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Future Pulse was established in 2014 in Nottingham with the overarching aim of improving access to health
services for city residents under the age of 25 years. Children, young people and young adults steer project
work through engagement in meaningful volunteering activities that provide a platform for expressing their
views. Volunteers created the Future Pulse branding and identity and have driven numerous initiatives and
creative ventures. Over the past four years hundreds of children, young people and young adults across the city
have had their say about their local healthcare provision; mystery shopping services, creating vox pops,
completing surveys, providing testimonials, expressing their views through creative work, speaking with
professionals and attending events.
The Future Pulse service has fed into national strategies and provided an avenue for a broad spectrum of young
people to share their stories and ideas. We have seen many changes locally and through our contributions
hope to make an impact on a broader scale.

Branding, radio jingles created - launch of Future Pulse - beginning of 'You're Welcome' accreditation and '15 Steps challenge'
delivery, training and mystery shopping

2014

2015

2016

'NHS Health and Innovation Expo' - New care models programme: how the #futureNHS vanguards are improving care for
patients and local people - Future Pulse featured on the panel. 'Seen, Heard and Delivering… Are young people being given
the opportunity to change the future of healthcare? ' - Co-facilitation with NHS Youth Forum.

2016

Future Pulse Showcase Event and music video. '15 Steps Challenge' re-design workshop supported by NHS England and NHS
Youth Forum.

2017

2017

'NHS Citizenship Event '- Future Pulse panel and interviews with professionals

NHS Citizenship Report , Tavistock Institute- Future Pulse Case Study

Integrated Care Pioneer Programme
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‘Future Pulse’ as part of The Integrated Care Pioneer Programme
Pioneering activities that underpinned our research. Positive Engagement has been the key driver in
terms of gathering crucial information and formulating our views and recommendations. Over a one year
period we have contributed to local and national initiatives.

Photo

NHS COMMS

IT Summit – Panel consisting of Future Pulse volunteers. Questions posed by
commissioners and key professionals.

Future Pulse short film entitled ‘NHS COMMS’

Co-branding of the new NHS England ’15 Steps Challenge’ for children and
young people and easy read version

Core group of volunteers

Consultations with community groups and professionals

Photo

Two waves of detailed consultations with GP surgeries to ensure we asked questions in
response to the issues and concerns raised by young people and parent/carers.

Photo
App and AAC in Health Settings - consultations and research

Photo
Easy Read
Directory

‘Easy Read Resource Directory’ developed in response to requests from services

Photo
Proposals for Applications

2017/18 Future Pulse Activity

The Purpose of this Report
Research Methodology & Rationale
Foreword

Our work improving access to health services for children, young people and young adults over a four year
period has brought with it much learning. During this period we have consulted with diverse range of health
services across Nottingham city. Children, young people and young adults have visited and assessed services
and presented their views. We have made recommendations based on their feed back and supported
services to act upon their recommendations.
The city of Nottingham is home to a growing population. The health of those living in
Nottingham is worse than that of the England average and life expectancy lower than that
of the England average also. (Public health England –Health Profile 2017)
The purpose of this report
Our work has highlighted many of the contributory factors as to why under 25’s are perhaps more
apprehensive or avoidant of seeking medical help through traditional avenues. We hope to evidence this
within this report and introduce some of the youth led initiatives and strategies we have implemented in
response.
As part of NHS England’s ‘Integrated Health and Social Care Pioneer Programme’, this year our research
has focused on the issues experienced by children, young people and young adults in the City who have
additional barriers to accessing health services and whom may be more reliant on advocacy due to a
learning disability, Autism, sensory impairment and/or other disability. This report will summarise our
learning.
In a report entitled ‘Treat me right!’ conducted by ‘MENCAP’ it was noted that of 215 GP’s:
90% of GP’s said that the person’s learning disability had made it more difficult for them
to make a diagnosis.
Under the Disability Discrimination Act 2005, public sector bodies now have a duty to produce what is
commonly referred to as a Disability Action Plan to; ‘have due regard to the need to eliminate
discrimination’.
Our research locally suggests that there are discrepancies, particularly in regard to access to information
and communication. In this report we will summarise some of the main themes in relation to:







Information and making reasonable adjustments
Decision making; capacity and consent,
Annual Health Checks and Personal Health Files
Sharing information
Service and Service User contact and communication
The use of AT, AAC and other Applications within health settings
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The introduction and implementation of the Accessible Information Standard, local initiatives and services
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Methodology & Research

Act

Plan

Study

Do

Our work has been steered by services and service
users. Young person involvement has formed the basis
of research and has steered its direction. Research
avenues have been dictated by them, based on their
feed back and the issues they’ve raised. Throughout
the course of the project we have studied findings and
responded accordingly; developing appropriate
strategies and initiatives.

Consultations were planned, created and facilitated on a bespoke basis to maximise communication and to
ensure we gathered a broad spectrum of opinion. Consultations took the form of; one to one conversations,
survey questions, group discussion, creative work, mind mapping and engagement in meaningful activities.
These were supported by the use of symbols and easy read images and the provision of advocacy if required.

Through these partnerships we recruited a number of regular ‘young volunteers’ who accessed on-going
group sessions across the life of the project. These young people were aged between 14 and 24 and were
affected by various conditions that caused barriers to engagement and communication with services. These
included; Autism and/or Learning Disabilities, ADHD, Dyslexia, Tourette Syndrome and Mental Health
conditions such as Depression, Anxiety and Social Phobias. Group facilitation enabled individuals to identify
their strengths, develop social networks, build confidence and engage in meaningful activity.
The Future Pulse volunteers involved in this report have shaped their volunteering experience based on
their skills and aspirations. Volunteers have been at the centre of project work and have seen the impact
their contribution is having. Engaging activities have motivated greater participation, developed social skills
and positive peer relationships. Young volunteers have gained new skills and experiences and become more
empowered; their volunteering has nurtured personal interests and opinions and developed confidence and
self-worth.
Some of the young people’s parents also became involved in the project not only to support their child’s
participation but to share their own views and experiences in accessing services with their children and
communicating with health professionals.
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Group sessions explored general issues gathering information about communication, accessing services and
how their own experiences had impacted on their health and well-being and the confidence they felt in
using services, sessions included;





Mind mapping exercises – looking at the barriers individuals faced when accessing services-which
helped to draw upon and share their experiences and opinion
Creative sessions to encourage communication and involvement
Identifying examples of good practice – what had worked well for them and recommendations for
services
Exploring different communication tools, understanding their preferred method of communication
e.g. verbal, non-verbal, symbols and assistive technology.

There were also more focused sessions on





Feedback on the ‘easy read’ consultation questionnaires which were then used across the city at a
range of consultation events
Feedback on the ‘easy read’ version of 15 steps – NHS England.
Identifying roles and input in the making of the Access to Health short film – NHS COMMS
Exploring volunteers role development – attending events, visiting services etc

In addition to the working group, throughout the year we facilitated consultation events and focus groups
at a variety of community venues and at community service settings including group discussions and
Informal interviews with multiple stakeholders to explore different perspectives and challenges. These
groups fell into three main areas.
 Children, Young People and Young Adults
 Parents, Carers and Advocates
 Health Services and Professionals
We created a range of questionnaires providing different versions for different focus groups ensuring that
they were accessible and age appropriate including an ‘easy read’ and advocate version. The use of
testimonial evidence and observation at group sessions and one to one meetings created opportunities for
more in depth personal experiences to be shared and enabled us to work with those who had the most
complex communication needs.
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Focus Groups with young people also took place at different community based services to engage larger
numbers of young people in environments they were familiar with where they felt safe and supported.
 ‘Space inclusive’ - an East Midlands based social enterprise that is committed to improving the lives
and prospects of people with learning disabilities and learning difficulties by offering appropriate
and inspirational opportunities.
 Action for Young Carers – supporting young carers aged between 5 and 18 across Nottingham City
 Jigsaw – a youth club offering a varied programme of activities for young people aged between 10
and 25 years with Aspergers Syndrome, high functioning Autism and their friends.
 The Carers Federation Mentoring Programme – supporting vulnerable young people during the
transition to adulthood.
One to one conversations with parents/advocates were conducted at the local parent carer forum, home
visits and online surveys. Parents also completed questionnaires enabling us to solicit feedback about key
areas to understand local themes and map gaps in provision. Health service and professionals have been
involved in the project in a number of ways




Initial and on-going consultations about their services
I-pad trial – providing feedback on the use of Apps with patients
Good practice case studies

Effective Engagement
Meeting varying needs and capturing a range of opinion
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An Overview – Some of the Experiences of Children, Young People and Young
Adults in relation to Accessing Health Services
Services Location and Environments
Many young people told us that they sometimes find it hard to know what services are and that signage can be
confusing. They told us that the ‘green cross’ you often see outside a pharmacy is really useful as you can
clearly identify what the service is. Young people talked about hospital environments and the challenges they
have in locating a service, particularly when transitioning to a new one. This was still an issue for them even if
they were sent a map and written instructions. Young people provided positive feedback on volunteer
‘greeters’ in hospitals who are located by main entrances and provide directions to services. Young people
talked about the importance of age appropriate visual information on display such as; posters, leaflets. Being
able to identify with something in the environment helped to make them feel more welcome and that the
service was directed at them. Young people expressed that the significant difference between the
environments of children’s and adult services was quite challenging. Younger children liked to have access to
toys. Some health services have said they are no longer able to provide these due to hygiene issues.

Visiting a GP Surgery
Many young people and young adults said it would make a real difference if they knew they could see the same
GP each time and may even determine whether they actually make an appointment. Those who do see the
same GP talked more positively about their communication with their GP. Many young people talked about
how they feel frustrated sometimes in repeating their ‘story’ and how this can take up a significant chunk of
their appointment time. Young people generally felt information about their circumstances should be known
in preparation for the appointment, particularly when visiting a specialist service when you may have had to
wait for an appointment for a considerable amount of time. Children, young people and young adults have
informed us that talking about how they feel regarding pain can be a challenge. Some young people have
suggested that visual pain scales should be more widely used within services. 10 minute appointments were
often too short, appointments felt rushed and did not allow time to ask questions or communicate effectively
or clarify understanding. Most young people were not made aware of the possibility of longer appointments
times.

Staff Attitudes
Mystery shopping has provided feed back about staff and their attitudes toward young people. Many children
and young people who were accompanied to access services felt that questions were often directed to the adult
they were with. Young people stressed the importance of acknowledgment and good eye contact, they also
highlighted environmental issues that can create barriers; such as the counter height at reception.
Young people talked positively about experiences where staff had smiled at them, appeared to be ‘friendly’,
openly answered their questions and provided them with information.
Young people talked about situations where they did not feel listened to. We have heard numerous accounts
from young people about how ‘off putting’ it can be if a GP is ‘on Google’ or is typing while the young person is
trying to talk about their health and personal circumstances. They may also be missing vital non verbal
communication cues.
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Young people stressed how uniforms, name badges, photo boards and introductions were important.
Young people felt these were helpful to ensure they know who to approach if they have any questions sometimes these required additional information – an explanation of their role as role titles are not always
understood

Confidentiality
Young people are not always aware of what ‘consultation’ may mean in regard to consultation areas marked
in pharmaceutical environments for example. The term ‘confidentiality’ can be difficult to understand unless
this has been clearly explained; it needs clarification; is it confidential in terms of safe, quiet and
uninterrupted space or is the conversation confidential. The young people we have worked with expressed
the benefits of sharing information but were also very clear that this should be on a ‘need to know’ basis.
We have heard examples of where services have contacted parents unnecessarily about young people’s
appointments where the young person had a right to discuss issues with the GP independently. Sometimes
assumptions about their barriers meant the automatic involvement of parents. Young people are not always
clear as to what their rights are within the healthcare system.

Pharmacies
Some young people said they would rather visit a service in the community where they know the staff; for
example visiting a community pharmacy rather than a surgery for this reason. Feed back from pharmacies
consolidates this; many said they receive visits regularly from young people from the locality who feel more
comfortable speaking with them than their GP. There is a concern that young people may not always be
accessing crucial referral pathways through their GP. In these cases referrals may be reliant on pharmacy staff
signposting young people to their GP Surgery. In other situations young people said they may deliberately
avoid a local pharmacy in the community for fear of being seen going to and from, this was highlighted
particularly with reference to access support regarding contraceptive choices. Many young people were not
aware of some of the more specialised services pharmacies can offer. Pharmacies were identified as a good
place to display information due to their accessibility. Young people liked how they could drop-in which
provided greater flexibility.

Lack of Knowledge - Services Offered and Rights within the Healthcare system
Young people were not always sure what services were offered, particularly by GP surgeries. Information is
sometimes not clear to young people. Many did not know what their rights were or that more tailored services
and flexibility could be offered. Most services were not communicating what they offered in a manner that
young people were accessing. Where GP practices offered flexibility/choice it is not always communicated
effectively – therefore underused.

Transition to Adult Services
We have heard numerous accounts of how this can be challenge. The main issues raised are:
 Lack of information to help prepare for the transition
 Change of location – difficulty in finding the new service
 The environment at an adult service not feeling as welcoming
 Expectation of staff re: young persons capacity once they reach 18 – automatically different approach
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An Overview - The Experiences of Young People and Young Adults Accessing
Health Services with Advocacy Support
Contact
Young people and young adults have told us they would like to be asked how they are contacted- and for this to
be recorded and implemented. Generally it seems important that both the individual and the person who
supports them are contacted unless stated otherwise. There have been examples of either party being
informed independently and this can pose difficulties both ways. Young people who are not able to read were
still sent letters this could be confusing/cause worry. Although some still like to receive letter based contact,
many young people and young adults have independently raised the benefits of a system they can access via
their phone or tablet; something that would highlight and alert them to appointments they need to attend and
help them to log how they are feeling and communicate this directly to their GP. Assumptions are frequently
made about parental role and capacity – that the parent is able to or will read/explain/translate information.

Capacity and Consent
Some parent carers have highlighted their concerns for their being no involvement in consultations or contact
regarding their son or daughter’s health. This has been highlighted at times when a parent/carer may feel
there is vulnerability and support is needed with decision making but the GP Surgery has deemed them able to
do this independently. In some instances it seems that the health professional may be addressing the
advocate or support worker rather than asking the individual, lack of contact with other professionals to solicit
wider opinion, aiding understanding of a young person’s capacity.

Terminology
Terminology can be a big barrier for individuals. Young people have told us about situations where
professionals have used medical terms to explain ailments during consultations and likewise in letters. Young
people, young adults and advocates have stressed that they feel there should be greater attempt to explain
things in a manner that is more accessible to the individual. Conclusion – young people leaving appointments
with limited understanding of diagnosis, medication, self care etc. Non clinical language preferred.

Annual Health Checks
There seemed to be less awareness of ‘Annual Health Checks’ than we anticipated and of how this would be of
significant benefit if used effectively. Some services promote these better than others. Some young people
accessed a health check but did not know that it was one or what it was for. They would like time to
prepare/plan for the appointment.

Accessible Information
Feed back indicates that information is in the main part not accessible for many of the individuals who formed
the basis of this research; services consulted are aware of this but stress there are huge limitations on time and
they do not always feel they have the knowledge or expertise to adapt information. Services seem reliant on a
person highlighting their need for alternative communication rather than things being put in pace prior to the
individual being seen.
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Communicating about Health Issues – Personal Health Files
Generally young people and young adults told us that they didn’t like carrying a file to a health service, they
would rather this was in an ‘app’ format, consultation feedback implies that this was in some cases seen as
bulky and childish. Some young people stated that they lost it, forgot about it. There is definite interest in
the app format and it was felt it was easier and would be more engaging, preferably this should be universal
so it can be taken to all appointments. Services felt the health files were useful but that patients generally
didn’t bring them. There were preferences regarding symbol sets or easy read images. The health files are
specific to the locality and may be being phased out.

Staff Attitudes
Staff addressing the advocate rather than the individual required at the appointment. Initial welcome and
relationship building made a huge impact a young person viewed a service and their continued engagement.
Some individuals told us they felt they were ‘stared at’ when entering a health service.
There were many examples of how young adults have felt uncomfortable with health professionals making
statements that could be viewed as assumptive about the individual. It seems young adults with mental health
concerns may feel they are sometimes ‘missed’ ‘not heard’ or treated with apprehension. Individuals felt it
was important that professionals had an awareness of conditions such as Autism but did not make
assumptions. People consulted felt that there needed to be far more training for health professionals
regarding neurological and mental health conditions.

Advocacy and Support Issues
There are challenges making an appointment that is convenient for the individual and the person supporting
them. This could be a potential barrier to accessing a same day appointment if needed.-Individuals feeling
‘let down’ by the person supporting them; not attending the appointment as agreed, not seeming fully
present with the individual they are supporting. Not having enough knowledge of the individual or time to
speak before or after the session. -Some individuals felt they didn’t always want a family member or friend to
support them and would rather it be someone else. Young people felt that even though an advocate
attended an appointment with them they should still be the focus for the health professionals, the advocate
being present it is not an excuse for professionals to not try to communicate with them directly.
As well as our consultations with, and learning from young people, we felt it important to hear the experience
of young adults. We held short focused sessions to gather the views of adults who are predominantly reliant on
advocacy and varying levels of support to navigate their way through the system. The majority of people we
spoke to accessed support from parent/carers and/or other family members. Those who relied on support
services in the community generally seemed to have had more negative experiences and there seemed to be
more barriers to accessing health services.
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Parent Carers – Overview of concerns and statements

Some examples of the common themes we have heard through consultations:
-Surgery giving warning about late attendance at appointments even when aware of the young adult’s disability. The
parent’s view is that the surgery should take into account the difficulties in time keeping and offer greater flexibility for
someone who is trying to manage more independently.
-Feed back about the effects a change of GP can have on young people and young adults. Examples given of how the
lack of familiarity can create additional communication barriers creating an even bigger need for advocacy.
-Concerns regarding the transition to adult services and how it is often felt there is ‘no support’ for the young person
transitioning
-It was felt by some that there should be ‘specialist wards’ in hospitals that could provide the right support to young
people and young adults with learning disabilities who have specific communication needs
-We heard numerous examples of situations where parent carers felt they were not being listened to when they
expressed concern regarding what they suspected was a health issue relating to the person they care for.
-Concerns regarding support and assessments when someone is discharged from hospital. The pressure on the parent
carer to provide additional care can be significant.
-Concerns that a health problem may only be evident if it was visible or the individual was visibly in pain. Accessing the
necessary health service could depend on the young person or young adult receiving support from someone (such as a
parent or family member) who can identify when there is a change in behaviour.
-Anxiety regarding capacity and consent. Concerns that this may be decided based on how a person presents over a
brief period of time and within the context of the surgery. A GP surgery could deem the young person/young adult able
to make decisions independently and the parent carer may feel differently but cannot access information and therefore
support in the way they would like to.
-A feeling among some parent carers that there is not enough attempts or no attempt to engage and communicate with
their child when visiting the GP. Anxiety that the person cared for is reliant on them to ensure their health needs are
considered and met.
-Positive feed back about the option of accessing services at different locations in the community – this can help to
reduce anxiety for the child/young person
-One example given about GP Surgeries taking time to inform the young person as well as the parent carer about
appointments and in a manner that the young person could access. This was received really positively.
-Confusion about what the ‘Accessible Information Standard’ is
-Very few examples able to be provided of when services have adapted information/letters to ensure the patient can
access them
-Concerns that letters using medical terminology could be sent only to the patient
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‘Reasonable adjustments’, Specialist Services and the Implementation of the
‘Accessible Information Standard’
Reasonable Adjustments within Health Settings
Our research tells us that some services are offering some level of flexibility if required
Examples:












Providing an alternative waiting area for children, young people who may experience high levels
of anxiety while waiting for an appointment
88% of GP services surveyed said they would offer patients with additional needs longer
appointments
The offer of a ‘skype’ consultation if visiting the surgery was a barrier at that time
One pharmacy had created an ‘Accessibility Corner’ where they could access numerous visual
resources to aid communication
The offer of evening appointments
Choice and discussion regarding treatment options – exploring what may put the child/yp at ease
Pre-measured liquid medication with a photographic image of the patient
Offering large print or Braille to each customer collecting a prescription
The majority of GP’s had a hearing loop although 50% of Community/Health Services and
Pharmacies had access to one
The majority of the sample audience had a strategy around communicating using BSL (British Sign
Language)
Ensuring parent carer and the child or young person are seen primarily by the same GP

The challenge is often how this is communicated to patients and other services...
Our research tells us that unfortunately patients are not always aware of what adjustments can be made.
Adjustments are usually reliant on the patient approaching a service and communicating what they need;
hence adjustments are often not explored or provided. In many cases specific service information is
presented on websites or literature only in a written format, it is therefore reliant on an individual having
access to a computer and being able to search for and read/understand the information.
Similarly we found that many GP services were not aware of some of the adjustments other services such
as pharmacies could offer patients:

Only 25% of GP’s and 0% of community and other services surveyed were
aware that some pharmacies could offer adjustments i.e. larger print labels,
pre-measured medication, colour coding etc.

16

The ‘Accessible Information Standard’
Service survey consultation findings
Have you implemented the Accessible
Information Standard?
YES
NO

48%

52%

The 48% raised the following issues:
-

Information/training had not been disseminated to all staff members
Standard had only been partly Implemented
Methods of recording required adjustments on patients records unreliable
Lack of resources highlighted as an issue

As 52% of our sample audience said they had not successfully implemented
the Standard we pursued this with further research into the potential barriers.




Only 56% had ‘easy read’ versions of health information or knew where to access this.
The percentage was much lower for pharmacies and community/other health services.
Although the majority of GP’s and pharmacies surveyed could provide letters, appointment
information in alternative formats i.e. easy read, larger font, symbols, approximately 50% of
community and other health service offered this service.

‘A directory of easy read resources would be useful’
Practice Manager, Nottingham

Our own online research indicated that while there was a vast array of resources available, to review and research
appropriate resources took a considerable amount of time and could be confusing as to which was most
appropriate and suitable. Also we found it was necessary to look at the source to ensure it could be trusted and
would provide safe regulated information. We also found that often ‘easy read’ images could only be accessed
through a paid subscription.
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Summary of some of the comments from services regarding barriers to implementing the Accessible
Information Standard:

All the services we surveyed said they had to change templates on NHS
clinical systems i.e. Health Check and Health Action Plan to convert them to
easy read/add pictures/increase size to aid accessibility, which was time
consuming. Some reported not having sufficient time to complete this task.


Lack of Confidence in Adapting
Resources







Lack of Understanding in
terms of what the standard
means

Financial Constraints

Limitations on Staff and time
constraints



Not all staff seem to be aware of what the standard is or how
they can implement it within their own services/information
Need more guidance






Charges incurred for the use of resources
Printing costs
Lack of resources ‘fit for purpose’
Funding is an issue so often approached on a ‘needs basis’



Time to discuss in team/practice meetings to plan an
approach and allocate tasks e.g. identification of lead role
Downloading and reviewing content can be time consuming




Knowledge of who requires
adjustments

locating specific documents on websites -there is a lot of
information out there and it can be confusing
More 'generic information' would be useful
Knowing what images to use
Lack of training also highlighted as an issue for some
Some people felt that some of the resources they had found
could be 'patronising' to older patients and were more
suitable for children rather than young people and young
adults




Information regarding what adjustments are required are
sometimes not provided in a referral
Patients cannot always communicate what needs to be put in
place
As the system is working for many on a ‘needs basis’ it is
reliant on the patient approaching the service and
highlighting this
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Service Users Comments
Information can be:
‘..a bit too crammed, overloaded information, too much information, you could get muddled up’
‘I wish everything in the world was more like that’ Young adult reviewing an easy read version with ‘Easy
on the I’ images
‘simple questions...questionnaires can sometimes be over the top’ young adult reviewing one of our easy
read questionnaires with ‘Easy on the I’ images
‘It’s nice to be asked if you feel comfortable signing something’ young person commenting on our ‘Easy
Read’ volunteering application form
We asked 12 young adults:
Do you feel confident that information you see about health issues and services would be easy for you
to understand?
10
9
8
7

Yes

6

No

5

Not seen
information

4
3
2
1
0

Some feedback from parent carers:
‘If a letter went directly to my son he would probably just put it in the bin’





Letters are sometimes sent to the person they care for that they feel would not be understood
Terminology is often used and not explained
Support should be offered as soon as you access a service – staff should ask questions and make
more attempts to communicate with the patient rather than just relying on the person
advocating. Things should be put in place to improve communication

19

Are you told about appointments by the GP or
does the person supporting you tell you?
3.5
3

What is your favoured method of contact from
your GP?
6

Told by the GP

2.5

5
4

Letter

3

Call/Text

2

both

2
1.5
1
0.5
0

Told solely by
the person
supporting
them

1
0

Potential Gaps - Questions for NHS England
-Is there an ‘easy read’ document for registering at a GP Surgery or any health service?
-We have seen the fantastic ‘Get Checked Out’ work done in Leeds regarding Annual Health Checks for
over 14’s – are there any documents that would support/advise a service in preparing a young person
who may have more complex communication needs for their AHC? Is there guidance regarding the
follow up process to ensure they are at the centre of their care?
-Could AHC’s be carried out outside of the surgery and if so is there any guidance about this?
-Is there anything that is used by surgeries to summarise/document what behaviours (specific to the
individual) may indicate a possible health concern for individuals who may be more reliant on
advocacy?
-Are there currently any apps in an ‘easy read’ format that would highlight what young people’s rights
are within a health setting? Particular areas brought to our attention are; issues regarding capacity
and consent (this has also been highlighted by some parent/carers), that health services can present
information in different ways, that services can contact young people in a way that is most accessible
to them
-‘Ready Steady Go’ is clearly a really useful tool in supporting the transition to adult services, is there a
more accessible version of this with visuals? This could be really useful as we receive lots of feed back
about some of the challenges regarding transition.
-Many of the services consulted felt they would benefit from some training regarding some of the AAC
available and support to implement this within their service. Could you offer any suggestions?
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Personal Health Files

Within Nottingham there is currently a ‘Personal Health Care File and Health Action Plan’ that can be used by
individuals who have an intellectual disability for example. This is presented in a green file so is also known as
‘The Green Book’. This resource includes a format and symbol set that helps users to make choices about
their health; what they do to stay healthy, what they need to do to improve this, how they communicate,
what support they need, who helps them with their health plan, who co ordinates their care, what the
individual does when they are unwell, what their appointments are and other useful lifestyle, wellbeing
and health information. We wanted to survey this system to identify what the benefits are and how effective
a system this is.
Service Perspective:
Out of the cohort surveyed and consulted:

76% of professionals surveyed reported that patients did not use the ‘My
Personal Health Files and Health Action Plan’. No one surveyed in pharmacies
or other community/health services had seen the document produced by the
patient.
We wanted to find out why this resource was not being used as widely:
 The majority of GP’s were aware that these were issued to patients but like so many records /files given
out these were often not brought to appointments.
 The ‘Personal Health File’ resource was accredited in helping communicate with non-English speaking
patients
 It was noted that some patients still require an advocate to assist in the use of the file.
 Professionals did comment they could work smarter in reminding patients to bring files with them to
appointments.
Service User Perspective:
In speaking to young people about the current ‘Green Book’ (Personal Health File) we found that most were aware of it
but did not use it. Reasons stated were:







Easy to forget
Bulky to carry around
Preference
Concerns about how they may appear to others
Lack of interest or unsure what it was for

Both patients and services can see the benefits of the ‘Personal Health File’ but the majority feel this would be
better in an alternative format that could be accessed via a phone/tablet. People can see the potential, but for it to
be effective it needs to be promoted to patients; a ‘learnt system’, embedded within healthcare, education,
community and residential settings and referenced by professionals and introduced to patients at the right time.
Young people and young adults have expressed the need to consider security and confidentiality when setting up
any online, app based resource.
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Annual Health Checks for Over 14’s
White paper – ‘Our health, Our Care, Our Say’ refers to the need for regular
checks
‘People aged 14 and over who have been assessed as having moderate, severe or profound learning
disabilities, or people with a mild learning disability who have other complex health needs, are entitled
to a free annual health check.’ NHS Website
We decided to explore how effective these were:
Service Perspective:
 None of the GP Surgeries surveyed advertised the Annual Health Check (currently enhanced service)
or had a specific leaflet
 All agreed that young people were hard to reach and better engagement was required for this
demographic
 All had protocols in place for identification/eligibility, but the percentage of those on their learning
disability register accessing the Health Check was not recorded. Recorded numbers were seen each
quarter for management information purposes (payment)
 Lack of clarity in process if contact is not made with the young person after three attempts, the
majority are left until the next year anniversary, some are referred back to Learning Disability Team
 Only one GP surgery offered Health Checks outside of the surgery
 Uptake of Health Action Plans was low by patients and reliant on the GP’s to follow up, this could
possibly be due to no easy read version being available?
 The majority felt that protocols needed tightening regarding the follow up of actions from the Health
Action Plan
 No quality standard for Health checks or plans. None of the GP’s surveyed had a specific patient
feedback protocol for the Health check
 Training for Health Checks was reported as being carried out between 1-3 years by the Learning
Disability Team
 Transitional arrangements form part of the Health Check but referrals to transitional services were
reported as being ‘shaky and unreliable’ and dependent on what is available
Service User Perspective:
 We have received mixed feed back from parents/carers regarding ‘Annual health Checks’; with some
people being unclear about what these are and when they might be applicable.
 Many young people and young adults seemed confused as to what these were for and what they
meant. Service users suggested that knowing what to expect at a health check and why this is
important would encourage them to access them.
All the services we surveyed said they had to change Health Check and Health Plan templates on NHS
clinical systems to adapt or convert them to easy read to aid accessibility, which was time consuming.
Some reported not having sufficient time to complete this task.
‘Easy Read’ Annual Health Check resources
In response to the results of our research with services we asked some young people and young adults to
review some resources that support the ‘Annual Health Check’ process, these have been produced by ‘Your
Health Matters’ based in Leeds. The feed back was really positive with very enthusiastic comments about
the visual approach - layout and imagery. We have tried to promote these resources to services and
encouraged them to display posters to inform young people.
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Transition to Adult Services

Young adults who have specific learning and communication needs told us they are adversely affected once they reach
the age of 18 and are considered to be adults and have to use adult services.
Feedback from consultation sessions with this age group suggested that Adult Service’s felt very different to what they
had been used to in terms of the environment but also that the communication, systems, contact methods and referral
pathways did not have the flexibility to cater to their needs. The following case studies demonstrate how the expectation
placed on then when they reach adulthood means that they can miss out of the care and appropriate support they need
to have positive health experiences.
Mark (19) Hospital stays
Mark is 19 and has Autism. His verbal communication is limited and he relies heavily on his mum to help him to
communicate, manage with every day life and to ensure that he feels safe in new environments. Mark has a physical
condition affecting his feet which he has had since birth- this has required medical intervention in the past and is
deteriorating with his age. He is now due to have an operation later in the year which will require a fairly long hospital
stay. Due to his age his mum is concerned that he will be on an adult ward, with more restricted visiting times and that
she will not be able to stay with him overnight like she had done in the past. Her ability to stay with him in hospital has
been vital to his communication, recovery and well-being. He is very anxious about hospitals and medical procedures
and struggles without mum there to help him to communicate his needs. This is having a huge impact on both Mark
and his mum who are getting increasing anxious as the date for surgery gets nearer. She feels that initial consultations
about the procedure have all focused on Marks physical needs as opposed to exploring the additional support he will
require during this period due to his Autism. Although she has tried to instigate discussions about what Mark needs
and who will be able to provide it -she feels that her concerns are not being taken seriously. She feels frustrated that
just because Mark is 19 he is not any more able to cope with a hospital stay now than he was when he was a child and
that not enough consideration is given you young adults who require on-going parental support even though they are
over the age of 18.

Mohammed (20) Mental Health Diagnosis and self –referral
Mohammed is 20 and is an effective communicator; however his learning disability means that he can struggle to
process information and he suffers significantly from anxiety and panic attacks which affect his capacity to engage
with services and support. Mohammed had visited his G.P. in relation to his anxiety; he later received a diagnosis of
Post Traumatic Stress Disorder and was given to details of an organisation to contact to make a self –referral for
specialist support. When he came to our Consultation Group he was anxious and confused. He did not understand his
diagnosis; he felt that the appointment had been very quick and that it had not been explained to him properly. He
was worried about what this would mean for him and his future and had become increasingly stressed. He had been
given a number to call for specialist support but had not done this as he didn’t feel confident enough to do so. This
issue had been going on for a number of weeks. We supported Mohammed to make contact with the service but this
highlights the expectation that as Mohammed is 20 he has the capacity to independently access the support he needs
but does not take into consideration his personal, learning and communication needs. Mohammed said that no one
had asked if he needed support to access the new service and he felt alone in the process.

23

Capacity and Consent
“Capacity means the ability to use and understand information to make a decision and communicate any
decision made”. - NHS Choices Website
Our research has evidenced that there are significant issues relating to capacity and consent. Capacity can
be difficult to determine with patients who are children and young people. However the complexities of
learning and communication needs can provide additional challenges for health professionals (many of
whom may have limited time to spend with an individual due to restrictive appointment times and
workload). This can:




Reduce the time that health professionals have to explore with children and young people what
their understanding is
Miss opportunities to involve parents and carers in enhancing communication
Can potentially affect assumptions and accuracy of judgement

Through our consultations it has become clear that GP practices and parent carers may not always
agree on decisions relating to whether a young person or young adult; is seen and can make decisions
regarding their health care independently. This can create considerable anxiety for the parent and
patient.
We explored service understanding of ‘Capacity and Consent’. Of those surveyed:







GP’s and other community services had a greater understanding of the laws regarding
consent and capacity (88% and 78% respectively), whereas Pharmacies were 50%
GP’s reported training for Capacity and Consent came under their PREVENT Duty strategy
and that the CCG and CQC did not specify/list what mandatory training GP’s should provide
and how often.
Training cycles typically varied between 2-3 years for Capacity and Consent and were
reported as being disseminated to clinical staff at levels appropriate to their roles.
Generally those surveyed reported that consent was sought at the earliest opportunity,
usually verbally and recorded on notes

Staff said that they needed to be mindful of providing information to carers when the individual had
the capacity for this to be provided to them directly, some reported carers trying to ‘take over’ in this
process and speaking for the patient. Some parents and carers felt there was a need for them to be
involved/sent letters or texts in addition to the young person as their child may miss an appointment
without them telling them about it, reminding them or arranging transport etc. The young person
might be seen as having capacity to understand the situation and make choices, although may not be
able to understand or read the materials sent. In such cases the parent would need to read it to them
to ensure that appointments were attended or to decipher the information.
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Children/young people and parents/carers felt that treatment options were not always discussed or
explored with children and young people who struggle with verbal communication even though they
were able to understand the issues and make decisions.
They highlighted the following as recommendations;










Time and effort are allocated to exploring and building an understanding of the child or young
person’s specific communication needs to make a better assessment of their capacity to make
choices
Invest in resources and training that will support health professionals to communicate directly
with children and young people e.g. easy read/visual materials
Encourage children and young people to more involved in their own healthcare and treatment
and decision making – starting with small things such as ....
Working with parents and carers to support how information is provided – the importance of
asking the right questions and allocating time to understand opinions/viewpoints
The use of visual information, easy read materials and resources to promote involvement, open
dialogue and ascertain choice
Suggestion that early communication around these issues builds the child or young person’s
confidence, knowledge and understanding of potential health conditions and increases
promotion of self care and their trust in medical professionals
Assessing capacity - Interactive on-line tool (GMC Website)- can this be used with non verbal
patients and is there an easy read version?

Information Sharing
Young people and young adults have stressed that they can appreciate the benefits of information being
shared between services but that this should be on a ‘need to know basis’ and that they should be
informed as to how information is shared, who it is being shared with and why.
It was generally felt that one of the main benefits to the correct sharing of information would be longer
time during consultations and improved continuity of care. Young people, young adults and their
parent carers expressed to us their frustration when they feel they have to repeat ‘their story’ to a
multitude of different professionals. This has been described as challenging and traumatic. They also
stressed how it was important information was shared prior to any consultation with a different service
or staff member to ensure that ‘reasonable adjustments’ could be made in time for the appointment as
part of the preparation process.
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The Use of AAC, APPs and Digital Resources within Health Settings

Rationale for Greater Research into the use of AAC, App’s and other digital resources within health settings:
Some key findings from phase one of our research with health services:

60% said they do not have resources to aid communication for those patients
where written or verbal communication may not be their main means
44% said they do not have ‘easy read’ information about health issues and do
not receive guidance or advice regarding communication with patients who
may have a learning disability.
Service User Perspective- Key Themes from Consultations/Testimonials
Individuals who may have a greater reliance on advocacy have worse outcomes – the absence of this support
can prevent a young person/young adult accessing health care altogether or maintain contact to manage a
condition
Greater challenge in diagnosing – people making numerous visits to the GP before an accurate diagnosis can be
made. Some individuals feeling that perhaps behaviour/symptoms highlighted are not taken as seriously as
they would hope and are tied in with their pre existing learning disability/diagnosis.
During one consultation with young adults over half expressed that the GP only contacts their parent carer
regarding appointments and health related information- they felt that this was limiting their capacity for
independence now and in the future
Many of the young people and young adults we have consulted who have a learning disability and/or Autism
have expressed that they need support to understand information about their health.

Young people and young adults are telling us that they can often feel ‘ignored’ and they would like to be asked
how they would like to communicate and what they need

Potential benefits from improved communication:
-Maximising an individual’s potential to express their health needs, navigate through the health care
system and be at the centre of their care
-Empowerment - Increasing patient’s independence and understanding of personal health and services
-Compliance with the Accessible Information Standard, DDA, building on the Equality Act 2010
-Potential in reducing unnecessary additional visits
- Greater understanding of individual behaviours and needs and therefore better experiences for the carer
and cared for – alleviating some of the anxiety and potential need for additional support
-Potential reduction in need for advocacy support in the longer term
-More effective engagement with the ‘Annual Health Check’ process
-Greater understanding of individual behaviours and needs
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The 40% of health services we surveyed who said they used technology said that they mainly utilised this
for language translations, interpretation and general information. Other technology mentioned was;
FLOW, Telehealth and it was recorded that some patients have brought their own communication aids such
as Gaze
In response to our findings we decided to conduct a more detailed consultation to identify what some of
the issues may be in terms of using assistive technology more within health settings. We conducted a
series of consultations where we introduced health services to applications such as; communications grids
and body mapping tools. Below is a summary of this work.
GP Practice 1
%
Practice

<16
22

17-24
9.6

25-34
18

Data from NHS England GP Patient Survey
2017
% of patients surveyed

90
88
86
84
82
80
78
76
74

GP was good
at involving
them in
decisions
about their
care

GP was good
at listening to
them

GP was good
at giving
enough time

GP was good
at explaining
tests and
treatments

GP

86

86

84

80

Local CCG avaerage

88

84

85

81

National Average

89

86

86

82

Service Feedback – initial thoughts
-The Service thought that the use of Apps within a GP practice setting could be positive in the sense of
moving with the times, they appreciate the broad benefits of modern technology. They felt that smart
phones were part of every day life especially for young people.
-They did express concern that potentially there could be an issue with time restraints, but said if it was
embedded within working practice and changing working practice, it could overall be a great idea.
-GP’s themselves felt that it might be useful. However they thought that an IPad would be needed in all
consultation rooms as if shared resources were kept in a central place GP’s would need to collect it and
this could create challenges due to limitations on time during already limited appointments.
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Feedback on viewing applications
-It was felt that the communication grid was not as simple to learn and use as initially thought.
Feedback suggested that constructing sentences using the grid could be complicated and challenging
and therefore it may not be straight forward for a young person to use as a ‘one off’ when they visited
the surgery. The general perception was that a young person would potentially need a parent or carer
to help.
-The data collated suggested that if apps were to be used in a GP practice it would be better to have
something coming from an approved central source so that all services would use this with clinicians
and patients, improving their confidence and helping to familiarise themselves with them.
-Participating health professionals viewed the use of I-pads in their surgery as a ‘good idea’ and could
see the potential. It was felt that the issue is ‘targeting the right people’ for the right apps/resources as
there are so many apps out there. If patients haven’t used an app beforehand it may take time for them
to familiarise themselves with it. Just logging into a programme could take 5 minutes out of an
appointment. Perhaps the most effective way would be for patients to come to the surgery with their
own device, although this could be limiting and dependent on resources available to patients.
-If individuals were familiar with a particular system and confident to use this then it could be beneficial.
A system where patients could send information to a surgery would be useful – however that poses
questions regarding security and safeguarding and at what point GP’s would be expected to respond if
for example someone was logging /sending information daily about their deteriorating mental health.
-The practice manager talked about Skype and how this could be positive if used in the right way, again
there could be security issues and also there is benefit to seeing someone in person to get a full picture
of how they present. The benefits of Skype consultations are clear but parents, patients and
professionals all expressed concern about missing visual clues and prompts that can sometimes be
picked up better face to face.
-It was felt that pain scales would be of benefit as it can be a challenge for many to describe pain with
words.
-An app based resource to replace the Green Book was thought to be a good idea; again this would
need to be familiar to patients and accessible to ensure consistency.
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GP Practice 2

Data from NHS England GP Patient
Survey 2017
% of Patients Surveyed

95
90
85
80
75
70

GP was good
at involving
them in
decisions
about their
care

GP was good
at listening
to them

GP was good
at giving
enough time

GP was good
at explaining
tests and
treatments

GP

90

94

92

87

Local CCG Average

84

88

85

81

National Average

86

89

86

82

Currently have approximately 24 patients with a learning disability 12 of which are under 25

Service Feedback – Initial thoughts
The service told us that patients often attend with a carer/advocate who can relay information regarding
their health. They feel it can sometimes be hard to remember to pose questions and answers to the
patient when there is an interpreter involved. They work with many patients where there may be language
barriers.
Current methods, strategies in supporting communication:
-Have some ‘easy read’ documents and send ‘easy read’ versions of letters if required.
-Have a ‘body map’ on PC’s that can be used
-Have copies of the ‘Green Book’ but this is not widely used – this is identified as useful where there have
been language barriers.
-Have completed ‘Skype’ consultations before
-Have accessed some training regarding different tools, equipment that can be used to remind patients
about when to take medication.
-A Learning Disability Nurse visits sometimes and determines who has a learning disability based on the
register.
Feedback on viewing applications
-There was concern that the voices were not very clear and that there could be a potential language barrier
for those not having English as their first language.
- It was felt that time constraints could be an issue
-The use of a ‘mental health tracker’ or ‘patient log’ was seen positively with the understanding that
people could log how they are feeling on different days and this can be sent to GP.
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In Summary
Key themes from service involvement and broader consultations:

It's difficult to know which apps would be of value. Time limits the amount of capacity that services have
to carry out research and ascertain what tools might be useful.

Choices in terms of the technology used needs to be tailored to the patient and services feel
that this is currently reliant on the individual highlighting their communication needs.

It was felt it may be better if patients came with their own device and communication
package. However participants acknowldged that this depends on the support they are
getting, their resources and whether they have an appropriate package.

There is a benefit to using this technology but a lack of training and knowledge makes
it hard to implement . Where IPads/tablets were available services said that little or
no training was provided in the use of the tablet or different apps

Some health services reported having no wifi, it being unreliable or it not currently
being live

Many felt this would be quicker and easier to use hard copies of resources when information is
needed instantly

in an appointment situation.

75% of the services we surveyed were not aware of the NHS App Store. In the main all felt they preferred
approved, regulated/safe source resources from NHS England; Public Health or an alternative known
specialist service

Concerns were also raised about how technology in primary care can sometimes be problematic due to;
-Cyber attacks and the capacity of and impact on existing systems
-Technical problems and having the technology required
-Ageing resources- information becoming out of date
-The cost and time of upkeep and updating resources

Health App Consultations with Young People and Young Adults
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Young people and young adults felt it would be useful to have an app that could log
appointments and health information using visual resources such as 'easy read' images
or symbols.

People felt it would be useful to be able to log and record the changes in how
they might be feeling and then for this to be sent to the GP.

Young people and young adults said they could see the benefits of information
being shared digitally but this should be on a need to know basis only and
they should be informed about who and why.

Young people felt an 'Information App' would be useful to inform them of what
their rights are within the health care system.

Most of the young people and young adults we consulted had a mobile SMART phone
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IT Summit and ‘NHS COMMS’ Film Development
Background
Connected Nottinghamshire is a partnership between the NHS and Social Care Organisations that is responsible
for planning, delivering and funding services for the people of Nottingham and Nottinghamshire. Formed in
2013 they ensure that the development of digital technology and the management of health information and
data support the needs of patients, families, carers and health and social care professionals.
They plan, deliver and invest in the technology that will improve health. Connected Nottinghamshire works
collaboratively bringing together partners from health, social care, Clinical Commissioning Groups and Health
Trusts.
Partnership with Future Pulse
Connected Nottinghamshire were keen to explore how they engage with patients and garner information in
relation to their scope of work and the use of technology. There is recognition that new innovations could
significantly benefit children and young people with communication needs but that greater consultation with
this group is needed to ensure that their thoughts and experiences contribute to this developing programme of
work and ensure that they are not left behind as it progresses.
The following have been highlighted as key areas; Online records, Sharing information, Communication – the
use of text messages/e-mails, Skype Consultations, The use of assistive technology, App development,
Accessible Information.
Future Pulse were invited to sit on a panel and answer questions posed at the ‘Connected Nottinghamshire
Health and Social Care IT Summit’, their views were included in a report (see appendix ii) and are listed below:
Are you comfortable with how your information is stored?
Sharing is okay but we would like to know when and where information is being shared and who to.
Do you have any concerns around privacy of sharing information between people who deliver your care?
Although it is a concern, we know that sharing information is helpful for us. Nice to know that if we went into
hospital, consultants would have the right information they needed.
What is the future of health/care services in terms of IT?
It would be good to have the choice of using different methods of communication, not just phone calls, but texts
and emails too. Patients with learning disabilities could have an app which they could log into on a daily basis to
record their emotions.
How might the NHS better share messages through social media such as Facebook and Twitter?
Using social media is a lot better than providing paper which might be thrown away.
Would you use health apps to support your care?
A health app to help express how I was feeling before going into an appointment would be helpful, it would take
the pressure off.
How would you like to communicate with your GP, have you ever been asked to give feedback at the GP?
Sometimes we can feel rushed in a 10 minute appointment; it can be hard to ask questions that needed to be
asked. It would be useful to have a mechanism to ask these questions before or after the appointment.
Would you like to access health records online and would you like to be responsible for who can access these?
It would be useful to access health records online and who was actually accessing these records in organisations.
It would help because we could point out inaccuracies and correct any mistakes; there is just a worry about the
security.
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NHS COMMS – Future Pulse Film
Film Development

Establishing Terms of Reference

Community Engagement
Recruiting Group Volunteers
Understanding individual
communication needs and
reducing barriers to participation

Exploring the purpose and
structure of the group - young
person led
Communicating shared goals
Action planning
Group process/building
relationships

Creative Work
Mind Mapping
Discussion /Ideas sessions

Creating Film Story Board
Filming/Music design

The group discussed different ways in which they wanted to share their experiences and collectively felt that
creating a film would be a good way of reaching people. They explored the messages that they wanted to
share and how they would go about doing this. Group sessions involved; (see appendix iii)






-Looking at both the content and style of the short film
-Putting together a story board that captured the relevant areas they had identified
-Discussions of the use of graphics and music – the mood/tone of the film
-Choosing how they wanted to be involved – speaking on camera, production, directing etc.
-3rd party involvement – the use of demonstrating best practice in the community

The group wanted to call the film ‘NHS COMMS’ as they felt that this best described the message they
wanted to convey.
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Key Themes through Group Discussions:













Lack of flexibility and choice in terms of the way appointments and information are communicated
Little or no discussion about an individuals personal communication needs – what approach may be
helpful and will ensure greater inclusivity
Lack of visual/’easy-read’ materials that may explain a process/procedure or visit to a service and
make the experience less scary
Very limited opportunities to give feedback (often written questionnaires that were not accessible)
Not being able to identify staff - not always aware of the role of particular health professionals
Having to wait for a long time in waiting rooms for appointments can be challenging/stressful –
often not child or young person friendly environments
Transition to adulthood- adult services feel very different to children’s services and the transition
can feel overwhelming
Discussion with health professionals are often directed at parents/carers
Not always understanding terminology
Not being able to find services, particularly within a hospital environment
Young people highlighted initiatives in the community that had been really helpful in terms of
accessing services/opportunities and wanted these to be demonstrated within the film.

Parent carer View:









Lack of understanding about their child’s communication needs
Limited systems in place to support parents to provide information to their children
Young people having to stay on adults wards which was seen as inappropriate
Not being able to stay overnight with children (18+) who needed them as they can’t
communicate independently caused additional stress and anxiety during hospital stays
Letters being sent to young people who are not able to read
Concerns that health issues are not being identified or managed due to difficulties with verbal
communication
Inconsistencies within different health services/settings
Lack of understanding of their child’s diagnosis and the impact of that

Watch the Future Pulse film at:
https://www.youtube.com/watch?v=k4CgqPSrOgI&t=4s
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The Use of Apps to Improve Accessibility

Throughout the year feedback from young people, parents/carers and professionals expressed great enthusiasm in
exploring how Apps could be used to improve communication and increase health outcomes. The main challenge that
faced health professionals was the sheer number of Apps that are available. This caused uncertainty in knowing which App
to use and most professionals told us that they have limited time to carry out research to find the right App, often resulting
in them not being used at all.
The following chart categorises; some examples of Apps that can be used by Health Professionals and other individuals to
support in finding further App resources, and gives an overview of some of the tools available that could support in
improving communication.

App Resources
NHS Digital Tool Library
Resource
Call Scotland

My Health Apps

https://apps.beta.nhs.uk/

Access this chart for a
comprehensive guide to
Apps for complex
communication support
needs
A range of health apps website states they are
‘tried and tested’

http://www.callscotland.org.uk/downloads/postersand-leaflets/ipad-apps-for-complexcommunication-support-needs/

http://myhealthapps.net/

Supporting individuals to manage and express their health needs
My Health Guide

For adults with learning
disabilities, friends, family
and professionals

https://www.myhealthguideapp.com/

Apps to support greater communication

Talking Mats

SmallTalk Pain Scale
Grid Player

Yes/No
I Can Do apps

Digital talking mats can be
used to ‘explore health
issues’
Also have a number of
other apps

https://www.talkingmats.com

Alternative and
Augmentative
Communication App

https://itunes.apple.com/gb/app/gridplayer/id456278671?mt=8

https://itunes.apple.com/gb/app/smalltalk-painscale/id403058256?mt=8

https://itunes.apple.com/us/app/yes-no-from-i-can-doapps/id635649909?mt=8

The information contained in this resource is for general information purposes only. The information provided within, while we endeavour to keep the information
up to date and correct, we make no representations or warranties of any kind

Proposals
Our research has enabled us to identify three key areas where we feel greater resource is needed. We will outline our
proposals and recommendations for each resource within this section.

Application One – ‘Personal Health File’
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Rationale for Proposal:
Within Nottingham City there is a current system referred to as the ‘Green Book’ (please refer to page 20)
Our findings suggest that most services and service users can see the benefit of this as a working document
and feel there is real potential to develop this further.
Key themes from consultations and health service surveys:
-not all services had readily available copies
-The system is reliant on the patient remembering to bring the file with them
-Professionals did not always remind patients to bring their files
Key themes from consultations with advocates and parents/ carers:
-Some were unaware of its existence and what it is for
-Concerns about how widely this is used. The Green Book is area specific, not universal. It is not a mandatory
process so there seems to be a lack of consistency across services
-It was felt there should be something that was ‘portable’; a system that was the same wherever you went in
the country, a system that everyone is familiar with – one suggestion was an additional section in the existing
red book that parents are given after birth

“When you learn the highway code you learn a set of symbols that are the same everywhere, you are trained to learn
what they mean.. this doesn’t change from area to area. We need a system that is embedded within health care, which
everyone is familiar with and that is introduced early in a person’s life just like the red book is.”
Parent Carer

Key themes from young people and young adults:
-Many people said that they often ‘forget’ to take their file to appointments
-Confusion about what ‘the Green Book’ is and it’s purpose; some people had their own, others didn’t and
hadn’t seen it before
-Some people didn’t like carrying a file to appointments and felt it could make them feel different to others
-People seemed to like the format but would prefer something more modern, using colourful images and
familiar symbol sets. Some of the symbols may not be as easy to understand unless you have learnt this
symbol set
-A lot of the young people and young adults we spoke to liked the idea of an app based resource they could
have on their phone for example and could access at services easily
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Proposal
There is a strong argument based on our findings to propose that there needs to be a national strategy in
developing and introducing a resource for children, young people and young adults who have a learning
disability, Autism or other disability that may affect their capacity to; access and understand information,
communicate their health needs verbally and be at the centre of their care.

What could this look like?
The ‘Personal Health File’ System could include:










Key health information about the individual – updated at appointments
A list of key professionals involved and explanations of who they are and what their role is
A section to note down how an individual expresses discomfort/pain
A section to note down any behaviours that may be indicative of an underlying health issue
An ‘Accessible Information Needs’ section outlining how information should be presented to
maximise understanding
A section outlining a person’s communication needs
A ‘Visual Pain Scale’ and other visual tools to support communication about well -being for use
during consultations
An easy read ‘Annual Health Check’ section including an Action Plan to be used once over 14
Visual simple communication grids with health related images that would enable an individual/
professional to log and summarise what has taken place during an appointment

What needs to be done to implement this?











A Set of ‘easy read’ images for health needs to be created that are as ‘user friendly’ as possible
These images need to be introduced in all health settings – just as the green cross is used to
identify pharmacies
The images need to be embedded into the health care system, within education and public services
Children, young people and young adults who are likely to use this ‘Personal Health File’ system
need to lead on it
Training needs to be provided to all clinical commissioning areas so this can be effectively launched
and introduced within the health sector and beyond, utilising links with schools
Quick Response (QR) codes need to be visible in health services so individuals can access the
‘Personal Health File’ resource and other up to date ‘easy read’ information
The ‘personal Health File’ needs to become part of ‘everyday practice’ and linked effectively with
other plans such as Education Health Care Plans for example
For this to be productive in empowering individuals, enabling them to more effectively; express
their health needs, make choices, understand procedures and potentially be less reliant on
advocacy people need to learn the system as early on as possible
There needs to be a national launch – promoting this through the media and within the community

Potential Benefits









Increase well being among service users – contributing to minimising the potential onset of
additional mental health issues
Ensure the individual IS at the centre of their care
Create less reliance on advocacy
Ensure a more accurate early diagnosis by GP’s and other health practitioners
Reduce misdiagnosis or the number of cases where health issues have been missed
Reduce the need for longer appointments
Reduce the need for service users and advocate to go back and forth to the GP Increase
capacity for self management of health conditions, medication use and self care.
More independent and engaged young people and adults - more informed about their health
needs and where to access support and when

Application Two – Rights in the Health Care System
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Rationale for Proposal:
Throughout our work with health services we have gained a broad understanding of what flexibility
services can offer to improve accessibility. An on-going theme has been that young people are not always
aware of what can be offered. The ‘NHS Youth Forum’ developed a fantastic ‘Youth Rights in Health Care’
document including an ‘easy read’ version, we have disseminated this to many local services. In our
experience many young people had not seen this document and once introduced to it found it useful in
highlighting their rights with regard to; confidentiality, consent and feeding back their experiences. Young
people and young adults have told us they would like something that focuses on accessibility issues,
particularly relating to initial contact, how they access information and communicate their health needs.
Key themes from consultations with health services:
-In the main some advertised ‘Annual Health Checks’ but said that the process was generally for patients to
approach them to request one
-Some services felt that for the ‘Accessible Information Standard’ to be effective they would need to be aware
that a particular patient needed adapted information etc. It seems that some services are not always aware
of patient’s needs regards communication and preferred contact. It was not always practice to ask if a patient
had any specific communication needs.
-Services can be limited in terms of time and resources and therefore are less likely perhaps to access
documents and disseminate these to ensure young people know what is offered
Key themes from consultations with young people and young adults:
-Often contact is made with their advocate/parent and not them directly. They would like to be contacted in
a manner which is accessible and given a choice about what form of contact is best for them
-There is a lack of understanding and awareness of what the ‘Accessible Information Standard’ is and their
right to request information in a different format.
-Most were not familiar with ‘Annual Health Checks’, had not been offered a Health Check by their G.P. and
were not aware of their entitlement to this after aged 14.
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-Most were not aware that they may be able to request a longer appointment or could ask for other
‘reasonable adjustments’. None had felt confident enough to request a longer appointment even though
they felt it may be helpful.
Key themes from consultations with advocates and parent carers:
-Feedback about contact issues and how sometimes the service just contacts the person advocating.
-Often the young person cannot access the information on the letter
-Often communication during consultations is not accessible to the individual making them very reliant on
advocacy

Proposal
A simple App that is accessible in health services via a QR code which outlines in ‘easy read’ format what
young people and young adults can request to help improve accessibility and communication.

What could this look like?
A one page ‘easy read’ list of key information such as:





You can request a longer appointment
You can tell services how you wish to be contacted
Services have a duty to adapt information and communicate in a manner that is
accessible to you
You may be able to wait in a different area

What needs to be done to implement this?
See recommendations on page 35 regarding easy read images and strategy



Young people and young adults should lead on the development of the app
There needs to be QR codes within health services, education and public services so people can
easily access the information

Potential Benefits
Empower individuals to request the appropriate adjustments so they can access health services more
effectively
 Create less reliance on advocacy and make visiting health services a more positive experience
supporting improved health in adult/later life
The Mencap ‘Death by Indifference’ report findings suggested that many healthcare professionals
were ‘often ignorant of the signs and behaviours expressed and clues that indicate stress in an
individual’



Greater access to information so individuals can have greater self-determination and be more
pro-active in the treatment and care
Increase well being among service users

The health service
would like to know how
you would like to be
contacted

Health services need to
know how you would
like them to
communicate with you
Health services can
help to make
information easier to
understand
You can ask for a
longer appointment

Application Three – ‘Easy Read Resource Directory’
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Rationale for Proposal:
Our research with health services has highlighted potential gaps in knowledge regarding adapting information
to ‘easy read’, locating appropriate resources and identifying specific communication needs if not brought to
their attention through referral.
Key themes from consultations with young people:
-Information within health services is often difficult to understand and can use complicated medical
language/terminology
-Communication often takes place with the person who supports them rather than them directly, this can feel
isolating
-They would like to be asked what adjustments may be helpful to them
-They may not have a good understanding of their health diagnosis and may rely on others to take medication,
explain processes and procedures and can be worried and anxious about health appointments/hospital stays etc
Key themes from consultations with health services:
-Lack of time and capacity to access and provide appropriate resources
-Apprehension as to what may be appropriate- conscious of ‘doing/saying the wrong thing’
-Reliant on the person highlighting their needs to be able to implement adjustments
-Lack of knowledge, guidelines and training to build confidence
-Unsure which resources are trusted or approved
Key themes from consultations with advocate and parent carers:
-Contact is often made with themselves rather than the person they care for
-Letters can include complicated terminology which is not accessible for the person they support
-Information and how health information is presented in writing and verbally is often not accessible

40

Proposal
An on-line resource directory that is updated regularly and includes various resources that health
services can easily access and utilise with patients to support communication.

What could this look like?
A website could include:






Links to ‘easy read’; health information, image libraries, letter templates, ‘Annual Health Check’
documents, best practice guidelines, platform/opportunity to share ideas and practice, case
studies
Links to useful communication and health related apps
Guidance regarding the ‘Accessible Information Standard’
Links to relevant training

What needs to be done to implement this?





Our directory could be used as a starting point, this has been developed in response to our
research
There needs to be a campaign to launch this to services, service users and parents/carers and
advocates in order for it to be effective
This needs to be managed and updated regularly
This could be embedded into guidance regarding the implementation of the ‘Accessible
Information Standard’

Potential Benefits
 Empowering patients; increasing confidence and well being, ensuring they are at the centre of





their care
Supporting the parent/carer - perhaps reducing the need for advocacy and reducing anxiety
Improved communication between health professionals and patients
Reducing the amount of time required by services to source/amend information
Building service capacity and confidence in adapting resources
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Strategies for Health Professionals
(working with patients who have communication needs)



Book an initial appointment to establish communication needs – this provides an opportunity to discuss
preferred communication styles, explore the need for advocacy or support, clarify appropriate methods for
contact, and get an understanding of the patient’s capacity and ability to communicate. This information
should be recorded on the patients file and shared appropriately to support other health professionals
offer improved patient care.



Seeing the same G.P - supports relationship building and develops trust, is also reduces the patient having
to repeat or explain things multiple times which is particularly challenging for patients with communication
needs and creates significant potential for important information to be lost. It also means that the health
professional gets to know the individual, have clarity of their on-going health needs and develop best
practice in terms of; communicating with them and involving them fully in their treatment and care.



Explore reasonable adjustments that may support the patient to access their service, this could include offering longer appointment times or the use of communication resources/ tools that improve the speed
and accuracy of the communication of symptoms and ultimately support in making the right diagnosis.



Manage the challenges of the patient attending a health appointment – understanding patient anxiety or
the stress of sitting for long periods in a busy waiting room. Providing a separate quiet space, offering early
or late appointments at less busy times may reduce stress and anxiety and make the experience more
manageable. Front line reception staff could advise patients/parents carers if there is a long or unexpected
delay, giving them the opportunity to have a wander around and come back later.



Provide options for treatment and care- discussing the different ways a procedure can be carried out gives
the patient and importantly parents/carers the opportunity to give key information about the less
distressing options. The majority of parents will have an instinctive and comprehensive knowledge of their
child’s triggers and will be able to inform the process to make a procedure quicker and less traumatic e.g.
whether an anaesthetic is given via a needle or a mask.



Providing visual/pictorial guides for procedures (e.g. blood test, x-ray, having an operation) helps
parents/carers to prepare a child or young person for a procedure, enabling them to see what it going to
happen, answer questions and provide reassurance. For children and young people who find new things
incredibly stressful this can help to ensure that they are more comfortable on the day, they know what to
expect and feel more in control of the situation.



Improved support/understanding for parents/carers – parents of children with communication needs can
worry that their child could be very ill and they would not know. Frequently symptoms/behaviours are
quickly attributed to their existing diagnosis and parents worry that this could mask other serious
conditions. Demonstrating more understanding of why parents are concerned and spending time to
explore these issues could ultimately reduce the number of appointments and parental anxiety.

42



Invite to regular health checks – regular health checks provide an opportunity to check existing health
needs and pick up on anything new. But importantly these are an opportunity to promote self care and
greater independence of health and well-being during the transition to adulthood. They can help young
people to understand their own health needs or diagnosis, when to seek help, and how to manage
conditions/medication. This may mean they that are more likely to seek appropriate intervention when
they get older.



Provide accessible opportunities for feedback – this may need to be done verbally or with the use of
pictures if the patient is not able to complete a questionnaire for example, but will enable a service to
collate data on the experiences of people with communication needs accessing their services and make
improvements where necessary.
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We have put together a series of recommendations as a result of our research. The over arching theme
from our research is that there needs to be a national strategy that will filter down to all services.

How can we better support the implementation of the ‘Accessible Information
Standard’?
Ensure resources / guidance produced reaches services. This may require making the use
of some mandatory. For example: within Nottingham we would recommend ensuring services have
access to the ‘Inclusive Communication Resource’ provided by Nottinghamshire NHS Trust (Inclusive
Communication Pack)

Provide clarity for services on the expectations of the ‘Accessible Information Standard’
including mandatory components

Ensure training and implementation support are offered to services through approved
schemes. 52% of the sample audience were not aware when questioned if the ‘Accessible Information
Standard’ had been implemented within their service, 48% recognised room for improvement in
implementing the Standard and that additional support was required (as referred to in ‘Accessible
Information Standard’ section)

Provide more support for small services or those that are not focused on young people or supporting
people with learning disabilities – many of these felt they lacked the resources to invest.

Provide more help with adapting documents -adjusting size/colour, using pictures, making
documents ‘easy read’ etc. A guide or library of Apps to help with the process, guidelines for adapting
resources or providing an approved range of images would help services to feel more confident when
adapting their own service material/information

⑥ Support better consultation and engagement with interested parties – ensuring that children, young
How
we ensure
servicesneeds
havecan
access
to a range
of resources
toproducts.
ensure
peoplecan
and adults
with communication
directly feedback
on services,
literature and
young people feel informed and can be at the centre of the care?
Additional funding made available to meet communication needs

Provide standardised templates to make it easier for services to adapt for their own use, such as;
GP appointment letters, GP registration forms for example. (‘easy read’ versions of NHS England
forms/templates information on specific conditions, service information and visual descriptions of
processes/procedures were hard to find)

Support the development of age specific resources i.e. child/teenage/young adult
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How can we ensure health App based technology is accessed more widely
within services?
Promote and diversify the NHS App Store – safe/regulated approved resource sources so
professionals are more confident in using Apps with patients to aid communication. Ensuring that the App
store recommends Apps that cover all of the key areas – mapping health, communication, pain scales,
consent, age and culturally appropriate.(currently there are limited approved Apps)

Implement a broader approach that would enable the NHS to pay ‘one off’ user fees for
all services. This may save a considerable amount of money and reduce barriers for smaller services. It
can be very costly for services to download or sign up to Apps that they may use very infrequently

Ensure young people who may experience greater communication barriers are
introduced to and have easy access to the Apps available
How can we ensure young people know what services are available and the
flexibility that can be offered to improve accessibility?
Build awareness of the adjustments and special services pharmacies can offer pharmacies to promote additional services within GP Surgeries. Greater Joint working with pharmacies and
GP’s to provide a more accessible, inclusive service

Utilise NHS Choices more effectively to highlight the service adjustments that can be
made - link pharmacies with specialist adaptations/services through NHS Choices – possibly to local GP’s or
by services available

Provide patients with an ‘easy read’ pack of service information at the point of
registration highlighting what adjustments can be offered and made
Ensure any communication needs are identified at registration so adjustments can be made
to maximise accessibility

Ensure patients with specific communication needs can pre-book appointments this will
allow staff greater time to plan and assist with communication needs

Provide more outreach/community appointments when appropriate. But also support
individuals to improve their capacity to access services in the community.

Explore how children, young adults and people with learning disabilities can be more
effectively involved in ‘Patient Participation Groups’ giving them greater opportunity to feed back
into improving services
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What could be developed to support young people and young adults to
communicate their health needs and log their progress?
Develop a national strategy to implement a ‘Personal Health File’ system that is
universal Develop an app version of the Green Book or similar resource (see proposal on page 35)
Provide greater resource and encourage greater use of apps within health services - such
as pain scales, logs and communication aids

Use a symbol/picture set within health services that is as universal as possible so people
can familiarise themselves with this system – ensure this is introduced at as young an age as possible and
visible within educational, community, residential settings also

Ensure QR codes are available at health services to access up to date easy read
information and ‘Personal Health Files’

What can be done to reduce anxieties and improve accessibility?

Introduce ‘interactive’ or digital maps particularly in larger environments such as hospitals.
Introduce systems to limit anxiety when waiting for long periods of time so patients can
leave the waiting area and be called back when needed

Send patients ‘easy read’ information and explanations of what is going to happen
particularly prior to specialist appointments and/or transition to new services
Inform patients and parent/carers what the options are in terms of where they are seen
to give them greater choice and support in limiting anxieties
See previous section also
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How can we maximise the effectiveness of the ‘Annual Health Check’ process?

Encourage health services to promote/advertise Annual Health Checks, provide posters,
leaflets to clarify what these are and what they are for - ‘Get Checked Out’ would be a useful resource to
widely promote to GP services and patients

Provide ‘Health Action Plan’ templates in an ‘easy read’ format. Consider developing an app or
utilise existing resources to ensure there is consistency and checks are as ‘person centred’ as possible

Seek patient feedback from the Annual Health Check process and make improvements based
on comments received

Monitor the percentage of those reached so true figures of those being missed are highlighted.
Ensure there is guidance regarding following up on missed AHC’s

Run a campaign to encourage ‘hard to reach’ patients to attend ‘Annual Health Checks’
and increase awareness in terms of what these are

Provide guidance on how information from ‘Annual Health Checks’ can be shared with
other professionals involved in the patient’s care and how it can feed into existing plans - the
majority advised that this is not currently common practice

How can we improve understanding of ‘capacity and consent’ ?

Promote the NHS ‘Know Your Rights in Health Care’ document widely
Ensure health services have mandatory training regularly about how they effectively engage
and support young people and young adults who may experience greater barriers to accessing services and
communicating their needs. Ensure consent and capacity elements are reviewed and refreshed annually.

Provide a ‘quick reference guide’ to consent and capacity
Include information about capacity and consent in ‘Personal Health Files’ so this is
communicated to individuals and advocates. Feed back suggests there is often confusion regarding consent
and capacity.
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Easy Read Resources

A Range of Easy Read Resources for
Professionals, Young people and their
Advocates

March 2018

#fut urepulse
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Health Checks
Hospital Passport - A hospital passport provides key information about a
patient with a learning disability, including personal details, the type of
medication they are taking, and any pre-existing health conditions
http://www.nhs.uk/Livewell/Childrenwithalearningdisability/Documents
/Hospital%20Passport%20Template%20example%20from%20South%20W
est%20London%20Access%20to%20Acute%20Group.doc
Health Check – An easy read guide that describes what a health is, how to
get a health check and how to find out more information about health
checks.
https://www.mencap.org.uk/sites/default/files/201606/Annual_health_checks_Easy_Read_1.pdf

Involve me Card – This card gives tips that will help you communicate with
me
https://www.nottinghamshirehealthcare.nhs.uk/download.cfm?doc=docm
93jijm4n3959.pdf&ver=5606

My Health Plan
http://www.myhealthplan.see.nhs.uk/

How I am Feeling
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

I want to talk about
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information
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My Medicine
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

My Personal Health File and Health Action Plan
http://nottscountypb.org/wpcontent/uploads/2016/07/HAP_complete1.pdf

Health Check Flyer
http://www.yourhealthmatters-leeds.nhs.uk/get-checked-out-home

Get Checked out check list – About you
http://www.yourhealthmatters-leeds.nhs.uk/get-checked-out-home

http://www.yourhealthmatters-leeds.nhs.uk/get-checked-out-resources
 Health Action plan and example
 Health Check fact sheet for families and carers
 Health Facilitation Team Get Checked Out and check list
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Knowing your rights
Youth Rights
https://www.england.nhs.uk/wp-content/uploads/2015/08/youth-rightsin-hlthcr-er.pdf

Can we keep this between us - Confidentiality
https://www.england.nhs.uk/wp-content/uploads/2015/08/yth-rightsin-hlthcr-confidentiality.jpg

Your rights under the Accessible Information Standard – Easy Read
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/Your-Rights.pdf

Accessible Information Standard - Easy Read
https://www.mencap.org.uk/sites/default/files/201704/AIS%20MENCAP%20FINAL%20SC.pdf

Who decides what happens to me
https://www.england.nhs.uk/wp-content/uploads/2015/08/yth-rightsin-hlthcr-consent.jpg

The Equality Act 2010 – Easy Read
https://www.mencap.org.uk/sites/default/files/201802/Equality%20Act%20-%20Easy%20Read.pdf
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Advance Statement
https://www.nottinghamshirehealthcare.nhs.uk/download.cfm?doc=docm
93jijm4n1800.pdf&ver=1846

Mental Capacity Act
https://www.nottinghamshirehealthcare.nhs.uk/download.cfm?doc=docm
93jijm4n1885.pdf&ver=1968

The Mental Capacity Act 2005 – Easy Read
https://www.mencap.org.uk/sites/default/files/201802/Mental%20Capacity%20Act%20-%20Easy%20Read.pdf

Mental Health Act – Detention Easy Read Fact Sheet
https://www.nhs.uk/NHSEngland/AboutNHSservices/mental-healthservices-explained/Documents/easy-read/MH-CoP-Being-detained.pdf
The Mental Health Act – Your Rights – Various easy read fact
sheets/posters
https://www.nhs.uk/nhsengland/aboutnhsservices/mental-health-servicesexplained/pages/easy-read-mental-health-act.aspx
 Community Treatment orders
 About people making decisions for you
 Everyone is equal – your rights
 Guardianship
 About independent mental health advocates
 Information you must be given
 Leaving the hospital ward
 Your nearest relative
 Questions for your family to ask when you are detained
 Questions to ask when you are detained
 Sharing your information with professionals
 How information about you is shared with your family, friends and
carers
 Your right to have visitors
 Making decisions in advance
 Your treatment and your rights
Posters
 Know your rights
 Detained under the Mental Health Act
 IMHA – Independent Mental Health Advocate
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PALS easy read
https://www.nottinghamshirehealthcare.nhs.uk/download.cfm?doc=docm
93jijm4n1706.pdf&ver=1727
Making a Complaint – Local Services
file://dc01/%23USERDATA$/t.seymour/Downloads/Making-a-ComplaintEasy-Read-Leaflet-October-2015%20(1).pdf
Consent – Department of Health – A guide for people with Learning
disabilities
http://www.easyhealth.org.uk/sites/default/files/consent%20%20a%20guide%20for%20pwld.pdf

Consent and Capacity
https://www.bhrhospitals.nhs.uk/children-with-learning-disabilities

Easy Read
Communication Card – How I like to communicate and get information
http://www.changepeople.org/getmedia/4ad774ac-23ec-4609-b1a113280b07a483/CHANGE-Communication-Card-v2
The Independence pack – leaving hospital/living in community
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/Discharge-Toolkit-TABS-new-buttons.pdf
Easy read cancer booklets
https://www.macmillan.org.uk/information-and-support/resources-andpublications/other-formats/easy-read.html
What is hepatitis?
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/Hepatitis-New-2016_General.pdf
What to do when you have type 2 diabetes
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/Type-2-Diabetes-CHANGE-web.pdf

Easy read information about health: Various leaflets/guides
All about Flu and how to stop getting it
Information about Pneumonia
Me at mealtimes
Having a Smear test – what is it about
Information about Epidurals for pain
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Information about Patient Controlled Analgesia
Information about Pain
Information about health
Information about food and exercise
My Healthcare Passport
The Elfrida Society
Information about drinking alcohol and health
Keeping Healthy when it is really hot
Good health care for all
Accessible information for people with sensory loss
Smile – what happens at the dentist
Making life better for adults with congenital heart disease
Things you might want to ask about asthma
About epilepsy
See Ability
Macmillan Cancer Support
Be clear on cancer lung cancer leaflet
Questions to ask
Free NHS Health Check
Keeping mentally well
My Future and end of life care plan
Mental Health and Learning disabilities
http://www.bild.org.uk/resources/easy-read-information/health-easyread-links/
Keeping Safe Online
http://www.changepeople.org/Change/media/Change-MediaLibrary/Blog%20Media/Keeping-Safe-Online-Easy-Read-Guide-Small-FileSize.pdf

What is safeguarding
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/What-is-Safeguarding-2016.pdf

Anxiety - Easy read
http://easyhealth.org.uk/sites/default/files/null/Anxiety%20booklet.pdf
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Easy Read Guide to A&E
http://easyhealth.org.uk/sites/default/files/null/An%20easy%20read%20gu
ide%20to%20A%26E.pdf

Easy read guide to Self Care
http://easyhealth.org.uk/sites/default/files/An%20easy%20read%20guide
%20to%20self%20care.pdf

The following website has easy read information on the following:
Transition plan and process
What will happen when you have a blood test
Going home from hospital – what will happen
What will happen in the Children’s Emergency Department
https://www.bhrhospitals.nhs.uk/children-with-learning-disabilities
Your NHS Care – choosing doctors
https://www.gov.uk/government/uploads/system/uploads/attachmentdat
a/file/520202/choice-Leaflet_1.pdf

Resources for GP’s
How to make information accessible – how to make your own easy read
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/How-to-make-info-accessible-guide-2016Final.pdf
5 Steps of the Accessible Information Standard – how to document
advice to help implement the standard
http://www.changepeople.org/Change/media/Change-MediaLibrary/Free%20Resources/5-Steps-of-AIS-Easy-Read.pdf
NHS England - Care and Treatment Review; Policy and guidance
https://www.england.nhs.uk/wp-content/uploads/2017/03/easy-readcare-treatment-review-policy.pdf
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National Electronic Health Check (Learning Disabilities) Clinical Template
https://www.england.nhs.uk/south/wpcontent/uploads/sites/6/2017/03/Final-LD-Template-Summary-1403V10.pdf

Easy read Flu Jab poster
https://www.england.nhs.uk/south/wp-content/uploads/sites/6/2017/03/EasyRead
Adult-Flu-NEW.jpg

A Step by Step Guide for GP Practices - Annual Health Checks for People
with a Learning Disability Dr Matt Hoghton and the RCGP Learning
Disabilities Group
http://www.easyhealth.org.uk/sites/default/files/null/a%20step%20by%2
0step%20guide%20for%20GP%20practices.pdf
A Summary and overview of the Learning Disability Annual Health Check
electronic clinical template (2017) - The template offers GPs a systematic
approach to the Health Check which is code based, drawing on the
existing patient record
https://www.england.nhs.uk/publication/a-summary-and-overview-ofthe-learning-disability-annual-health-check-electronic-clinical-template2017/
Building the Right Support – Easy Read
https://www.england.nhs.uk/south/wpcontent/uploads/sites/6/2016/08/ld-easy-read.pdf

Meeting Inclusive Communication Needs
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

56

Health Signs and Symbols
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

Inclusive Communication Poster
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

Specialist Communication
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

What is happening
https://www.nottinghamshirehealthcare.nhs.uk/accessible-information

Get checked out screening tool for GP’s
http://www.yourhealthmattersleeds.nhs.uk/_literature_122830/Screening_Tool

Resources for Health Care Professionals – various guides and
information
https://www.mencap.org.uk/learning-disability-explained/resourceshealthcare-professionals

http://www.yourhealthmatters-leeds.nhs.uk/get-checked-out-resources
 GP Guideline for Annual Health Check pathway system 1
 EMIS GP guidelines for annual health check pathway
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Accessible Information Standard Specification
https://www.england.nhs.uk/publication/accessible-information-standardspecification/

Accessible Information and Easy Read
 Your Health Matters
 Get Checked Out
 Get me? Get me better!
 Accessible Information Standard
http://www.easyonthei.nhs.uk/literature128208/AccessibleInformation
andEasyRead
Care Treatment Review
https://www.england.nhs.uk/wp-content/uploads/2017/03/easy-readcare-treatment-review-policy.pdf

Various resources for young children – NHS
https://www.monkeywellbeing.com/resources/nhs/

Resource Hub with various resources suitable for children and young
people
http://www.mefirst.org.uk/resources/

Pain Scales
Pain Chart Poster
https://www.monkeywellbeing.com/wpcontent/uploads/2015/05/Pain-Chart.pdf
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Universal Pain Assessment Tool
http://www.nes.scot.nhs.uk/media/2701203/faces_scale_tool.pdf

Letters
Invite Letter
http://www.easyhealth.org.uk/sites/default/files/null/invite%20template.
doc

Various letter and leaflet templates
http://www.easyhealth.org.uk/listing/letter-templates-(leaflets)
 GP Accessible Appointment Letter
 Easy Read Health Check invite letter
 Invite Template
 A Step by Step Guide for GP Practices
 Health Check for people with a learning disability
 Going to the Dental Surgery – a powerpoint template for
appointments
 Easy read cervical screen invite letter
 Invite to yearly health check
 Appointment letter about your eating and drinking
 Health Check invite
Health Check Invite letter
http://easyhealth.org.uk/sites/default/files/null/easy%20read%20health
%20check%20invite%20letter.doc

Cervical Screen invite letter
http://easyhealth.org.uk/sites/default/files/null/easy%20read%20cervical
%20screen%20invite%20letter.doc

http://www.yourhealthmatters-leeds.nhs.uk/get-checked-out-resources
 Invite letter templates: 1,2 and 3
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Useful Apps
iPad Apps for Complex Communication Support Needs
Identifying suitable apps
http://www.callscotland.org.uk/downloads/posters-and-leaflets/ipadapps-for-complex-communication-support-needs/

NHS Digital Tool library resource
https://apps.beta.nhs.uk/

The information contained in this resource is for general information purposes only. The information provided within,
while we endeavour to keep the information up to date and correct, we make no representations or warranties of any
kind, express or implied, about the completeness, accuracy, reliability, suitability or availability with respect to the
websites or the information, products, services, or related graphics contained on the websites for any purpose. Any
reliance you place on such information is therefore strictly at your own risk.
In no event will we be liable for any loss or damage including without limitation, indirect or consequential loss or
damage, or any loss or damage whatsoever arising from loss of data or profits arising out of, or in connection with, the
use of these websites.

Appendix i

Future Pulse Film Development – Example Minutes
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Appendix ii
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