
Aphasia in Scotland Project

A Research Project carried out by the  
Centre for Integrated Healthcare Research

Summary of Key Findings

November 2007



 Aphasia Aphasia

© NHS Quality Improvement Scotland 2007

First published November 2007

You can copy or reproduce the information in this document for use within 
NHSScotland and for educational purposes. You must not make a profit using 
information in this document. Commercial organisations must get our written 
permission before reproducing this document.

www.nhshealthquality.org

NHS Quality Improvement Scotland (NHS QIS) is committed to equality and 
diversity. We have assessed this report for likely impact on the six equality 
groups defined by age, disability, gender, race, religion/belief and sexual 
orientation. For a summary of the equality and diversity impact assessment, 
please see our website at: www.nhshealthquality.org/nhsqis/2018.html.  The 
full report in electronic or paper form is available on request from the NHS 
QIS Equality and Diversity Officer.



 Aphasia Aphasia

Summary of Key Findings

November 2007

The APHASIA In SCOTLAND PROJECT

Final Report to NHS Quality Improvement Scotland

James Law

Ann-Marie Pringle

Anne-Marie Irving

Guro Huby

Mark Smith

Douglas Conochie

Catherine Haworth

Amanda Burston



 Aphasia Aphasia



 Aphasia Aphasia

Contents

Acknowledgements 1

Overview of the project and summary of the þndings	 3

1. The impact of aphasia 7

2. Public and professional awareness 9

3. Delivery of services 10

4. Further Research 14



 Aphasia Aphasia



 Aphasia

�

Aphasia

Acknowledgements
The project team would like to acknowledge the following groups of 
people who contributed so much to this study:

•	 the speech and language therapists who contributed to the 
collection of the Phase 1 data

• the speech and language therapists who responded to the 
Phase 2 questionnaire

•	 the service users who contributed to our Experienced Service 
Users Group and to our focus groups in Phase 3

• the practitioners working with people with Aphasia following 
stroke who were involved in the focus groups in Phase 3

•	 our steering group set up by NHS Quality Improvement Scotland

•	 our project management group; Robert Rush, statistician in the 
Centre for Integrated Healthcare Research for his contribution to 
the analysis of the Phase 1 incidence data, and

•	 the NHS Quality Improvement Scotland team, June Wylie and 
Michelle Richmond, who guided the project throughout.



�

 Aphasia Aphasia



 Aphasia

�

Aphasia

Overview of the project and summary of the 
þndings

Aphasia is a condition which affects the speech, language and 
communication skills of people after they have experienced brain 
damage. One of the most common sources of such damage in 
adults is stroke and about a quarter of people who have strokes also 
have aphasia. For many of these their aphasia can have a serious, 
pervasive and long lasting impact on the individual, on their families 
and on those in their immediate environment. 

Although the development of services for those with stroke has been 
a health priority in Scotland over recent years, relatively little is known 
about the needs of people with aphasia.

It’s just changed our lives you know…I do everything and that upsets 
Duncan because he can’t…people don’t give him a chance to 
speak and there was one man and he was so rude to him, shouting 
at him. Duncan was sat in Marks & Spencer, and he was sat near the 
door and this man didn’t close the door and it was very cold and he 
tried to tell him “the door, the door”  and the man just stood there 
and shouted at him, and then I went in Duncan said “That  man…
shout shout shout shout!”

 So I went up to him and I said “Did you shout at my husband?” 
“Yes” he said, “ he didn’t say please or thank you to me so I wasn’t 
shutting the door.” and I stood and I explained to him and he was 
still shouting at me. 

And I said “ you don’t understand do you, my husband can’t speak” 
And his wife came up and apologised, and I said “He’s so rude” I 
said, “I am trying to explain to him about the stroke and he didn’t 
want to know”. And I think that’s what you find…  
[Duncan nods in agreement]

Helen - wife of a person with aphasia
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Why was the project commissioned?

This project was commissioned by NHS Quality Improvement Scotland (NHS 
QIS) in early 2006. The aim of the project was:-

To make a significant contribution to the future development of 
services for people with aphasia in Scotland.

In addition, the project had four objectives captured as four specific 
questions:-

•	 What is the incidence of aphasia following first stroke in Scotland?
• What is the level and the nature of the speech and language 

therapy and other services offered to people with aphasia 
following stroke?

• What are the current and emerging models of practice for the 
management of aphasia following stroke? 

• What is the impact of aphasia on the individuals with aphasia 
and on their families?

The commissioning brief was developed through the work of the Allied 
Health Professions Clinical Effectiveness and Practice Development 
Network which identified aphasia as being a high priority for clinical 
improvement. 

These findings will be used to inform a series of recommendations by 
NHS QIS to improve the delivery of services to people with aphasia in 
Scotland. A communication accessible summary of the findings will be 
produced for people with aphasia.  

Methods

A combination of methodologies was adopted for the project. These 
include analysis of routine data, the use of questionnaires and the 
running of focus groups.

Service user involvement

A key feature of this project was the involvement of a small group 
of “Experienced Service Users”. These are people with aphasia who 
met at regular intervals during the course of the project to guide the 
project team. They commented on documents, discussed directions 
and responded to reports especially in terms of their accessibility and 
content relevance.
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The study was designed in three interlocking phases:

Phase 1  - The Incidence of Aphasia

The focus of Phase 1 was the identification of the number of people 
with aphasia following first ever stroke in Scotland. First ever stroke 
rather than all strokes was adopted as a criterion to enable the project 
to draw comparisons with existing data collected in Scotland and 
elsewhere. All health boards were contacted but only three were able 
to provide data on age, gender and severity of the aphasia. 

Phase 2  - Current And Newly Emerging Speech And Language Therapy 
Practice For People With Aphasia

A questionnaire was sent out to all speech and language therapists 
across Scotland who currently work with people with aphasia following 
stroke. Two hundred and thirty eight speech and language therapists 
were identified across the fourteen Scottish Health Boards. The aim 
of the questionnaire was to scope current and newly emerging 
speech and language therapy practice for people with aphasia 
following stroke. Atotal of 121 (51%) of all speech and language 
therapists responded making this the largest single survey of practice 
in Scotland. A good mix of respondents was obtained in terms of their 
experience, qualifications and training, current work settings and level 
of specialisation in aphasia. 

Phase 3 -  The Experience of Living with Aphasia and the Wider Professional 
Perspective

In the final phase, the project team gathered the views of people 
with aphasia and of the other professionals who commonly have 
contact with people with aphasia. There were three focus groups of 
services users which each met on three occasions to discuss their own 
needs and where they perceived the gaps in the services to be. There 
were also three focus groups of professionals working with people 
with aphasia. These included representation from Occupational 
Therapy, Physiotherapy, Nursing [ward and stroke nurses], Medicine [a 
consultant and a senior house officer], Social Work and assistants who 
support people with aphasia. Each of these groups only met on one 
occasion.

Analysis and Synthesis

The data from the three phases were analysed separately using 
quantitative and qualitative methods. Statistical support was provided 
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by Robert Rush, statistician for the Centre for Integrated Healthcare 
Research at Queen Margaret University, Edinburgh. Overlap of findings 
were checked and tested where this was feasible across phases. 

Findings

The following represent the four main findings from the study. They are 
presented as specific to people with aphasia. In practice, of course, many of 
the areas reported below are equally relevant for people with other chronic 
conditions and for other people with communication support needs. These 
findings have been discussed in outline with our Experienced Service Users 
Group
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1. The impact of aphasia
There is a clear evidence of the serious, pervasive and long term 
impact of aphasia following stroke on the individual, on their families 
and on those in their immediate environment – from their spouse, their 
friends and their grandchildren through to those providing care in the 
health and social care sectors and to the person who serves them in 
their local shop. 

Aphasia has a considerable impact on all attempts to provide services 
for the individuals concerned. If practitioners, whether they be in the 
health, social or charitable sectors, cannot communicate effectively 
with their clients they are likely to find the provision of effective 
intervention and support difficult.

The impact of aphasia is not confined to speech, language and 
communication skills. People with aphasia often feel depressed 
and distressed and are commonly in need of psychological services 
to assess and treat issues associated with mood, cognition and 
psychosocial concerns. Practitioners suggested that psychological 
understanding of the impact of aphasia on an individuals behaviour, 
feelings and cognition can be useful in guiding interventions and 
rehabilitation and in providing information and support to families.

People with aphasia reported not being informed about the nature 
and the implications of either their stroke or their aphasia and did 
not know what to expect in terms of the services they should receive. 
They spoke of needing the right information at the right time. This is not 
just a matter of information, but of the way in which the information 
is presented. Communication accessible materials were considered 
very helpful in reducing the barriers created by inaccessible written 
material and in supporting verbal communication.

My life has completely changed, I worked in a school with special 
needs and um…I was on a school trip and I had an aneurism and 
then a stroke so um…it was about a year after I got back to the 
school three days a week but it wasn’t the same. I knew the kids 
but…nah, I just didn’t like it so I got pensioned off for ill health and 
I have had to start again. I had to learn to drive again, I did that 
eventually and the speech got quite good you know. I stay on my 
own, my husband died seven years ago so…but och you just have 
to get on with it. That’s life!

Janet - person with aphasia
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I had a lot of trouble asking where I wanted to go on the bus, 
because I didn’t know how the bus pass system worked. I just got 
on the bus and walked up past the driver and got a seat, and 
he shouted down the bus.  Is he shouting at me? Your mind is all 
jumbled up and you can’t take it in that you have done something 
wrong. Um…and eventually a woman sitting in front of me said 
you have got to get a ticket from the bus driver.  I mean it was 
difficult because you couldn’t…at least I couldn’t ask…tell the driver 
where I wanted to go. I just said [location] but I didn’t say where I 
was wanting to go in [location] so I just got off the bus at the stop I 
wanted to go to. And it was very difficult but that…gradually came 
back you know but at first it was…

Gillian - person with aphasia

You cannot ask a question that doesn’t require a yes or no answer, 
you can’t sort of say what would you like to eat? You have got to 
say how do you fancy so and so and give about three choices and 
then hopefully Anne gets across the one she really wants I think 
works some of the time. Um…but the biggest thing is actually not 
being able to have a conversation. I mean basically is…was…is 
my best friend um…and the biggest um…hardship is the fact that 
we can’t discuss life in general you know. Um…and really I tend…I 
am fortunate that I can work at home ninety percent of the time 
and…but I feel guilty that I am in the study working on the computer  
and Anne is really limited most of the time just to watching daytime 
television which is sort of horrendous but um…yeah…I haven’t 
figured out an alternative yet.

George – husband of person with aphasia

What has changed for me is I work…I used to be a member of quite 
a few groups and I find it very difficult to…the likes of here, to say 
what I want to say. So I have lost all that, so I have got to take a 
back seat really. Although the people I deal with are very good. 
Once they see my mouth try, they say “wait a minute he’s going to 
say something”. But I have lost that and at the moment, I would love 
to get that back.

Hector - person with aphasia
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2. Public and professional awareness
Concern was expressed by all those involved in the study that there 
was very little awareness about aphasia amongst either the public or 
practitioners without specialist expertise. There is a widespread need 
for more public information about stroke and aphasia, the way in 
which it can impact upon people’s lives, and what can be done to 
make society more inclusive for people with aphasia. 

The importance of providing training for professionals working with 
people with aphasia was emphasised by both service users and 
service providers. All participants expressed concern as to the level 
of the knowledge about stroke and aphasia held by practitioners 
involved in the provision of both health and social care. Service 
users reported good levels of knowledge amongst allied health 
professionals, specialist nursing staff and those in the charitable sector 
but considerable gaps were identified in the knowledge base of other 
professionals, especially those in general roles within the health and 
social care sectors. 

This lack of awareness about communication needs is not simply 
a humanitarian issue. It has legal implications. Under the Disability 
Discrimination Act (2005) all service providers have a duty to 
provide a “reasonable adjustment” to enable a disabled person to 
access their services. This refers not only to making changes to the 
physical environment (the installation of ramps, rails etc.) but also to 
adapting the ways that services are delivered. The latter has a direct 
consequence for people with aphasia who, as our focus groups 
show, experience considerable difficulties in accessing the services 
that they need. In light of this legislation, and in line with the views of 
a number of service providers and people with aphasia, there is a 
case for making communication access training compulsory for all 
staff working in the public services in a way that training associated 
with “moving and handling” and “child protection” have become 
obligatory over recent years. The implications of such a move would 
be considerable for people with aphasia. Such an initiative has 
the potential to have widespread interagency benefits because it 
would also be relevant to people with sensory impairments, learning 
disabilities, mental health problems and those who are not able to 
communicate readily in English.
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3. Delivery of services

Who should be delivering services to people with aphasia? 

People with aphasia emphasised the value of the individual speech 
and language therapy that they received and often indicated that 
they wanted more one to one therapy. The majority of Speech and 
language therapists reported to us that they ‘frequently’ carry out 
one to one work with their patients. Yet increasingly, the role of the 
speech and language therapist extends beyond one to one therapy 
to a number of equally important elements, for example spending 
time liaising with families and training others. This inevitably puts a 
pressure on the amount of time that can be spent with individuals. 
There was a widespread recognition from both service users and 
service providers that the number of speech and language therapists 
working with people with aphasia should be increased in order to 
ensure that the full range of services can be maintained. Planning 
the skill mix necessary to carry out one to one therapy and to support 
others requires careful workforce planning which needs to be based 
on good estimates of incidence and levels of need in the population.

A wide range of people within the health and social care sectors 
have direct input into the lives of people with aphasia. Service users 
were very positive about the role of specialist stroke liaison nurses 
and the help that they were able to provide in linking them into the 
appropriate local services. But this service is relatively patchy and 
there is a need to create a more equitable service by increasing the 
number of nurses in this role.

People with aphasia spoke about the valuable role played by those 
providing charitable sector support e.g. Chest, Heart and Stroke, 
Speakability, Different Strokes, Headway etc., although, again, 
the provision of this type of support is perceived as being relatively 
inconsistent across Scotland. 

Finally, many people with aphasia expressed concern about 
negotiating their way through the services that are available, 
especially in the community. It was clear, both from the number of 
different professionals who expressed an interest in being involved in 
this project and from what the speech and language therapists and 
other professionals said about the role played by the multi-disciplinary 
team in the management of people with aphasia, that the future 
of services in this area involves co-ordinated multi-agency working. 
Although people with aphasia spoke about individual professionals 
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with whom they had direct contact and from whose experience they 
benefited considerably, there was a sense of a lack of integrated 
working across professions and agencies. The recent rehabilitation 
framework published is co-ordinated, integrated and fit for purpose 
has proposed the development of Rehabilitation Co-ordinator posts 
which will be set up specifically to provide “strategic coordination at a 
local level” (SE 2007 p.38). It is important that those providing services 
for people with aphasia work closely with the Rehabilitation Co-
ordinator to improve the equity of access to all services for this group 
of patients. 

What should the services consist of?

Historically, services provided to people with aphasia have tended to 
be set within a medical framework, that is, they are often developed 
from a model of service provision provided within an acute hospital 
setting. The focus is commonly on treating the individual and 
improving their communication skills such that they can function 
outside that environment. While such a model is clearly relevant for 
that particular context it is questionable whether it meets the needs 
of people once they leave hospital.  Our respondents suggested that 
people with aphasia want to live as “normal” a life as possible and it is 
the job of all relevant service providers to do what they can to support 
this. It is critical that those providing these services, whether they are 
health or social services or in the private sector, listen to the needs of 
people with aphasia.

As we have seen one to one speech and language therapy is an 
important element of the package of intervention that people with 
aphasia receive and it is clear that is highly valued but it was also 
evident that there is a need to deliver a broader package of services 
to enable the individual with aphasia to function in the community. In 
many cases we heard that this was already available but this was not 
always the experience of people with aphasia.

A number of speech and language therapists talked about their 
work shifting in a more “social” direction, working towards a more 
social model of disability, to take into consideration the person with 
aphasia’s broader needs. This shift effectively extends the role of the 
speech and language therapist and is likely to have an impact on 
the delivery of services because if therapists do more of one thing 
by definition they will do less of another. This is likely to reduce the 
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amount of individual “therapy” time, which is in great demand from 
the patients. The only way to fulfil these requirements would be to 
increase the establishment of speech and language therapists, clinical 
assistants and volunteers, such as “communication partners”, working 
with people with aphasia. It is critical that these latter groups are 
properly trained and understand aphasia.

Service users, therapists and other professionals often spoke about 
the need to provide support for people with aphasia in their home 
environment and it is clear that those with aphasia often feel isolated. 
It was suggested that those working with people with aphasia could 
support them in their communities by helping them to restore, develop 
and maintain social networks.  For example, a useful role of the 
support services whether from the health, social or charitable sectors 
is to promote the inclusion of the individuals in local groups and 
societies, fostering community links and generally developing what 
has come to be known recently as “social capital”.

As indicated above, training others working in the health and 
social sectors, the charitable sector, and family members, is a key 
component of the work of the majority of speech and language 
therapists. This is very positively received and is considered a priority 
both by those providing the training and those receiving it.

One of the most important features of service provision is support 
for carers. It is clear that both practitioners and people with aphasia 
value this aspect of the service. Currently this is provided by a number 
of different people and this is probably appropriate given the range of 
service providers with whom people with aphasia come into contact.

A number of respondents spoke of the benefits of setting up a centre 
in Scotland along the lines of Connect - The Communication Disability 
Network in England. Connect is a charitably funded organisation 
that both provides services for people with aphasia and acts as 
a base of knowledge about aphasia and ways that aphasia can 
be approached as a matter of social inclusion. There is a case for 
considering such an option, less as a place where patients come than 
as an innovative resource for those seeking to develop practice in this 
area.

Where should services be delivered?

Much of the initial treatment of people with aphasia goes on in 
hospital but the emphasis shifts as the patient becomes more 
independent. So the location of the service should reflect the need 
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of the individual whether that be in the hospital, at home or in the 
community, reducing barriers to the access to services. It is key that 
services should be delivered as close as possible to where the person 
with aphasia needs them, and this is especially true once the person 
leaves hospital.

When should services be delivered?

Much attention is paid to people immediately after they have their 
stroke and before they leave hospital. Thereafter services are less 
consistent. Concern was expressed, particularly by speech and 
language therapists, that there were distinct gaps in the service as 
people with aphasia moved from hospital into the community. We 
identified a need amongst people with aphasia to have access to 
services when they wanted them rather than necessarily when they 
have traditionally been provided. 

I had an outreach nurse… ummm…an occupational therapist, 
a physiotherapist and a speech therapist as wel….umm…and 
between them they gave me the confidence to start speaking 
again in front of people because I was very shy about speaking 
out. I would just say to my husband, “you tell them, you tell them.” 
Umm…and they really gave me the confidence to step out on my 
own...to start to speak on my own again.

Margaret – person with aphasia
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4. Further Research
There are a great many gaps in the evidence base related to the 
treatment and management of people with aphasia. We found a 
culture amongst the speech and language therapy staff  which was 
already very engaged in the development of a research agenda.

The first phase of the project highlighted how difficult it was to obtain 
good information about the number of people (both prevalence 
and incidence) with aphasia and the level of severity/impact/ 
communication support need associated with their aphasia. 
Prospective data collection specific to aphasia would make a 
significant contribution to the understanding of the realistic demands 
on service providers and facilitate effective workforce planning. 
Without this information it is difficult to plan the development of 
services. 

The report identified the salience of the group of relatively young 
people (below 65) with aphasia following stroke. The proportion of 
this group in the population of people with first strokes is relatively high 
and their needs are likely to be distinctive, for example with regard 
to issues around employment or caring for a family. This needs further 
research, both to check the robustness of the finding and to support 
the development of services for this group.

More information is needed about the effectiveness of models of 
intervention and service provision. Much of the evidence base in 
aphasia relates to direct intervention rather than the type of extended 
role, working indirectly through others, referred to by practitioners. 

Clearly one of the areas over which there is most concern is the 
transition between acute care and support in the community. This 
would feed directly into our understanding of issues associated with 
service redesign which is of such critical importance in the current and 
developing provision of health and social care.

More work is needed on the development and application of 
outcome measures which are relevant for different stages in the 
patient’s journey through services. 
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