn‟t 
guarantee her [daughter] safety, and social services had another look at this and said 
they didn‟t realise how severe the situation was and they would send some support.‟ 
(Mother/carer of daughter with ASC, 20) 

„It hasn‟t been simple and you‟ve had to work hard at it, I‟ve not actually been too 
unhappy with what [son] has been given, by any means, I‟ve been very satisfied all 
the way along that what we‟ve asked for after discussion and a bit of hard work on 
everyone‟s behalf we‟ve got where we wanted to go.‟ (Mother/carer of son with ASC, 
25) 

„That‟s why we tried to make my son much more informed about the condition, why 
I‟m doing a university degree in autism, why I am also doing some voluntary speaking 
for the NAS, going round different groups, to inform them and make other people 
aware of the system ... of what‟s happening and the condition.‟ (Mother/carer of 
young adult son with ASC) 
„I said … that I didn‟t want to complain about anything that‟s happened so far, because 
he did go to mainstream school and with ancillary help and then he did go to a good 
school that had boarding provision and then again, I did lobby for it … I did manage to 
get funding for him to go to the post-19 and we were lucky enough to get four years 
not three, because again it happened at an early transition, so social services paid a 
year and then the learning skills council paid three years which is the norm but we got 
a bonus year.‟ (Mother/carer of son with ASC, 25) 

 
5.3.2.2 Carers as ‘parents’ 
 
The majority of carer participants in this enquiry were parents of one or more adults with 
ASC (79 per cent, n=97). While the DH‟s 2006 report acknowledges the importance of 
parents continuing their role as carers, stating that „Parents often understand what care 
is needed better than professionals can. They are an invaluable source of advice and 
support‟ (DH, 2006 p21), parents often felt that their role was seen as holding their son 
or daughter back, or being overprotective. Carers felt strongly that they knew the 
individual concerned and as a result, know better than the professionals. Where there 
are moves towards independence, parents talked about feeling excluded from plans 
about services for their children, and this position may be experienced as one of 
„professionals know best‟ rather than the choice of the person with ASC. 
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„After 10 years asking for help my son has now been allocated a social worker.… The 
support plan has been talked about and in rough draft since September. Six weeks 
ago my son was talking to a Mencap worker about committing suicide, unbeknown to 
myself. The same afternoon social workers came round to complete his plan, but 
subjected my son to autosuggestion techniques and he verbally agreed to move into 
a hostel. They promptly said they were putting his support plan on hold and had a 
meeting without notifying me and I am now going to see a solicitor.‟ (Mother/carer of 
son with ASC, 19) 

„Professionals know best!?! They assume that our son is “not that autistic” until they 
meet him! As we are a middle-class couple, we must be exaggerating his difficulties. 
(We aren‟t, as all those that know him affirm.) Our son is non-verbal, does not make 
choices, therefore professionals can point at us and say “how do we know what he 
wants”, which begs the question “how do THEY know what he wants?” It seems they 
are only too willing to make decisions for him when it suits, particularly to save 
money.‟ (Mother/carer of son with ASC, 18) 
„I fail to see how an assessment from someone who doesn‟t work with autism is a fair 
assessment. This assessment is to identify his needs, which I feel is inappropriate 
considering he‟s been my son for 21 years and I know what his needs are.‟ 
(Mother/carer of son with ASC, 21) 

 
 
Service providers attempted to make sure that the views of the person with ASC were 
paramount, although some acknowledged the „inherent conflicts‟ in the situation. One 
manager from social services used the Valuing People agenda to rationalise practice, 
and it was noted that the focus by practitioners was often on learning disabilities, rather 
than ASC, emphasising again the „falling between services‟ nature of ASC. 
 

 
„We have to be clear to the young – or the person themselves, whose views have to 
be paramount. Now if the carers have a different view about the world that certainly 
should be recorded and taken into account, and sometimes we have to help carers 
understand that your son/daughter does want to have a relationship, does want to go 
night clubbing – we have a great nightclub in [city], run by people with learning 
disabilities and people get drunk and all sorts of things happen there.‟ (Service 
manager, local authority) 
 

 
Although service providers in social services seemed to feel that carers (in general) 
were infantilising their adult offspring because of learning disabilities, carers of people 
with ASC expressed the view that they wanted to support the independence of their 
children, but that ongoing family support also had an essential role to play. Parents of 
adults with ASC had been used to a very intense level of involvement in the lives of their 
children, and some parents said that they expected to provide this level of support 
lifelong. There was a view expressed that some services also expected this kind of 
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scenario to continue, with parents providing care and support. Parents may view their 
role as essential to the survival of their now adult child, but others were aware that after 
such intense involvement, they had difficulties with letting go, but appreciated that this 
had to happen. 
 

„I think involving the families is incredibly important.... I think if you find a good family 
unit for goodness sake incorporate it because that will save everybody a lot of time 
and energy. You‟re not always going to find a good family unit but that‟s life. So 
therefore I think assessing how everything works as a family unit, whether it‟s working 
in the best interests of the person with autism as a family unit and then asking the 
family what they think is the best idea when they‟ve decided that it works would 
actually help tremendously.‟ (Mother/carer of daughter with ASC early 20s) 
„My daughter requires my ability to interpret the world for her. She also suffers severe 
depression and OCD which mental health services are unable to offer any appropriate 
support for. She cannot see a future for herself.‟ (Mother/carer of daughter with ASC, 
25) 
„Because I still see her as a young child really and I find it difficult to relax and actually 
give her the opportunity to do the things that now actually she‟s capable of, so that‟s 
my problem, so there was never any question of her coming home.‟ (Mother/carer of 
adult daughter with ASC) 

 
 
Parents were sometimes supported in their caring by a network of parents who had 
come together in groups to provide services when the agencies had failed to do so, or 
to provide the best information on services that were available. 
 

 
„I just did it all from the start … there‟s a network of parents who‟ve done it, so they tell 
you the things to put in and she gets Severe Incapacity Benefit, Disabled Living 
Allowance, and that all goes towards funding her placement.‟ (Father/carer of daughter 
with ASC, 24) 
 

 
We were told of many instances of parents organising and providing services, from 
education to support groups to residential units, that then benefited others in the 
community beyond their own children. 
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5.3.2.3 Carers’ support 
 

 
„The true level of functioning is not acknowledged or properly assessed due to the 
level of support given by the family.‟ (Mother/carer of young adult with ASC, 21) 
 

 
The level of support that carers were providing for those they cared for is sometimes 
underestimated, and this may hide the extent of need in the autistic population. Some 
carers are doing a huge job caring for people with ASC. Carers pay a high price in not 
attending to their own needs, and many have other family members to care for as well. 
For some this had had a negative effect on their own health. One service provider 
argued that carers were crucial and deserved more support. 
 

„I am aware that as he ages and when our mother dies, I will just be reaching the 
time when I will be more free. I have two teenage children. I feel as though I will be a 
carer for life and just want some support – but there is so little out there.‟ (Sister of 
man with ASC, 59) 

„The main effect is to have increased my own personal anxiety and stress which has 
caused my own mental health to deteriorate.‟ (Father of son with ASC, 23) 
„A lot of work needs to be done with parents, parents don‟t get the training, parents are 
the ones working with this all the time, they don‟t get the training, they don‟t get 
anything.‟ (Service provider, manager of residential care home) 

 
The move towards personalisation has had a mixed effect. In the story given below, the 
mother of a young man with ASC provided the details of what were potentially major 
changes in funding and service provision, and the impact of this on carers. In the 
excerpt that follows, a carer described how personalisation had an unintended 
consequence of increasing the caring role. 
 

„We‟re in a situation where we negotiated with social services to have an in-control 
budget. It‟s not quite the same as direct payments which they used to use, although 
it‟s similar, but it‟s a newer development where you put in two things. Basically you 
put in your bid and explain what you‟ll do and how‟ll you‟ll spend the money and what 
your needs are, so you have to put together like a workbook of what your needs are, 
how you could meet those needs and who will look after those needs. They give a 
nominated person, which is me, an in-control budget, which is more than direct 
payments used to be but obviously I have to mind the books and keep records and 
that sort of thing. That‟s what we chose and that‟s what we‟ve done for three years 
but we are the point where we want to move on…. We‟re trying to manage it with 
basically one member of staff which is his dad who is a former teacher, and then 
other care provision which isn‟t local to us, and that‟s been a problem. So the 
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problem‟s getting additional support so [son] has a variety of carers and a variety of 
experiences. That‟s why I wanted to meet up with you, to say that even when you put 
in a bit of money, service provision is still lagging behind.‟ (Mother of son with ASC, 
25) 

„Personalisation means my son gets the money – which would include the fact that he 
is meant then to have less care from me. I have to do all budget/arranging so there 
has been a shift, but an increase in my workload in caring.‟ (Mother, adult son with 
ASC, 23) 

While it is of course vital that the needs and wishes of adults with ASC are paramount in 
the minds of those providing services to them, it is equally vital that those people who 
have been caring for them, and may continue to do so for many years to come, are 
considered and treated with respect. 

5.3.2.4 Carer’s assessment 
 
Carers in our study appear in general to have not been receiving assessments under 
the carers legislation. As mentioned earlier, only 37 per cent (n=46) said that they had 
even tried to access assessment, and 10 of these carers had found that it was not 
possible at all. In the first case quoted below, the carer believed she did not receive an 
assessment because her husband was not deemed eligible for services, even though 
she should have been eligible for an assessment in her own right. Carers told stories 
about their unsuccessful attempts to access help for themselves, including being turned 
down multiple times, sometimes for reasons that they thought had been interpreted 
incorrectly. 
 

„I was not eligible for support as a carer because my late husband was assessed as 
not qualifying for social care – the two are linked it appears. The local branch of Mind 
couldn‟t help as they provided services to the local authority for those assessed as 
being eligible.‟ (Female carer, late husband and young adult son with ASC) 

„I have been everywhere for additional support but told no resources. I have had to 
take four months‟ sick leave from my job in the NHS as a health visitor to cope with the 
stress of supporting everyone in the family.‟ (Female carer, husband, young adult son 
and younger daughter all with ASC) 
„We‟ve had two or three carer‟s assessments, but had nothing out of them. Not for 
either child. It wasn‟t the finalised carer‟s assessment ... there were just one or two 
things we weren‟t happy with ... and they‟ve never sent us a final copy of the carer‟s 
assessment.‟ (Mother/carer of young adult son and daughter both with ASC) 

 
 
Many carers were unaware that they were entitled to an assessment in their own right, 
and said that they were fortunate to have met someone who told them about the 
process. There were cases reported where carers had only received an assessment as 
a last resort, where poor health or crisis had driven it. 
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„Gran wrote to social services after I had a breakdown. I got services through Gran 
having a carer‟s assessment.‟ (Woman with ASC) 

„I felt that I could cope but now realise this is not the case. No one really explained 
what I was entitled to until I did have an assessment last year.‟ (Mother of man with 
ASC, 31) 

 
 
It seemed as though a lack of well-flagged information about the availability and 
intentions of carer‟s assessments prevented carers from receiving the help that they 
needed many years before. 
 
5.4 Good practice: ideas and examples 
 
In this section we present both what we were told would be helpful, that is, ideas to 
make access easier for people with ASC, and examples of what were described as 
good practice. 
In the „ideas‟ section we look at what both people with ASC and carers said was 
needed, and to some extent this requires further highlighting of the gaps that were seen 
in current provision and thinking. 
The examples of good practice tend to be personal and practical in relationship to 
people with ASC and to their carers, rather than structurally related to the way access is 
organised professionally. Specific services are not named; there are „best practice‟ 
examples which name these in an array of other publications, such as Better services 
for people with an autistic spectrum disorder (DH, 2006) or Fulfilling and rewarding 
lives: The strategy for adults with autism in England (DH, 2010a). Here, instead, we look 
at strategies and practices that helped people, since this came from across England, 
rather than just the three geographical areas that we focused for more in-depth work, 
and related more to the people involved rather than local policy or organisations. 
 
5.4.1 What was wanted 
 
Because of the struggles reported in „Barriers to access‟ and „Personal impact‟, it 
became clear that support needs that would support independent living were not being 
met for many adults with ASC, and their carers as well. It seemed important to outline 
some of the themes that arose that signified the not-unreasonable wishes for adults with 
ASC to live a fulfilling life. Some of these are ideas to improve the processes that led to 
accessing services; for instance, a carer who was herself a health professional argued 
for the integration of many of the currently separate assessments: 
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„Why are they having a carer‟s assessment and a person who‟s being cared for 
assessment? Surely you need to look at how the care is provided, so it‟s the situation 
that should be assessed and the effects it‟s having on everyone involved.… I think 
they could also integrate the assessment from the speech and language therapist and 
the health assessment. All these things that are fragmented I‟m pretty sure could be 
integrated better than they are at the moment.‟ (Mother/carer of daughter with ASC, 
20) 

 
Others focus on practical issues, and the need for better signposting, inclusive practice 
and help for independent living. 
 
5.4.1.1 Practical support 
 
The role of practical barriers to help in preventing people from accessing services was 
discussed in Section 5.2.3. Some of these were related to being more flexible in 
communication styles, or ensuring that travel could be undertaken safely and with as 
little anxiety as possible. Providing „small‟ amounts of practical help could have a big 
impact, as this person with ASC from the NAS consultation group noted when asked 
about changes they would like to see to services. 

 „What is bad about this service? Not good at fixing things in the house; I have damp 
on my bedroom wall; I didn‟t get to choose who I live with when I first moved in. What 
would you change about your worst service? Put the fan on in the toilet; new handles 
by the bath; doing something about the damp; new toilet downstairs.‟ (Adult with ASC 
and higher communication needs, NAS consultation group) 

 
People spoke of the need for keeping on top of everyday letter opening and bill paying, 
that it seemed that many people with ASC would ignore while managing other aspects 
of their daily lives. These sorts of small-scale services could prevent crises. But services 
that offer the kind of practical help that is sought after are not seen as available. 
 

„As an adult with Asperger‟s syndrome I feel cut adrift from help when I need it as 
there are so few organisations that can offer any practical help.‟ (Man with ASC) 

 
5.4.1.2 Information 
 
People with ASC were vocal on the poor quality information available to them. Benefits 
information was a particularly sore point. And if a person with ASC had no family 
support, the need for advocates was mentioned here. Carers also complained about 
poor quality information, and there was a belief expressed by carers that information 
was being withheld intentionally, particularly by local authorities. 
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„Information wasn‟t clear about ESA claims and I had to get the information from NAS 
instead of the benefits agency who didn‟t return my calls.‟ (Woman with ASC) 

„People give inconsistent information in benefits offices/phone lines etc and you get so 
anxious you communicate poorly with them.‟ (Woman with ASC, 35) 

„I want to do further qualifications etc but don‟t know how to get funding and am 
worried about coping with courses.‟ (Woman with ASC, 40) 

„Making sure there are professional advocates to make decisions and translate 
information if there is no family network.‟ (Woman with ASC, 24) 

„Lack of information is a big issue as we are not really aware of what is available and 
how my daughter can access it.‟ (Mother/carer of daughter with ASC, 18) 

„The is so much information on the internet but to find actual help it is like fighting your 
way through a jungle of information.‟ (Mother/carer of daughter with ASC, 22) 

„The lack of information – it is terrible that you don‟t get any information, you get 
reams and reams of things sent from carers champions which is a local thing and this 
newsletter turns up and its oh we‟re doing this and we have this coffee morning but 
it‟s just....‟ (Mother/carer of daughter with ASC, 21) 

„I think social services tell us what they want us to know. I think you need to source 
information from a variety of places to get the whole picture.‟ (Mother/carer of twins 
with ASC, 18) 
„When you‟re trying to get services for your child, I would say that not all the 
information and advice has been available, that the authorities will give you as little 
information as possible ... they will answer questions that you have asked … but at the 
beginning of the process ... and you gradually learn as you go through the process that 
there are questions that you should have asked ... but it hasn‟t been indicated that you 
should ... they‟ll only give you as much info as you ask for.‟ (Mother/carer of young 
adult son with ASC) 

 
 
The transition stage (see Section 5.2.3.6) is one where absence of information is 
particularly acutely felt. And as one carer pointed out, it would be tremendously helpful 
to have a single access point to information, so that clear and open signposting 
occurred. 
 

„As my daughter is just leaving children‟s services and is moving into adult services, I 
am very unaware of what services etc are available to her. It is really difficult to try and 
find out who can gather appropriate information and help. Most of the services I have 
sourced have been done through my own efforts and the knowledge of my friends.‟ 
(Mother/carer of daughter with ASC, 18) 



Access to social care for adults with ASC 
 

85 

 

„Why can‟t you just give us access to good information, why isn‟t there anywhere we 
can go to one spot and be given a complete lot of information?‟ (Mother/carer of 
daughter with ASC, 21) 

 
 
5.4.1.3 Independence 
 
Independence was a big theme for both people with ASC and their carers, and many of 
the themes already explored related to people‟s attempts to access services that would 
support this. Carers and adults with ASC reported finding it difficult to access services 
that might support independence, and it often took a long time to access appropriate 
services, which had an impact on carers‟ lives as well. Respondents commented on the 
impact on the mental health and wellbeing of the carer and those cared for. 
 

„I‟m on the local authority waiting list for social housing and have been for five years. I 
would very much like to be independent. I feel I am a drain on my family. I have a 12-
year-old sister who has also been diagnosed with AS. My mother can‟t cope with me 
anymore! I know I‟m hard work!‟ (Young man with ASC, 22) 

„We want our daughter to gain as much independence as possible [suitable 
accommodation] which we think is right move for her but have been left in limbo. Our 
daughter has a poor sense of how she looks, she has no mirror use, she is slow in 
the mornings getting ready and needs support to get out in time, she needs reminding 
to bathe and wash her hair and brush it properly. But emotionally she wants to grow 
up like her friends and be more independent from mum.‟ (Mother/carer of daughter 
with ASC, 27) 

„After nearly five years we are just beginning to have hope that he will at last have a 
stable care package, which can slowly be increased in order that I may have my life 
back.‟ (Mother/carer of son with ASC, 23) 

„I‟m worried that he will become depressed and feel that his dependence on me is not 
good for him, but it‟s a real struggle to find him the support to become more 
independent.‟ (Mother/carer of son with ASC, 21) 

 
 
Specific difficulties with social care services were mentioned in this context, and 
difficulties were also reported with health services. However, some service providers 
appeared to downplay the ongoing role of carers, particularly in the context of the 
Valuing People agenda. 
 

„We have tried for a social worker which fell at the first hurdle. We asked for respite 
residential type care as this would have been preparation for independent living – we 
were offered a placement with a single mother with three children under five. It was not 
appropriate to our needs.‟ (Father/carer of son with ASC, 18) 
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„The other problem with the mental health trust is that they did not respect or value 
what I had to say, as the person who knew my husband better than anyone. We had a 
fundamental disagreement about whether or not my husband was able to live 
independently in the community – the trust said he was and my husband and I both 
said he wasn‟t.‟ (Female carer, husband with ASC) 

„Of course mental capacity changes things. All their life they‟ve tended to assume that 
their son/daughter doesn‟t have capacity because they‟ve got a learning disability. 
Therefore they can‟t make these decisions. Of course, quite often people can make 
decisions if it‟s done in a different way, or part of the decision if not the whole decision, 
but you don‟t rule out the decision-making process. So there are some inherent 
conflicts. We don‟t always talk directly to carers, but we make sure they know what 
we‟re doing.‟ (Service manager, local authority) 

 
This last quote raises the issue of ongoing support, and the advocacy role that many 
carers take even when the adult with ASC lives independently, and asks the question of 
how can carers know what is going on if service providers won‟t talk to them? One carer 
talked about how support may be available for current difficulties, but with little 
opportunity for planning for „mid and long-term prospects‟. Yet clearly the needs of 
people with ASC and arrangements for their support do not remain static. Several 
service providers from the third sector spoke of the transient nature of their provision, 
which was sometimes a stopping point for those who had been in crisis, or were 
transferring from home to supported living. The following story provides a detail on this 
point and also underlines the ongoing role of family support for the person with ASC. 
 

 
„And so she‟s now in a supported living, it‟s a residential home really, she goes off to 
college, somebody sleeps there at night, someone‟s there during the day, there‟s a 
group of other residents, quite mixed ability. But we‟re now at the stage where she 
wants to move on again, because she wants to move to less residential, more 
supported as in someone comes in couple of hours a day to make sure she‟s doing 
the cooking, the cleaning and doing this, that and the other. [London borough] are still 
involved because they are now funding this … she‟s the adult, so actually whatever we 
say doesn‟t have any weight, although the person who is currently her manager is very 
good at listening to us and our anxieties. And so we‟re now at the stage of 
renegotiating again with [London borough] because [daughter] wants to move on again 
but [London borough] say to M “well you can‟t move straight from this environment to 
something as free as that because you haven‟t yet developed those skills to budget”. 
She doesn‟t understand money, if you put a ten pound note in her hand, she‟d 
immediately go and buy tobacco and top up her mobile phone. She has no notion that 
that a ten pound note could be stretched out over a couple of days. I manage all her 
benefits, I‟m her appointee, they come to me and I pay them into an account for her so 
she‟s only got so much money a week to spend. At one stage we tried to hand it all 
over to her so that everything was paid in for a month and she spent it all in the first 
day, so those sorts of things. So she‟s at that stage where she wants to move on, but 
she‟s not yet ready to move on.‟ (Mother/carer, adult daughter with ASC) 
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5.4.1.4 Inclusion 
 
Another big issue was social inclusion. Although people with ASC and their carers did 
not use the language of „inclusion‟, there was an emphasis by both people with ASC 
and their carers on the value of „normal‟ activities. These are not necessarily specific to 
people with ASC, and some of the difficulties in attending social events where sensory 
issues arose were mentioned. People with ASC talked about the value of ordinary 
activities such as playing football, going to the cinema and walking. A mother talked at 
length about the value of her daughter having the opportunity to attend a disco for 
people with learning difficulties organised by the local university, and how this would be 
impossible for the mother to organise herself. Being able to go on trips and holidays 
was also important, and this was reported as the “one good thing every service should 
have” by one respondent. There were, however, reports of trips being vulnerable to 
cuts, and in the light of recent threats to cut the mobility benefit of disabled people in 
residential homes, this seems likely to worsen. 
 

„I would much prefer to be included in a social group which was open to anyone. In 
addition, I find it difficult to cope with some people with Asperger‟s.‟ (Man with ASC, 
35) 

„My husband could have attended a local Mind cafe but he couldn‟t tolerate it as most 
mental health service users smoke and he couldn‟t cope with that.‟ (Female carer, 
husband with ASC) 

„That I get to go on trips that interest me with people that I like and like the same things 
as me.‟ (Adult with ASC, member of NAS consultation group) 
„I used to be able to go the theme parks with supporters but my funding has been cut.‟ 
(Adult with ASC, member of NAS consultation group) 

 
 
People with ASC and their carers talked about the importance of friendships and 
relationships. One person with ASC from the NAS consultation group pictorially 
represented the problem, highlighting the stress this was causing him. 

 „No girlfriend, hard to have a relationship. No job!! I am alone!! And stressed out.‟ 
(Adult with ASC, member of NAS consultation group) 

 
There was the recognition that for some to achieve relationships, help was needed, to 
negotiate social skills and body language. 
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5.4.2 Things that helped 
 
5.4.2.1 Why some services are easier 
 
Carers in particular spoke about aspects of their situation such as their profession that 
made accessing services easier. Independent financial means also made it easier for 
carers to support independence. 
 

„Accessing dental support was easy because I have contacts as I am a nurse, 
otherwise it wouldn‟t be possible.‟ (Mother/carer of son with ASC, 25) 

„We were also helped by the fact I work in a local authority learning disability team and 
have contacts through that.‟ (Mother/carer of son with ASC, 19) 
„As long as we were able and willing to pay, e.g. a PA [personal assistant] to 
accompany him on holiday was more than £600.‟ (Mother/carer of son with ASC, 19) 

The services that most adults with ASC in the online surveys found „easy‟ to access 
were specialist autism services (34 per cent) and dentists (33 per cent). Although the 
former was expected since these are the services with most knowledge and 
understanding of ASC, the latter was unexpected. Asked further about this in follow-up 
emails or through face-to-face interviews, replies indicated that while some visits had 
been made easier through professional knowledge or a carer working in dentistry, 
others had been through a careful preparation – increasing their knowledge and 
understanding – of the dental surgery. Respondents with ASC who said it was easy 
going to the dentist also told us that they used dental surgeries that were organised with 
a range of clients who might be fearful, such as people with learning disabilities, in 
mind. Specialist knowledge of the needs of clients with disabilities made accessing care 
easier. 
 
5.4.2.2 Key people and organisations 
 
People with ASC and their carers reported how certain people and/or organisations had 
been key in helping to access services. Although the term „champion‟ had been used to 
describe individuals within an organisation who were driving through a programme of 
improved service for adults with ASC, the key people here were likely to be service 
providers who were doing their jobs well. For instance, although many respondents had 
told of episodes where they had been let down by local health services (see Section 
5.2.2.4), the GP was also most often identified by respondents as the key person in 
understanding their needs and organising support, with positive comments made about 
their role in making referrals. We heard examples of long established relationships with 
GPs, sometimes from childhood, and of people with ASC and carers travelling distances 
to maintain this contact, worrying about the time when the GP would retire. 
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„Except for my GP I have found no understanding of autism.‟ (Man with ASC, 32) 

„I found my GP very helpful in referring me to be assessed for Asperger syndrome, but 
the first psychiatrist I saw was very unhelpful, and my GP referred me to a different 
one.‟ (Woman with ASC, 36) 
„The most helpful thing to me has been working to develop a very open and supportive 
relationship with my GP who can then mediate in terms of other health professionals I 
need to see.‟ (Woman with ASC, 30) 

 
 
A range of other people was also cited as key. These included social workers, teachers, 
support workers, advocates, counsellors, care managers and housing support workers. 
In some cases people with ASC and carers had seen other less helpful workers initially, 
and were only able to tell a positive story when a professional who took an interest in 
the condition and the situation was introduced to the picture. 
 
The organisation mentioned most often as being helpful was NAS. 
 

 „The NAS – excellent service – if they were not there to guide me I would have not 
been here to write this – they understood from my descriptions that it was very likely 
that my problems were autism – they provide documents which help my 
understanding.‟ (Man with ASC, 58) 

 
In addition, other specialist organisations were cited as important, for example, autistic 
community trusts and societies, as well as other voluntary sector organisations that 
specialise in autism. Organisations who serve a wide range of people were also cited, 
such as the Citizens Advice Bureau. 
 
5.4.2.3 What works well 
 
One of the most creative stories we heard about service provision was from a service 
provider who used an individualised budget scheme to enable the purchase of a car. 
The service provider described how this purchase had to be signed off by senior 
members of the city council. It opened up other possibilities for the young man with 
ASC, allowing him to take part in activities such as camping or being able to carry out 
normal daytime routines that he was unable to do otherwise without great expense and 
anxiety. This strong focus on assessing needs, and reassessing them regularly, was 
seen positively by some service providers, and addressed the challenge of the changing 
need of individuals. 
 

„That‟s the support plan – you can be as imaginative as you want. You can have 
breaks by going away, or other stuff – one young man bought a car. The biggest 
example I‟ve got is maybe two years ago, the request I had, was this man who 
wanted a car, a man with autism, who was phobic about buses, couldn‟t go on buses. 
The mother had her own health problems, dad had very significant ones well, and was 
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being hospitalised. He had a brother who had come up from [city] who wanted to take 
him camping but couldn‟t do it because there was no transport. And buying a car 
actually meant that he could travel without taxis, save a thousand of pounds of money 
in about six months on taxi fares. He had a PA and did go camping several times 
which was the breaks he had, he could also go to his day activities when he chose to 
because he was able to get to and from them as he chose to do it – and all those 
things were covered by buying a car.‟ (Service manager, social services) 
 
„If someone has a need being met then it might not be eligible for the local authority 
because it was already being met somewhere else – what this does is assess 
someone without any recognition of any services, just assess their needs. And then 
play eligibility in, whether it‟s a formal funded arrangement, such as a need for work 
and learning, then they‟ll have points but they‟ll be ineligible for those points. Of 
course, then they leave college they‟ll get those points back and they‟ll get more 
money, so they can then do something in the day to replace college.... I love that 
system because the assessment doesn‟t change, what changes is the amount of 
points you have that then become eligible.‟ (Service provider, local authority) 

 
 
A carer described negotiating a web of services, and how becoming registered as 
having a disability with the local health authority then allowed other services to follow. 
Others described how finding suitable supported or residential housing, sometimes with 
local third sector organisations, allowed the person with ASC they cared for 
independence and wellbeing. 
 

„You asked a question about social life for [daughter]. What did happen is that we had 
trouble getting her a bus pass ... in order to get a bus pass you have to be registered 
with the health authority but it‟s the council who issues the bus passes, so that is 
someone else we‟ve had to speak to, the health authority who had to register her as 
being disabled, now we‟re registered with these people as her having a disability. She 
then got a letter in the post saying there was a disco organised by one of the 
universities for disabled people. She desperately wanted to go, fortunately one of the 
care assistants was young enough to reasonably take her and she went and loved it, 
and through that she got contact that the other university was organising something 
and she went to that, otherwise she wouldn‟t have a social life.‟ (Mother/carer of 
daughter with ASC, 20) 
 
„Our biggest concern was what would happen when she was 18. Fortunately this 
house opened, coincided with it, because we‟d looked at probably half a dozen places, 
none of which we liked. And then the guy that was working with us, the social worker 
or whatever he was, took us to this place that wasn‟t open and that had been bought 
by or leased by the [county] Autistic Community Trust and it was really nice and she‟s 
been there and been very happy.‟ (Father /carer of adult daughter with ASC, 24) 
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Comments by service providers in response to the question about what works well 
tended to fall into two categories: first, comments about services that were tuned to the 
needs of individual people who use services and specifically people with ASC, and 
second, comments about the quality of staff, referring specifically to training. The 
personalisation agenda was cited by one manager as a constructive way forward for 
people with ASC, even without a diagnosis, since it was intended to focus on individual 
need. 
 

„Assessment based on need, not diagnostic category.‟ (Service manager, local 
authority) 

„Our area has now set up an Autism and Aspergers Team to promote inclusion and 
good practice with this client group, and hopefully in the future many other local 
authorities will do the same.‟ (Social worker, local authority) 

„A transition team with a great deal of experience with working with individuals with 
ASC.‟ (Manager, residential home) 

„A small home providing person-centred planning based on individual needs and 
preferences.‟ (Registered manager, care home for people with ASC) 

„Well trained staff with insight into communication and behavioural needs. Staff that 
provide consistency, routine and a controlled environment appear to have to best 
results.‟ (Social worker, local authority) 

 
„Social workers that acknowledge ASC is a specialist area and needs that specialist 
support.‟ (Director, private sector residential and supported living) 

 
 
5.4.2.4 Services that work 
 
Services provided by autism-specific organisations were most often commented on as 
services that work for people with ASC. The services might on one level be quite 
practical and simple, but provided the means for taking part in social life. 
 

„Best service? ASGMA – Autism Society Greater Manchester Area. What do you do 
there? Trips, learn to cook, play football, go to cinema, walking. What is good about 
this service? Gets me out of the house to meet people. Learning skills that will help 
me in later life.‟ (Adult with ASC, member of NAS consultation group) 

 
There were also positive views of the treatment by some psychiatrists and other mental 
health professionals. The relationship of good, friendly staff to „services that work‟ was 
clear, and allowed one young man with ASC to attend the benefits office with minimal 
anxiety. 
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„The diagnosis service in [city] was very good. It started in 2007. Before that people 
had to be referred to London which wasn‟t easy to get to. After the diagnosis I received 
follow-up appointments with a psychiatrist who tried hard to find me support in my local 
area, but there wasn‟t really anything as I don't fit into either mental health or learning 
disability categories.‟ (Woman with ASC, 36) 

„I then had to wait a year for the CBT. It was excellent and has helped me 
enormously.‟ (Woman with ASC, 47) 

 „Visiting the benefits office was difficult as this was when I first went in to claim 
benefits and was running out of money and was worried. The staff though were very 
friendly and helpful.‟ (Woman with ASC, 48) 

 
Specialist autism teams within mainstream services provided another way forward. One 
story about transition described how a local college was able to integrate a young 
woman with ASC into the work and she was able to then move into mainstream 
courses, thanks to the good support and knowledge that was provided by staff. 
 

„Very fortunately we had bought a house across the park from a local college … that 
has the autism support unit for this area in it. At the same time, even more fortunately 
there was a vacancy in their skills build programme and whilst we felt that it was 
geared more to people with learning disabilities rather than anything specifically 
related to people with autism … it was something and a way for her to settle in. And 
she settled in so well that the teachers encouraged her to apply for a couple of 
mainstream courses the following year and she got a place on the Art and Design 
course and then she was able to access for the first time ever in her life a mainstream 
education in art and design with support from the autism team.‟ (Mother/carer of adult 
daughter with ASC, 22) 

 
5.4.2.5 What would help? 
 
Throughout the qualitative findings there were pointers to what people with ASC and 
carers thought would help. There was an eloquently worded aspiration about the Autism 
Act, which expressed the wish by people with ASC to be better understood and 
accepted “as we are”. 
 

 „I really hope that the Autism Act provides a greater awareness of ASD. If there is one 
thing people with ASD want and need, it is greater awareness. We want people to 
understand us and to accept us as we are. We do not want cures or medical 
interventions, just understanding.‟ (Woman with ASC, 52) 
 

 
The participants from the NAS consultation groups were asked about one good thing 
that every service should do and replied with a wide variety of views. But there were a 
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number of comments on the topic of understanding individual need, and others about 
sharing activities with likable, like-minded people. 
 

„People who understand a person‟s individual requirements.‟ (Adult with ASC, member 
of NAS consultation group) 
„That I get to go on trips that interest me with people that I like and like the same things 
as me.‟ (Adult with ASC, member of NAS consultation group) 

 
 
Similarly, participants with ASC spoke of the need for promoting relationships and social 
activities, which most people aspire to, and which should be included in person-centred 
planning around needs. A different kind of response from someone living in a supported 
housing facility was a wish for pets. This expression that they wanted their lives to be on 
par with „normal‟ living, where a pet would be a fair expectation is part of what would 
make supported living more socially inclusive and provide independent, „adult‟ living 
even where support needs are high. 
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6 Conclusions and recommendations 
6.1 Limitations of the study 
 
The period between the original Commissioning Brief (September 2009) and the 
Amended Commissioning Brief (December 2009) was used in part to refine the aims 
and scope of the practice enquiry. Regrettably due to time and resource constraints, 
particularly as they related to ethical approval processes, several areas highlighted in 
the original brief were excluded from the final brief. These included: access to mental 
health service providers; access to young people in the education system; and 
exploration of JSNAs and how far they addressed ASC. 
 
The scope of the study was very broad with the focus on people with ASC, carers and 
service providers. Many important issues were raised which in the limited time available 
we were able to only partially explore. The breadth does, however, signal areas for 
further exploration. 
 
A number of different strategies were used to access data, including, for example, using 
NAS groups to access people with communication issues. However, in the process, 
insufficient attention was paid to collecting associated demographic data from all 
sources, notably the NAS consultation groups, the face-to-face interviews separate from 
the online data and carers of people with ASC. In particular, in relation to ethnicity, NAS 
hosted the online consultation and their approach to collecting data about ethnicity was 
adopted. This was not as specific as it might have been and, for example, did not break 
„British‟ down into any categories. 
 
Strategies used to collect data relied on people volunteering to participate. This may 
have resulted in a sample of people who had, for example, particular concerns about 
access to services, and might explain the recurring stories of barriers to services. 
Equally, the service providers who chose to reply were those with a particular interest in 
ASC, which in view of the low response from this group suggests that this area has not 
been a priority for practitioners. 
 
The broad scope of the study has particular implications for a „good practice‟ discussion. 
We have discussed „what works‟ from the subjective perspective particularly of people 
with ASC and their carers, and to a more limited extent from service providers. An initial 
aspiration of the research team was to map „good practice‟ in the site visits to particular 
parts of the country by interviewing people with ASC, their carers and their service 
providers. This might have provided an interesting opportunity to triangulate and cross-
reference responses. However, it proved not possible in the time available to identify 
and engage the relevant service providers who by and large did not readily come 
forward, particularly from the statutory sector. Ethical considerations prevented us from 
contacting health service professionals as well, many of whom were the main service 
providers for participants in the study. Consequently, it was only possible to report what 
we were told and not follow up with more in-depth exploration of what services were 
offering. 
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Optimally, it would have been useful to have achieved access to a wider range of 
people with ASC. Not unexpectedly, the bulk of ASC respondents to the online survey 
had a diagnosis of Asperger syndrome (79 per cent). A smaller proportion (49 per cent) 
of carers who responded were caring for people with Asperger‟s. And, of course, it 
cannot be assumed that the Asperger‟s group are homogeneous and they vary widely in 
their needs. 
The study was limited in scope to service providers from social care services and it 
proved difficult to access these providers to the extent that had been hoped for. Due to 
the limited time and resources available, service providers from health services were 
not included. 
The study is limited in its analysis as it was beyond the scope of the study to underpin 
findings from the analysis of this data with that from other studies. This was particularly 
regrettable in light of the SCIE research briefing Access to social care and support for 
adults with ASC, published in April 2010 (Mills and Francis, 2010), although reference is 
made to this review in the practice enquiry report. 
 

6.2 Conclusions 
 
In the following discussion, our focus is on the „big issues‟ as there are many issues and 
it would be too easy here to „lose sight of the wood for the trees‟. 
 
Lack of understanding of ASC and of related skills and knowledge is pervasive, 
among both social care and health professionals, compounded by ASC being a 
spectrum of conditions and not one homogeneous picture. Autism-specific services may 
help, but more important is a better understanding of the needs of people with ASC by a 
wide range of staff. 
 
The range of problems with access to a diagnosis of ASC is a major issue. The 
depth and extent of unhappiness with the problems of accessing a diagnosis expressed 
by people with ASC and their carers was surprising to the research team. An argument 
was put by a service provider that personalisation was what mattered with its focus on 
needs rather than labels. However, the realities for most people with ASC and their 
carers is that diagnosis or a label of some kind is essential to access services, and 
assessment for personalisation appears unlikely to take place without it. 
 
The struggle to be accepted as eligible for services is another compelling story. The 
personalisation agenda was discussed by service providers rather than people with 
ASC and their carers. Concerns were expressed that it would result in fewer choices 
available, particularly in the context of specialist residential services that were costly, 
and that a move to increase provision in the community would reduce the quality of care 
available. 
 
Concerns about lack of suitable services were also strongly expressed and the 
related lack of understanding of ASC shown by many social care and health 
professionals is compelling. This concern extends to non-professionals who occupy 
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important roles gatekeeping services, such as people on the front desk or reception 
services. 
 
Falling between services and being passed around services were major issues. 
Most often this was about falling between social care, particularly learning disability 
services, and mental health services; and it was also about falling into services 
inappropriately in order to try and access services. It may also be about falling between 
other services such as benefits and housing services. The outcomes can be enormous 
frustration for people with ASC and their carers, and there can be serious repercussions 
with matters reaching a crisis before services intervene. Being dropped from services 
was a story that did not often occur but is one to bear in mind as public sector funding 
and services seem likely to be cut. 
 
The practical barriers to access draw attention to barriers which most of us do not 
even think about in our daily lives. For people with ASC and their carers these prevent 
access to assessments of all kinds, including routine medical and dental examinations 
and treatment. The barriers also include poor communication by service providers 
which, when interacting with the communication difficulties of people with ASC, can 
create a downward spiral in working together between people with ASC and service 
providers. 
 
Access to services for people with ASC who have challenging behaviour is 
particularly problematic, and it appears to be acute at the transition stage. This may be 
a problem with violent behaviour and on a very few occasions we learned about 
interventions by the criminal justice system. However, challenging behaviour were much 
more likely to be discussed in the context of ritualised or compulsive behaviours that 
challenge social norms and create barriers to accessing daily living supports such as 
transportation or education and training. 
 
Transitions between children’s and adult services heighten the difficulties 
experienced by people with ASC and their carers. It was not the purpose of this study to 
enquire about services for children with ASC, but inevitably there was reference to this, 
and overall the story was one of more satisfaction with children‟s than adult services. 
The gap in communication between children‟s and adult services is apparent, and this 
can have serious consequences for access to appropriate residential, education and 
employment opportunities. There is a related theme about the need for more forward 
planning for other transitions such as into planning for old age, or for when parent 
carers are no longer available. 
 
Carers are providing many hours of unpaid support each week, often without any 
support themselves. Parent carers appear to be particularly poorly served. Carer‟s 
assessments and support for carers in their own right appeared minimal. 
Personalisation was viewed by some service providers and carers as excluding carers, 
particularly parent carers, who believed that their ongoing support for their offspring with 
ASC was essential to that person‟s wellbeing, and must continue even when she/he 
was living „independently‟. Parents of young people without ASC expected to provide 
ongoing support and this might include taking their child back into the home from time to 
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time, as indeed occurs in families with adult children who are not on the autistic 
spectrum. 
 
Independence is a big theme for people with ASC and their carers. People with ASC 
are looking for supports to live independently but they and their carers often do not feel 
these supports are provided, or if they are, it is after years of struggle. It was suggested 
that residential care facilities might provide the most effective means of support for 
people with ASC who have challenging behaviours to live independently from their 
families and receive specialist services. 
 
Personalisation did not significantly emerge as an explicit theme for people with ASC. 
Some service providers talked about apparently creative and innovative approaches to 
implementing this agenda, at times in the face of significant barriers from providers of 
other services or elected officials. 
 
Practical supports are often what matters most. It was not always about needing 
complex and expensive services but about needing practical help to make daily living 
more comfortable. This included a need for good quality information as there was a 
„jungle‟ of information available – confusing to the most resourceful of people. There 
were efforts to make this more accessible – but there is a long way to go. 
 
People with ASC are seeking access to everyday activities; they, too, need 
satisfying things to do or study, they are seeking places to meet friends and activities 
within which to sustain relationships. Access to activities such as a disco for people with 
learning difficulties can make a big difference. 
 
Anxiety, stress and upset and the pervasive language of fight and battle is striking. It 
seems possible that there is a group of people with ASC and their carers who are 
educated and particularly eloquent, perhaps not characteristic of some other 
populations who access social care and health services. The eloquence gives a 
powerful message from both people with ASC and their carers which it might not be as 
possible for people with less developed communication skills to convey. 
 
Positive stories about services often involve a story about an individual, a good, 
knowledgeable and helpful person that the person with ASC or their carer has been 
lucky enough to come across. 
 
6.3 Ten recommendations 
 
Again our focus is on big issues as there are many changes that need to be made. 
 

1. Increased awareness of ASC and related training for professionals and 
service providers, including those who gatekeep services. This issue is fully 
explored in Fulfilling and rewarding lives: The strategy for adults with autism in 
England (DH, 2010a). This is not necessarily a call for more specialist services, 
but it is a call for service providers at all levels to be better informed about ASC. 
This in turn points to the need for education and training providers to address 
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knowledge and skills for practice with ASC, particularly for those providers such 
as staff in general practitioner (GP) practices, who act as gateways to services. 
 

2. Enhanced provision of diagnostic services. The intensity of issues in relation 
to diagnosis deserves focused attention from service providers, particularly in 
health, where diagnoses are made. Whereas personalisation may seek to focus 
on needs rather than labels, the reality is that a diagnosis is typically, although 
not always, necessary to access services, but is often not available. A suggestion 
made to the research team by a service provider was that specialist nurses could 
be trained to work on diagnosis. This and other possibilities merit urgent 
attention. 
 

3. Services to support people with ASC must improve working together. Too 
many examples were heard of people falling between services, particularly health 
and social care services, or falling into inappropriate services, particularly 
learning disability or mental health services. Working together must be 
addressed at strategic as well as operational levels, implementing, for example, 
Joint Strategic Needs Assessments (JSNAs) which involve a range of statutory 
and non-statutory partners to inform the commissioning and development of 
appropriate, sustainable and effective services (DH, 2009a). 
 

4. Children’s and adult services even within single authorities must give 
urgent priority to working together to address transitions. It should be 
acknowledged that some people with ASC would benefit from a slower transition 
into adult services, as „adulthood‟ itself may be reached later. Also, transitions 
occur not only at the stage of reaching „adulthood‟ but also at the stage of moving 
from adulthood into older age. 
 

5. Service providers must engage earlier and in a more preventive way with 
people with ASC and their carers. People with ASC and their carers battle for 
services for years, sometimes with catastrophic consequences when needs are 
not met. Enhanced service provision may be at the complex and costly end of 
services but equally it may also include developing the capacity for providing the 
more practical supports and activities that support daily living. 
 

6. Choice, control and person-centred planning must be central in working 
with people with ASC. All aspects of life that contribute to independence and 
wellbeing should be taken into account – this includes support needed to gain 
housing, education, training and employment in the community, as discussed in a 
range of policy documents. 
 

7. Personalisation (DH, 2009a) needs to address the needs of people with 
ASC and their carers. In common with many families where there are adult 
children, people with ASC and their carers support each other through complex 
and interdependent relationships at different stages of their lives. By focusing 
only on the individual with ASC, the risk is of excluding carers who continue to 
provide emotional and practical support for their cared-for people. 
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8. The work of carers and its centrality to the lives of some or even many 
adults with ASC must be recognised with the provision of services to 
carers. Carers‟ stories of their struggles to access services for their cared-for 
people are compelling yet only infrequently do they access carer‟s assessments, 
suggesting not only that that national policy goals to support carers are not being 
implemented, as set out in the Carers Strategy (DH, 2010b), but that legal 
obligations under carers‟ legislation are not being met (see Carers [Recognition 
and Services] Act 1995; Carers and Disabled Children Act 2000; and Carers 
[Equal Opportunities] Act 2004). 
 

9. People with ASC and challenging behaviour merit a research study in their 
own right. There are indications of particular problems accessing health services 
for both people with ASC who have challenging behaviours, and people with 
ASC who have challenging behaviours and are at risk. 
 

10. We need to learn more about service providers, particularly within statutory 
services. It was not possible to do justice within this study to the issues 
confronting service providers. It is important to further research the big issues of 
service provision for people with ASC, including those which provide specialist 
and generic provision, particularly in the context where the more specialist and 
thus costly services may be vulnerable to cuts. Similarly a study focused on 
access to health services for people with ASC should be undertaken. 
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Notes 
1 The term „autism‟ is used throughout to refer to all diagnoses of autism, including 
Kanner autism, classic autism, Asperger syndrome, high functioning autism and 
pervasive developmental disorder (not otherwise specified) (PDD-NOS). 
2 PDD-NOS is described by Baron-Cohen (2008) as being a diagnosis of higher than 
average autistic traits but no clear diagnosis of Asperger syndrome or higher functioning 
autism, while people with atypical autism may lack one of the three core features that 
medically defines autism. 
3 See, for example, „Autism: an at-a-glance guide for criminal justice professionals – 
NAS‟, available from www.nas.org.uk 
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This practice enquiry, which ran from December 2009 to July 2010, was the third strand 
of a SCIE project sponsored by the Department of Health (DH), in order to inform and 
support their strategy for adults with ASC. The key question that led to the practice 
enquiry was: 

 
How far [do] current services and strategies support or hinder people with ASC to 
live independently and to what extent [do] current processes exclude people with 
ASC by denying social care support to enable them to access services and 
mainstream provision? (Commissioning Brief, September 2009) 
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