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Foreword
I am delighted to be asked to write the foreword to this important report. 

Further to Mencap’s 2007 report called ‘Death by indifference’, which was about 6 people with 
learning disabilities who should not have died, Health Education England want to make sure that the 
staff that work with people that have Intellectual Disabilities have the right skills and values, in the 
right place at the right time.

The ‘Workforce Development for people with Intellectual Disabilities’ programme, part of Health 
Education England (HEE), aims to create a sustainable and secure workforce supply so that people 
can live a good life.

In line with these aims, all our work at the Council for Disabled Children (CDC) is influenced by the 
voices and experience of the children and families we work with and the people who support them.

It has taken a long time for people to understand that children and young people with learning 
disabilities and difficulties have a voice, even longer to support people to listen to it. Yet we know 
through all our work with expert patients that when we do listen and when we enable patients to 
be partners in their care, outcomes can be so much better 

An effective workforce of supporters which is able to embrace this, understanding their needs, 
essential values, and effective approaches to skills development, is key.  As such we were really 
pleased to undertake this work with HEE, which brings the needs of supporters and the voices of 
young people together. 

We began the work in August 2018 identifying young people’s groups and the broadest group of 
supporters including professionals, volunteers, parents and carers, who wanted to take part and 
bring their expertise and experience to the issue. 

The goal of the work was simple, to understand what children and young people need from the 
workforce in order to reach the best outcomes, and what the workforce of supporters itself needs 
to do the same.

The young people have a range of learning disabilities and difficulties. They use the health system 
and need it to function well for them to reach their outcomes. They are also clear that they are 
experts in their own conditions and want to be actively involved in their treatment and support. 

The workforce itself also want it to function well. They want to understand their own learning and 
be confident about making the right decisions. They were very aware of the need for safeguarding 
training for example, but also wanted to be equally confident in understanding communication and 
the social model of disability. 

Like everything in 2020, COVID-19 intervened in our world and made us rethink how we needed to 
communicate and provide support. We have reflected on learning, both positive and negative. The 
young people rose to the task as we explored the technology that enabled their voices to be heard, 
and for staff it really did clarify what could be learnt through e-learning and what needed to be face 
to face.

As this learning shifts our approaches and understanding, and as we embark on the recovery 
journey from the last year, a clear constant remains. The importance and value of the voice of 
children and young people is central to the developments in the way their future care and support 
is delivered. Their voice is also central to the skills and values that their dedicated workforce of 
supporters need to ensure that they achieve their outcomes no matter what they may be.

https://www.mencap.org.uk/sites/default/files/2016-06/DBIreport.pdf
https://www.hee.nhs.uk/
https://councilfordisabledchildren.org.uk/
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About this project

Who was involved? 
Health Education England, South East Region

Health Education England (HEE) works nationally 
and regionally across England to support the 
high-quality delivery of healthcare and health 
improvement to the patients and public. 

HEE aims to provide the workforce with the 
right skills and values, in the right place at the 
right time to better meet the needs and wants 
of patients. Overseeing workforce planning, 
education commissioning and provision, 
to improve both national consistency and 
standards and local leadership and decisions. 

The Intellectual Disabilities Programme, working 
across the South East Region, supported us to 
undertake this project

The Council for Disabled Children

 

The Council for Disabled Children (CDC) is the 
umbrella body for the disabled children’s sector. 
Our vision is a society in which disabled children 
and young people’s rights are respected, their 
aspirations supported and life chances are 
assured. We have a membership of over 300 
voluntary and community organisations and 
an active network of practitioners that spans 
education, health and social care.

CDCs role as the strategic reform partner 
to the Department for Education (DfE) and 
as part of the Delivering Better Outcomes 
Together (DBOT) consortium includes workforce 
development and practice improvement 
through a range of approaches. 

We facilitate national community of practice 
networks for Designated Medical Officers 
(DMO) and Designated Clinical Officers (DCO); 
Designated Social Care Officers (DSCO) for 
SEND; and special educational needs and 
disability (SEND) leads in local authorities, as 
well as delivering strategic workshops and 

frontline training to multi-agency practitioners 
on a wide range of themes in relation to 
improving outcomes for children and young 
people.

In November 2019, CDC were appointed by HEE 
to support the development of the new NHS 
England/Improvement Key Working function. 
Drawing together stakeholder’s from across the 
sector, CDC worked closely with NHSE/I and 
HEE to help define the function, outline clear 
parameters and objectives, highlight system 
requirements and support the commissioning of 
the pilot sites.

Through the Early Years SEND partnership we 
are working with five partners and nine English 
regions to provide significant support on SEN 
and disability to early years settings and local 
authorities. CDC is delighted to be working with 
nasen, I CAN, The Communication Trust, Contact 
and Dingley's Promise on this programme.

In June 2020, we published Tomorrow’s 
Leaders – A world beyond Disability which 
was commissioned by the Education Training 
Foundation (ETF) on behalf of DfE https://
councilfordisabledchildren.org.uk/help-
resources/resources/tomorrows-leaders-
world-beyond-disability.  This exciting 
publication profiles the achievements of over 
30 inspirational young people who are leading 
in their communities, with ambition, hard work 
and dedication to improving society. In addition 
to the publication we were also able to develop 
an infographic which sets out the support the 
young people valued from their experiences in 
Further Education:

https://councilfordisabledchildren.org.uk/
sites/default/files/field/attachemnt/FE%20
Infographic%20-%20FINAL.pdf 

In addition, Making Participation Work is the 
DfE’s national participation programme for 
special educational needs and disability. Jointly 
delivered with KIDS we work across England 
to support professionals and practitioners to 
deliver effective quality participation. More 
information can be found online:   https://
councilfordisabledchildren.org.uk/our-work/
participation/practice/making-participation-
work

https://idhekss.wordpress.com/
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/FE%20Infographic%20-%20FINAL.pdf
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/FE%20Infographic%20-%20FINAL.pdf
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/FE%20Infographic%20-%20FINAL.pdf
https://councilfordisabledchildren.org.uk/our-work/participation/practice/making-participation-work

https://councilfordisabledchildren.org.uk/our-work/participation/practice/making-participation-work

https://councilfordisabledchildren.org.uk/our-work/participation/practice/making-participation-work

https://councilfordisabledchildren.org.uk/our-work/participation/practice/making-participation-work
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What do we mean by learning 
disabilities, learning difficulties and 
autism?
Throughout this report, learning disabilities, 
learning difficulties, and autism are mentioned 
frequently. Therefore, we want to set out 
a shared understanding of these, and the 
differences between the terms. 

Mencap share a detailed description of learning 
disabilities and learning difficulties here:  
https://www.mencap.org.uk/learning-disability-
explained/what-learning-disability

It states that: 

“A learning disability is a reduced intellectual 
ability and difficulty with everyday activities 
– for example household tasks, socialising or 
managing money – which affects someone for 
their whole life.

People with a learning disability tend to take 
longer to learn and may need support to 
develop new skills, understand complicated 
information and interact with other people.”

A learning difficulty is different from a learning 
disability because a learning difficulty does not 
affect general intellect. There are various types 
of learning difficulty, for example, dyslexia, 
dyspraxia or attention deficit-hyperactivity 
disorder (ADHD). An individual can have one, 
or a combination. Both learning disability and 
learning difficulties can exist on a scale and, 

Background and context
therefore, support would have to be measured 
by the severity of the learning difficulty.  

Autism is a spectrum disorder (ASD). The 
National Autistic Society (NAS) shares a more 
detailed description of Autism here:  
https://www.autism.org.uk/advice-and-
guidance/what-is-autism

“Autism is a lifelong developmental disability 
which affects how people communicate and 
interact with the world.”

For example, people with autism may find bright 
lights or loud noises overwhelming, stressful, or 
uncomfortable. As a result, they may get anxious 
or upset about unfamiliar situations. Autism is a 
spectrum disorder, which means autistic people 
may have varying support needs. Additionally, 
one-third of autistic people also have a learning 
disability. 

Importantly, with the right support, most 
children and young people with learning 
disabilities, difficulties or autism in the UK will be 
able to live independent, fulfilling adult lives.

The social model of disability 
The focus of this report is to highlight children 
and young people’s voice and experience in 
their healthcare needs and the role they can 
have in developing a skilled and responsive 
workforce. The report raises some of the 
key issues important to children and young 
people with learning difficulties and disabilities 

https://www.mencap.org.uk/learning-disability-explained/what-learning-disability

https://www.mencap.org.uk/learning-disability-explained/what-learning-disability

https://www.autism.org.uk/advice-and-guidance/what-is-autism

https://www.autism.org.uk/advice-and-guidance/what-is-autism
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receiving health and care support. 

In the main, the feedback we received was of 
negative experiences and a lack of inclusion. 
However, the participants were clear that 
children and young people with learning 
difficulties and disabilities can make important 
contributions that will have a positive impact of 
the future delivery of care. 

To ensure that this group of children and young 
people are properly given equal consideration 
in future workforce development plans we must 
step away from the Medical Model of Disability 
(pic 1) and instead firmly centre our approach 
to inclusion within the Social Model of Disability 
(pic 2).

Picture 1: Images illustrating The Medical 
Model of Disability (credit: Alliance for Inclusive 

Education)

Picture 2: Images illustrating The Social Model of 
Disability (credit: Alliance for Inclusive Education

As explained by the Alliance for Inclusive 
Education: “In the social model of disability, 
Disabled people are seen as being disabled 

not by their impairments (such as blindness 
or autism) but by society’s failure to take their 
needs into account. Being Disabled is part of 
the normal spectrum of human life: society must 
expect Disabled people to be there and include 
us.”1 

Social Model of Disability awareness and 
training can be a powerful tool for workforce 
development, equipping those working for 
and with disabled people to have a greater 
understanding of societal barriers and the 
part we play in removing them. This can 
be especially true for those professionals 
and practitioners working with children and 
young people with learning difficulties and 
disabilities, who may not be aware of the tools 
and skills they need to advocate this model for 
themselves.

What else do we know?
Children and young people have long said 
their care and support needs must be person-
centred, with their views and previous 
experiences at the heart of provision and 
workforce training. All too often children and 
young people tell us that they are not given due 
consideration when their care and support is 
planned and delivered, too often with negative 
results that impact them long term. 

To fully understand their needs, children 
and young people must be included in care 
conversations at the earliest opportunity. 
1	 https://www.allfie.org.uk/definitions/
models-of-disability/social-model-disability/?g-
clid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi-
5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1e-
L88Y58zRahoC5qAQAvD_BwE

https://www.allfie.org.uk/definitions/models-of-disability/social-model-disability/?gclid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1eL88Y58zRahoC5qAQAvD_BwE
https://www.allfie.org.uk/definitions/models-of-disability/social-model-disability/?gclid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1eL88Y58zRahoC5qAQAvD_BwE
https://www.allfie.org.uk/definitions/models-of-disability/social-model-disability/?gclid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1eL88Y58zRahoC5qAQAvD_BwE
https://www.allfie.org.uk/definitions/models-of-disability/social-model-disability/?gclid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1eL88Y58zRahoC5qAQAvD_BwE
https://www.allfie.org.uk/definitions/models-of-disability/social-model-disability/?gclid=CjwKCAiA98TxBRBtEiwAVRLqu-Mt87rc0_Vi5Er1pCWtRWH0GoC4BQmsoS3gaTGA_b1eL88Y58zRahoC5qAQAvD_BwE
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This includes discussion about themselves as 
care receivers, who they want to care for and 
support them, how that care and support is 
delivered, and what they think the workforce 
needs to know in order to do their job properly. 

The needs of children and young people with 
learning disabilities covers a broad spectrum 
and includes children and young people who 
require little day to day support, up to and 
including those who need 24-hour complex 
care. Their personal experiences are unique 
but, when it comes to the quality and delivery 
of care and support, there are common themes 
that run throughout. This report highlights some 
of these themes, with suggestions from young 
people on how to address the challenges.  
By ensuring that we understand the views of 
children and young people we can then explore 
with those who support them the education, 

training and support they need to deliver care in 
that way. 

Similarly, the workforce who support children 
and young people with learning difficulties 
and disabilities is broad and diverse. Their 
experiences, training and development 
needs can differ greatly depending on their 
setting, their role, their previous training and 
skills development, and the level of direct 
engagement with children and young people. 

To understand the needs of the whole 
workforce, we were asked to bring together the 
broadest range of supporters, not just trained 
professionals, ensuring we captured the valuable 
experience of parent carers and voluntary 
supporters. This approach allowed us to achieve 
a more comprehensive overview of the sector 
and the opportunities to improve support for 
children and young people.
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What did we do?
Children and young people
To capture the variety of needs and experiences, 
we facilitated focus groups across a range of 
youth settings, bringing together the voice of 
children and young people aged 11-25 with 
learning disabilities, who all receive health care 
and support from a wide range of professionals.  
We know, as do children and young people, 
that a number of cohorts, including parents 
and carers, must be part of the health care 
and support discussion. However, children and 
young people feel that their voice is unequal, 
and if training and service provision is to 
improve it is this issue that we must address.

To give children and young people an equal 
opportunity to participate does not mean that 
they have to participate in exactly the same way 
as professionals and other adults. To capture 
the voice and experiences of children and 
young people with learning disabilities, CDC 
developed an interactive and visual session that 
enabled the participants to share their thoughts 
and experiences at a level comfortable to them. 
The session plan for the focus groups can be 
found in Appendix 1. 

This report presents the combined findings 
and key messages arising from six focus groups 
and discussions with individuals involving 40 
children and young people.  The focus groups 
and discussions focused on the participants’ 
experiences of health care and support received 
from professionals with whom they come into 

contact.

The information contained in this report is a 
summary of specific areas of their support, 
rather than a comprehensive overview. Key 
areas of concern for the children and young 
people were receiving inconsistent care and 
support from a workforce with a variance in 
skills, knowledge, competency, relatability (to 
the care recipient as young individuals), scope 
of duties and  awareness. We discussed these 
concerns in the context of: 

•	 The range of professionals and other adults 
providing care and support

•	 An understanding of who is responsible for 
particular aspects of care and support, and 
how these fit together

•	 When or if treatment is discussed with the 
care recipient 

•	 The person specification of a good care 
giver/supporter

•	 What children and young people think the 
workforce needs to know

All of the children and young people 
who participated in the focus groups 
were passionate about being included in 
conversations and shaping the quality of care 
provided to them and other children and young 
people. They were keen to receive feedback 
from Health Education England on how their 
thoughts and views will be used to help develop 
the workforce.
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Supporters
There are a wide range of roles involved in 
children and young people’s lives. Within 
these roles there is significant variance in 
duties, responsibilities, skills, knowledge and 
personal attributes, which contribute to their 
effectiveness and impact.  

As such we designed the interactive sessions to 
capture:

•	 the key challenges and opportunities

•	 the aspects of supporting children and young 
people which they thought were most crucial

•	 common aspects of job descriptions 

•	 the person specification of a good supporter

•	 the types of training they as supporters have 
accessed

•	 the types and formats of training which would 
be most beneficial for other supporters

We facilitated a number of different sessions, 
one in London and one in Bristol, with a 
combined total of 23 attendees. We also 
brought together a group of 24 professionals 
from the CDC membership, who represent a 
broad range of voluntary organisations. We also 

conducted an online survey to capture further 
feedback. 

All those who were involved in the various 
sessions were enthusiastic and engaged, and 
were very keen to share their experiences 
and learning. They demonstrated strong 
commitment to supporting children and young 
people with learning difficulties and disabilities, 
and spoke of clear motivating factors and 
benefits of their roles. 

Throughout the duration of the project and 
sessions that took place, we made use of 
graphic facilitation. Our rationale for using 
graphic facilitators is again linked to the social 
model, with the focus being on inclusivity and 
learning. Graphic facilitation is a useful tool 
to use with a group who may have literacy 
difficulties, learning difficulties or disabilities. 
The Learning Disability Network highlight the 
use of graphic facilitation as a form of best 
practice for presentations. 

The learning from the two supporter sessions is 
in the illustrations at the end of this report. Key 
aspects of these illustrations are highlighted 
throughout this report.
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Workforce and others with care 
responsibilities  
We asked the children and young people to 
share who regularly provided care and support 
to them in some way. The intention of this report 
is to support the development of the education, 
training and support needs of the workforce. 
However, it is important to draw links between 
the health professionals who provide care and 
support, and non-professionals who do so. The 
relationships that should be developed between 
these two cohorts, as well as the information 
and resources that need to be shared across 
the spectrum of carers, means that these 
considerations should form part of the learning 
curriculum. 

The range of professionals, listed in Table 1, 
although not exhaustive, will not be a surprise, 
encompassing a range of services that provide 
essential and long-term care. As emphasised by 
the children and young people we spoke to, this 
makes it all the more important that care is of a 
high quality with children and young people’s 
needs and wants placed at the centre. 

It is the breadth of non-health specific 
supporters that adds another layer of complexity 
to joined-up working and quality care. The range 

of individuals spans across health, education 
and social care, as well as including family and 
friends. It is often these individuals that ‘fill the 
gaps’ in care and support that children and 
young people find lacking in their provision. 
It is equally important that these individuals 
feel supported, skilled and qualified to meet 
the needs of children and young people with 
learning difficulties and disabilities in their care. 
The children and young people we spoke to 
told us that they are more likely – although not 
exclusively – to trust and speak to people who 
know them in a non-medical capacity because 
they are the people who have taken an interest 
in them as individuals, getting to know their 
likes, dislikes and how they express themselves. 
As a result, they feel more comfortable with 
these people and may use them as ‘buffers’ 
or ‘filters’, testing complaints, concerns and 
ideas with them first before approaching a 
professional. This is worth bearing in mind when 
developing person-centred care approaches. 

Key findings

Professional Healthcare workforce Others with health and care responsibilities

•	 Carer •	 After school club worker

•	 Dentist •	 Childline

•	 Doctor (Specialist) •	 Football coach

•	 GP •	 Friends

•	 Mental health nurse •	 Grandparents

•	 Nurses •	 Housing Officer

•	 Occupational Therapist •	 Parents

•	 Optician •	 Pets

•	 Paediatrician •	 Receptionist

•	 Paramedics •	 SENCo

•	 Personal Assistant •	 Siblings

•	 Pharamacist •	 Teachers

•	 Physical Therapist •	 Teaching/Learning support assistant

•	 Psychologist •	 Youth worker

•	 Social Worker

•	 Supporters

•	 Therapist

Table 1: List of health carers and supporters
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Registered Professionals highlighted 
issues in finding the best approaches
Supporters who operate in a professional 
capacity reflected on a generalised lack of 
skills, knowledge and support systems in place 
to effectively meet the needs of children and 
young people with learning disabilities and 
learning difficulties. It must become a priority 
to ensure that all Supporters are well equipped 
and knowledgeable about the specialised and 
person-centred care and support that they need 
to provide to children and young people. 

One supporter described the process of starting 
work at a small facility for young adults with 
complex needs where she had no previous 
experience or training. 

 
 
 
Other supporters agreed in this discussion that 
these are common experiences for professionals 
in small organisations, which often rely on the 
skills and experience that practitioners already 
possess and are ill equipped to meet gaps.

Conversations and Decision Making
Children and young people have told us, where 
they feel able, that they would like to be more 
involved in conversations about their care, 
including treatment options and understanding 
the impact each may have, as well as the 
professionals who provide their care. During one 
discussion a child told us they need someone 
who “understands about ASD”, whilst another 
young person said it was important that a carer 

“knows what makes me calm”. Others said that 
having professionals who can relate to them as 
young people made them feel valued as people, 
as well as more relaxed and happier about 
receiving healthcare.

"Children are not adults with purple brains 
instead of beige, their brains are just wired 
differently, they are younger but treat them as 
humans with respect."

In line with person-centred approaches, some 
children and young people told us that they 
were happy with their parent carers’ taking the 
lead on their health and care decisions, but it 
should be the young person’s right to choose 
who takes the lead, rather than professionals 
assuming it will be parent carers. 

How, when and who to include in 
conversations:

•	 Get to know the child/young person and 
what makes them relaxed and comfortable

•	 Think about the room/space you are using – 
is it appropriate for the conversation and will 
the child/young person be at ease

•	 Talk to children and young people rather than 
their parent carers

•	 Use words that the child/young person 
understands

•	 Share information in manageable chunks and 
take a break if necessary – go at their pace, it 
is different for everyone

•	 Give children and young people time to 
digest the information. You may need to 
recap at the next appointment

•	 Young people and parents may disagree on 
decisions. Be clear on who has the final say 
and what support and information is available 
to manage the situation

•	 Always give young people the choice about 
decision making - as they get older/grow 
more confident they may want to take on 
more decision-making power

•	 As young people grow their opinions and 
options may change, always be aware of this

•	 Always be respectful and considerate  

She was accutely aware that at the time 
she lacked knowledge and confidence in 
safeguarding, health and safety practices 
and data protection, in addition to a lack of 
specialised knowledge in how best to provide 
care and support for individuals with such 
complex needs. She also reflecteed that the 
organisation was so underfunded that there 
were no prompt opportunities to access any 
training or support and idenitfied tat she 
struggled to know how best to work with 
those she cared for.
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Job Descriptions and Responsibilities
Children and young people with learning 
disabilities and difficulties often have to access 
a range of services to support their needs. Often 
these services are delivered by teams spread 
across a number of different departments, 
funded by numerous government budgets, and 
delivered with each team’s specific working 
pattern. 

This makes co-ordinating care a minefield for 
families, who worry that changing one aspect 
of the package will have a negative knock-on 
effect that may be disastrous for the child or 
young person. The findings from the session 
with the supporters identified the duties 
outlined below, which highlights the level of 
co-ordination needed for families to navigate 
the health, care and support system for their 
child. This is compounded by having care and 
support needs that may not be visible, leading 
to judgement from professionals and the wider 
public alike, “[they think] you’re not actually hurt 
and you’re just annoying them.”

The key day to day duties which supporters deemed to be most important 
included: 
•	 •	 communication

•	 •	 personal care (where it is needed) 

•	 •	 supporting the child or young person in activities

•	 •	 keeping them safe 

•	 •	 medication and health care (where needed)

•	 •	 empowering the child or young person and helping to build independence  

Less frequent but important duties included:  
•	 •	 de-escalation and appropriate restrictive physical intervention where unavoidable 

•	 •	 first aid 

•	 •	 attendance at and support in meetings 

•	 •	 supporting attendance for health appointments 

Moreover, attendees also highlighted the 
importance of appropriate driving, budgeting 
and financial management, multi-agency 
working and Disclosure and Barring Service 
(DBS) clearances, which is a record of a 
person’s criminal convictions and cautions. The 
DBS works to safeguard vulnerable individuals 
therefore, no individual can start working 
with vulnerable children or adults without an 
employer receiving that person’s DBS. Only 
once the relevant checks have been carried out 
and the DBS certificate highlights no concerns 
can that practitioner begin to work with 
children or vulnerable adults.

The children and young people we have spoken 
to have told us that they find the ways in which 
the different services work to be confusing and 
overly complicated. They are sometimes unsure 
of who is supposed to be providing specific 
aspects of their care, and feel uncomfortable or 
unable to ask. The number one reason children 
and young people have said prevents them 
from following up on, what they feel to be, bad 
care and support is an imbalance of power, 
followed closely by being worried that their 
care or support will be removed.•	 advocacy 
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Person Specification
Children and young people often tell us that 
the type of person caring and supporting them 
is important. Whilst personal characteristics do 
not replace highly quality training and skills, 
training will not make children and young 
people feel included and respected. The 
children and young people we spoke to for this 
programme shared what they feel makes a great 
care giver and supporter. 

The word cloud on the right shows us some 
of the more popular characteristics which the 
children and young people felt people in the 
healthcare workforce should have. You will 
notice that they listed someone who ‘helps’ 
as being the top quality. However, the ways in 
which someone can help are numerous when 
considering the many roles and responsibilities.

Other positive and important characteristics 
include a person who will listen, have and be 
fun, someone who is calm and reassuring, nice, 
gentle and aware. 

The workforce focus groups completed 
the same activity and there were some 
characteristics and traits that both cohorts 
mentioned, with someone who listens and is fun 
as the main two that showed up on the same 
list. 

Conversely, we also asked the children and 
young people to tell us what makes a bad 
healthcare worker. They shared some of the 
issues that have upset and worried them when 
receiving support. The biggest issue was staff 
who were rude to them, which understandably 
has a significant impact on how relationships are 
formed and developed. 

Other negative examples include people who 
are angry or impatient with them, who use 
jargon, who are untrained, late, lazy and unkind, 
all of which have affect the quality of their care 
and support. 

Our substantial experience in supporting 
workforce development tells us that effective 
support for children and young people is not 
solely a training issue. The supporter sessions 
were designed to also capture information 
on person specifications for supporter roles, 
to identify the personal characteristics and 
attributes which promote positive supporter 
relationships. 

You can see in the image on the right below 
some of the characteristics which were 
described in discussions at one of the supporter 
sessions. 
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The effectiveness of training available and 
dissemination of learning
The children and young people raised a number 
of training needs that could be addressed. There 
was also some discussion as to how frequently 
people should have ‘top up’ training to keep 
their skills fresh and relevant to the individuals 
they are caring for. 

Communication
The training concern that was raised the 
most was communication, specifically how 
professionals communicate with children 
and young people and their families; with 
each other, in terms of sharing and recording 
information across teams and departments; and 
the methods of communication. 

It was suggested that there could be further 
training on different methods of communication, 
such as Makaton and sign language, as well 
as pictorial and assisted technology.  Young 
people felt that too often professionals used 
unnecessary jargon, or did not take the time to 
explain what was happening. 

Similarly, children and young people said 
their families often spent too much time co-
ordinating care due to a lack of professional 
communication. Either because key messages 
had not been passed on, or because systems 
did not ‘talk’ to each other and history had to 
be repeated to each new team. Young people 

tell us it is upsetting and frustrating to have 
to repeatedly focus on the negative aspects 
of their care needs because information is not 
shared. 

Person-centred care
Person-centred care was frequently mentioned 
as something children and young people would 
like more of and felt professionals needed 
more training in. Some participants have had 
positive experiences of person-centred care 
from professionals, and said this has made a 
huge difference to them, but on the whole the 
children and young people felt that this was 
lacking. Some of the older young people we 
spoke with suggested that young people be 
involved in the design of person-centred training 
to make sure it incorporates everything they feel 
is necessary to put children and young people 
at the heart of the care provision. 

Learning disabilities and difficulties
Our participants wanted this report to note 
that children and young people with learning 
disabilities and difficulties may need information 
shared in different ways, and they may process 
information differently to others, but they are 
more than capable understanding their needs 
and being part of decision making. They felt that 
people often made them feel different because 
they did not have the skills and experience to 
work with them in an appropriate way. However, 
if more staff were taught to think of the person, 
rather than the condition, then many problems 
would be resolved. This is part of understanding 
and delivering the Social Model of Disability, and 
we would like to see this approach to disability 
embedded at the heart of training programmes. 
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Working with other teams
As already mentioned in previous sections of 
this report, receiving care across health teams 
can be difficult, with separate appointments 
and co-ordination of care too often needed.  
The young people said they would like to see 
professionals work together better to limit the 
amount of time spent receiving treatment, 
but also so they found it easier to understand 
what was happening and why. They said they 
thought the standard of care would improve if 
teams were able to better work together with 
delivering care in the community, giving them a 
wider choice of social opportunities and options 
of employment and independent living. 

Working with non-health carers
As we have already mentioned, children and 
young people receive a significant amount of 
their day-to-day care from non-professionals. 
During our focus groups we discussed what 
this means for the recipients of care, those 
delivering it, and the health professionals 
supporting it. there are outcomes, both 
positive and negative, of receiving care from 
non-health professionals, family and friends. 
What the young people we spoke with are 
concerned with is that this group of people be 
able to access training and support when and 
where they need it. This might be in the form 
of resources from a range of sources, or non-
traditional support, such as e-learning modules 
and inexpensive face-to-face workshops. 

In line with many of these themes, the supporter 
sessions highlighted the variety in the workforce 
which supports children and young people is 
both an asset and a challenge. The range in 
skills, knowledge and experience can provide 
a variety of insight and approaches for families, 
but it can also lead to gaps and weaknesses 
in the support they receive. It is vital that 
when training opportunities are developed, 
disseminated and tested, that this range is 
considered and accounted for.

Supporters provided a range of information on 
training, and the variety of programmes and 
opportunities they had accessed. Feedback 
showed that training comes in a wide variety of 

types, formats and modes, and varied greatly in 
quality, implementation and effectiveness. 

“Opportunities to practice are what embeds 
training.”

How is training accessed? 
Attendees had accessed training from a broad 
range of sources, and identified a large number 
of potential sources and effective routes of 
access for future opportunities. Discussions 
highlighted mixed experiences of online training, 
webinars and e-learning modules. Whilst virtual 
training programmes have benefits through 
being comparatively cheaper than attending 
face to face training options, their impact and 
quality can vary significantly. 

“Online is very good for safeguarding, health 
and safety and awareness such as inclusion 
and equalities.  It is also cheap and efficient. 
Very good for things that need repeating 
regularly.”

The quality of online training was discussed at 
length, and many supporters had accessed a 
number of online training opportunities which 
were poor. They highlighted the importance of 
e-learning and online training being engaging 
and interesting throughout, and reflected 
that many e-learning modules tend to be 
dry and boring. Discussions also centred on 
the opportunities to practice or implement 
strategies and approaches, and online training 
which prioritises these is greatly preferred. 

How is learning cascaded?
A key mechanism for small organisations and 
groups to maximise the impact of training is 
to cascade knowledge and learning outwards. 
However, supporters also reflected that there 
is a need to ensure a sustained level of high-
quality delivery and dissemination where 
learning and knowledge is shared in this manner. 
There is a substantial risk in drop in quality 
and the potential positive impact, and whilst 
this approach can save costs, it needs to be 
monitored and quality assured. 
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The most vital and accessed training
The survey drew on the key findings from the 
sessions, and focused on training specifically. It 
was designed to capture the types and format 
of training supporters had accessed in their 
roles, and which training they believe is essential 
and desirable in supporting children and young 
people with learning disabilities.

The results from the surveys are depicted in the 
graphs below:
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Preferences for training
Interestingly, the data gathered from sessions 
and in the survey, conveyed that supporters 
greatly valued the opportunity for face to face 
training. Comments on this form of training 
included that it is often more engaging, 
impactful, interesting and meaningful than 
virtual or remote delivery. Supporters valued 
opportunities to engage with children, young 
people and parents, or to hear feedback about 
their experiences delivered by trainers if their 
direct involvement is not possible. 

Since the survey was carried out the Coronavirus 
pandemic has led to an unprecedented change 

of culture and practice in the way training 
and development can be carried out. It will 
be important to consider the advances and 
improvements in live, interactive online training, 
as well as more traditional e-learning, webinars 
and seminars, to ensure that new approaches 
and technology that better enable interesting 
and engaging content leading to effective 
impact on practice are taken into consideration. 

Below is a graph that demonstrates how 
supporters rated their preference to access 
training and support opportunities. 
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Assessment:
Peer support 
The importance of peer support and shared 
learning was raised repeatedly in all the sessions 
and through the survey. As resources are very 
limited in many settings, attendees reflected 
that they often feel that they are ‘fire-fighting’ in 
their day to day roles. Opportunities to reflect 
on their experiences, to identify training needs, 
and how these might impact on their ability to 
effectively support children and young people 
are extremely limited. This is a concern as it is 
likely to leave individuals feeling ill-equipped to 
effectively meet the needs of the children and 
young people that they support and care for. 
Furthermore, there is a sense that the lack of 
time to reflect could hinder the development 
of Supporters, as limited resources means that 
they are reactive to the demands of their roles 
and not able to consider long term goals for 
their own development. 

In addition, attendees mentioned that finding 
opportunities which might meet these training 
needs is a significant challenge. Supporters 
value opportunities to network, to gain 
professional and emotional support, and to 
share learning, knowledge and expertise with 
their peers. 

Supporters valued opportunities to engage with 
parent carers in shadowing or coaching when 
entering into a supporting role with a child 
or young person. Parent carers, as well as the 
child or young person themselves, know their 
child’s needs and aspirations best and are able 
to instruct supporters in optimum approaches 
to care. This reflects our understanding of the 
sector and the principles which underpinned the 
development of our Expert Parent Programme, 
which trains parents to act as an expert voice 
and advocate effectively for their children and 
young people.

CDC’s Expert Parent Programme is designed 
to empower parents to support and advocate 
for their children and young people. 
Developed in 2014, the programme drew on 
evidence of the positive impact of parent-
led training and to train parents of disabled 
children and young people to become more 
confident and resilient when engaging with 
health services.

A core team of lead parent trainers initially 
delivered 50 training sessions across England 
for over 450 parent carers. The peer-to-peer, 
train the trainer approach proved an incredible 
success. Along with a growing bank of expert 
parent trainers available to deliver the training 
locally, we have also developed a series of 
‘off-the-shelf’ online resources and activities, 
including a series of e-learning modules.

Attendees also identified strong potential for 
community and voluntary organisations to 
provide peer support, upskilling and knowledge 
sharing for supporters and volunteering 
opportunities for children and young people. 
Mentoring opportunities were repeatedly 
identified as necessary and beneficial, and many 
supporters mentioned this.

There is a clear need and opportunity to 
establish and sustain peer support networks 
within the range of supporter communities, 
which could provide high levels of impact 
without requiring significant levels of 
investment. CDC has extensive experience in 
developing and supporting similar peer support 
networks community of practice networks, such 
as our forum for Designated Clinical/Medical 
Officers (DCO/DMO). This forum provides 
professionals with a peer learning and support 
platform, which is highly valued and accessed 
frequently. The development of robust peer 
support networks is extremely important for 
the workforce because it has the potential to 
increase confidence, improve care and thus 
deliver better outcomes to the children and 
young people. In addition, peer support could 
provide those in a caring role with necessary 
emotional and practical support, reducing 
the risk of burn out and breakdown of care 
arrangements.

Range of roles and feedback
At one supporter session we had two tables 
who produced very different responses for the 
various activities. We reflected on this in the 
session and found one table had more health 
and professional representatives, whilst the 
other had more parent carers and strategic 
roles. There were commonalities between the 
challenges and opportunities to overcome 
these. However, when we compared the 
responses to the training activities these 

https://councilfordisabledchildren.org.uk/our-work/whole-child/practice/expert-parent-programme
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differed significantly. The table with more health 
professionals produced a long list of training 
which is required in NHS settings for nurses, very 
little of which is related to disability. The other 
table focused more clearly on skills, knowledge 
and attributes which they felt were important in 
supporting children and young people.

Clinical settings
In a hospital setting, clinical staff have a raft 
of standardised training they must complete 
within the first six months in post. Very little of 
this training considers disabilities in any depth. 
Any additional desirable training on learning 
disabilities is lower down the priority order and 
is often overlooked entirely. 

In one hospital setting, to overcome the lack 
of training and awareness around disability and 
learning disability, specific posts have been 
created to hold responsibility and knowledge on 

these topics. However, these link roles are not 
usually able to cascade knowledge or training 
effectively to the wider workforce, given the 
resource challenges of clinical settings. It is 
essential that the limitations within clinical 
settings are addressed to ensure that staff 
members are adequately skilled to consider 
the needs of children and young people with 
learning disabilities and learning difficulties. 
This is particularly important for the workforce 
because as trained professionals, parent carers 
and volunteers may look to clinical staff for 
advice and even support. Additionally, in order 
to ensure that there is a holistic approach in 
the care and support of children with learning 
disabilities or difficulties, it is crucial that 
individuals that are involved in their lives are 
skilled and feel confident to understand specific 
needs. 
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What do we mean by learning 
disabilities, learning difficulties and 
autism?
Children and young people with learning 
difficulties and disabilities want and need 
to be more involved in their health and care 
support. From our conversations with the 
children and young people who contributed 
to this report, the main message is that at the 
moment, they do not feel that they are given 
an equal say in their support. In addition, they 
do not feel that they are regarded as being 
useful, and indeed necessary, to workforce 
development. The Information, Advice and 
Support Service Network is hosted by CDC 
and they have worked with young people 
to create an opportunity for them to advise 
services on ways to support disabled children 
and young people as well as planning and co-
delivering training sessions across England. 
The young people involved share their own 
experiences, for example living with autism and 
dyspraxia, to improve professional practice. 
You can read more about this and other 
similar work in Tomorrow’s Leaders: A world 
beyond disability which was commissioned by 
the Education and Training Foundation (ETF) 
https://councilfordisabledchildren.org.uk/help-
resources/resources/tomorrows-leaders-world-
beyond-disability. 

The lack of choice surrounding support for 
health and care needs means that children and 
young people are often supported by people 
who do not share their interests, may not fully 
understand their health and communication 
support needs, and do not show them due 
respect and consideration. In some cases, 
particularly involving personal care, the lack of 
choice leaves children and young people feeling 
embarrassed and ashamed. By being included 
in workforce training and development children 
and young people with learning difficulties 
and disabilities hope that they will support 
the sector to grow and become more skilled, 
supporting the public to view health and care as 
a desirable career path for more young people 
beginning their careers.

Children and young people made clear that 
decision-making is a skill that needs to be 

Conclusions and recommendations
learnt over time, and is valuable to their sense 
of independence. Children and young people 
know that learning decision-making skills can 
influence how others view and interact with 
them. Whilst they also said they value support 
from family and friends to help them make 
decisions, they do not always want these 
supporters to make the choices for them, but 
rather help them to understand the options 
available, and the consequences of their 
choices. 

Below are the key workforce development 
recommendations based on the feedback we 
have received from the focus group participants.

Core training for supporters: 

•	 Social Model of Disability training – all 
healthcare professionals and organisations 
should be familiar with the model, 
participating in training to understand how 
their role supports Disabled individuals to be 
equal, including in decision making.

•	 Safeguarding – both generalised and 
specialised for children and young people 
with learning difficulties and disabilities. This 
should also be regularly refreshed.

•	 Disability awareness

•	 Communication 

•	 Behaviour support

•	 Professional training and qualifications (where 
appropriate) – e.g. first aid, health and safety 

Supporters highlighted several key aspects to 
ensure that training is effective, engaging and 
leads to positive impact for children and young 
people: 

•	 Training should involve interaction and 
opportunities to practice or implement 
strategies

•	 Training which is presented as compulsory 
is often deemed to be less engaging. The 
benefits and meaningful difference which will 
be made by attending training should always 
be made clear. 

•	 Where training is provided online or through 
e-learning, it should be reviewed to ensure 
that it is interesting and keeps the user’s 
attention and interest throughout. Supporters 

https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
https://councilfordisabledchildren.org.uk/help-resources/resources/tomorrows-leaders-world-beyond-disability
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were clear that often e-learning and virtual 
training can become tiresome and boring. 

•	 Networking and peer learning opportunities 
are vital. Develop co-ordinated approaches 
that allows professionals from across teams 
to share information in a confidential, timely 
and efficient way, thus limiting the amount of 
time needed for the patient to co-ordinate 
and receive treatment. 

Making use of community resources 
and building in co-production at all 
levels.
Supporters greatly valued interactions with 
children and young people and parent carers 
as part of training. Their coproduction and 
co-facilitation should be prioritised wherever 
possible.

•	 Include children and young people with 
learning difficulties and disabilities in the co-
production and co-delivery of training for the 
workforce.

•	 Include children and young people with 
learning difficulties and disabilities in the co-
production of person-centred tools. 

•	 Make training accessible so that children and 
young people with learning difficulties and 
disabilities are fully informed and included 
in those sessions, where applicable, and feel 
safe and confident to share their experiences 
and recommendations.

•	 Develop and support relationship building 
between the health and care workforce 
and non-health and care professionals who 
also provide necessary support, that fosters 
mutual respect and creates information and 
resource sharing opportunities.

•	 Create opportunities for those who know 
the care receiver best, including family, to be 
part of training opportunities to share their 
own experiences. 

•	 Involve children and young people with 
learning difficulties and disabilities in 
decisions about their care from an early 
age, supporting them to understand the 
consequences of decisions, and when and 
how they would prefer others to advocate on 
their behalf.

•	 Establish a peer support network 

•	 Explore utilising connections to large 

organisations and corporations who may 
be able to provide places on generic 
professional training e.g. health and safety

•	 Identify existing training packages and 
opportunities which are easily accessible 
by the workforce, and signpost to these in 
addition to providing targeted or bespoke 
programmes. This would be most effective if 
it formed part of a resource hub or directory 
which included related tools, information and 
resources. 

•	 Promote the coproduction and co-facilitation 
of training with children, young people and 
parents wherever possible. 

Challenges

CDC has welcomed the opportunity to work 
with Health Education England (south region) 
on Skills for Support, particularly in championing 
the voice of children and young people with 
learning difficulties and disabilities. As with 
all engagement with seldom heard groups of 
children and young people, there are unique 
challenges that occur when supporting these 
particular cohorts to be heard.

Whilst there has been recent improvement 
in attitudes towards people with learning 
difficulties and disabilities the stigma of this 
‘label’, and general attitudes towards these 
particular groups of people, means that many 
children and young people with learning 
difficulties and disabilities often miss out on 
accessing real participation opportunities 
alongside others their age. Or where decision-
making and voice work is delivered they may 
be offered a diluted option to engage. The 
outcome is that children and young people 
with learning difficulties and disabilities do not 
have the opportunity to develop participation 
skills on par with their peers. The impact of this 
is that when participation opportunities do 
happen the children and young people are not 
adequately prepared, or may find the process 
overwhelming or confusing. 

More generally, whilst children and young 
people with learning difficulties and disabilities 
are themselves seldom heard it is even more 
difficult for some members of this group than 
others. In particular, children and young people 
from a BAME heritage, or with complex learning 
and/or communication needs face additional 
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barriers to participation. These challenges may 
include:

•	 Lack of awareness of opportunities to engage 
– cultural communities may be isolated 
from the wider community and not aware of 
services on offer. 

•	 Cultural barriers – Where opportunities 
are present, cultural barriers may exist, or 
appear to exist. For example, where English 
is a second language for some families, 
producing information materials only in 
English sends a message that the opportunity 
is inaccessible for them. 

•	 Increased exposure to poverty – The 
Joseph Rowntree Foundation’s 2007 report 
Poverty rates among ethnic groups in 
Great Britain says “The income poverty rate 
varies substantially between ethnic groups: 
Bangladeshis (65%), Pakistanis (55%) and 
black Africans (45%) have the highest rates…
”1  Using data from the UK Data Service’s 
Households Below Average Income 1994/94-
2017/182, the Joseph Rowntree Foundation 
cites in 2017/18 the poverty rate for a person 

1	 The Joseph Rowntree Foundation’s 2007 report 
Poverty rates among ethnic groups in Great Britain - https://
www.jrf.org.uk/report/poverty-rates-among-ethnic-groups-
great-britain
2	 UK Data Service’s Households Below Average 
Income 1994/94-2017/18: https://beta.ukdataservice.
ac.uk/datacatalogue/studies/study?id=5828&type=Da-
ta%20cataloguehttps://discover.ukdataservice.ac.uk/cata-
logue/?sn=5828&type=Data%20catalogue#!/details

in a family with a person with a disability was 
30%3.  The higher risk of poverty the more 
likely it is that a child or young person will not 
access participation opportunities.

Similarly, children and young people living 
in less urban and rural areas may also find it 
difficult to engage in participation opportunities. 
There is less participation, extra curricula, and 
social engagement provision in these areas, 
which leads to an increase in social exclusion 
and lack of opportunity to share valuable 
experiences all three levels of participation4.  
Where provision does exist in less urban and 
rural areas lack of regular and reliable transport 
may be an additional challenge to participation. 
Children and young people have previously told 
us that the lack of reliable transport available to 
them impacts their ability to attend groups on a 
regular basis, or means they are reliant on adults 
being available to drop them off and pick them 
up.  This lack of opportunity means professionals 
and organisations often miss out on hearing 
these unique and important perspectives, and 
children and young people themselves continue 
to miss out on being heard.

3	 Poverty rates in a family with a disabled person: 
https://www.jrf.org.uk/data/poverty-rates-families-dis-
abled-person
4	 Further information on the three levels of par-
ticipation can be found in the Making Participation Work 
factsheet: Methods and Levels of Participation - https://
councilfordisabledchildren.org.uk/sites/default/files/field/
attachemnt/Factsheet%20%231%20Methods%20and%20
Levels.pdf

https://www.jrf.org.uk/report/poverty-rates-among-ethnic-groups-great-britain
https://www.jrf.org.uk/report/poverty-rates-among-ethnic-groups-great-britain
https://www.jrf.org.uk/report/poverty-rates-among-ethnic-groups-great-britain
https://beta.ukdataservice.ac.uk/datacatalogue/studies/study?id=5828&type=Data%20cataloguehttps://di
https://beta.ukdataservice.ac.uk/datacatalogue/studies/study?id=5828&type=Data%20cataloguehttps://di
https://beta.ukdataservice.ac.uk/datacatalogue/studies/study?id=5828&type=Data%20cataloguehttps://di
https://beta.ukdataservice.ac.uk/datacatalogue/studies/study?id=5828&type=Data%20cataloguehttps://di
https://www.jrf.org.uk/data/poverty-rates-families-disabled-person
https://www.jrf.org.uk/data/poverty-rates-families-disabled-person
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/Factsheet%20%231%20Me
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/Factsheet%20%231%20Me
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/Factsheet%20%231%20Me
https://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/Factsheet%20%231%20Me
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The challenges outlined above mean 
professionals must do more to actively seek 
the thoughts, views and experiences of seldom 
heard children and young people, understanding 
that this active exploration must take into 
consideration the additional challenges many 
children and young people face. There is no 
quick fix to this problem and it must be tackled 
by multiple approaches. 

Considerations must include: 

•	 The ways in which children and young people 
with learning disabilities are empowered to 
make decisions and be active participants in 
their lives.

As a result of the learning from this project:

•	 CDC would like to see a commitment from Health Education England, and other organisations 
responsible for developing the workforce, to further engage with those children and young 
people with learning disabilities and difficulties they are directly supporting to better understand 
how they can continue to effectively build the skills and values of those supporting them.  As part 
of the Making Participation Work  programme the Council for Disabled Children has produced a 
series of participation factsheets that would support Health Education England to consider how 
to work in participation and co-production with children and young people. The factsheets are 
free to access online at: https://councilfordisabledchildren.org.uk/help-resources/resources/
making-participation-work-factsheets.

•	 CDC would recommend the co-development of a consistent, accessible core training framework 
for all those in direct support roles, including volunteers, parents and carers, across a range of 
themes, as set out on page 24 of this report.

•	 For those carers providing support outside of a formalised professional role CDC recommends 
establishing peer communities of support.  CDC use a variety of approaches to facilitate and 
sustain professional communities of practice, by running regular events, sharing information 
and enabling open conversations, similar approaches could be used in these peer support 
communities. 

•	 Create opportunities to engage with parents and carers in shadowing or coaching when entering 
a direct supporting role with a child or young person. Parents and carers, as well as the child 
or young person themselves, know their child’s needs and aspirations best and can instruct 
supporters in optimum approaches to care.

Next steps
•	 Taking participation out of traditional settings 

and into communities.

•	 Using creative technologies, resources and 
tools to support participation.

•	 Working with existing support networks to 
engage with children and young people who 
face additional challenges.

•	 Extending the timeframe of participation 
projects for some groups of children and 
young people to help them develop the 
necessary tools to effectively engage and 
share their experiences.
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Activity Outline Materials Time

Introduction •	 Introduce ourselves

•	 Ask the young people to introduce themselves

•	 Explain why we are here

•	 Who are HEE + what do they do (?)

•	 Why we want their views – they are the experts

•	 What we are going to do today

•	 Make sure they are aware they can opt out at any time

•	 Anonymity

•	 What will happen to their views? How will they receive feedback?

•	 Note: Tailor 
the timings to 
meet the needs 
of your group

The members 
of the children’s 
workforce that 
children and 
young people with 
health conditions 
come into contact 
with

The 
different 
people in 
my life

Option 1 – individual activity

•	 Children and young people are given a ‘target’ card

•	 They write / draw on the card a picture of themselves

•	 	Me and my family

•	 	Other adults in my life / other people who help me

•	 OR – young people can point / choose pre-prepared cards which have names of 
different workers on

•	 Young people to develop their own ‘map’

Option 2 – group activity 

•	 Place large sheet of paper on the wall with symbols of children and young 
people – ‘People in My Life’

•	 Ask the young people to say which adults they have in their life

•	 Use pre-prepared cards as prompts  

•	 Write on the sheet / get young people to stick the prompt cards on the sheet

•	 OR – ask yp to write draw some people in their lives then stick on the wall sheet

Group discussion – group ‘workers’ into categories

Link this discussion / number of professionals in their lives to the importance of 
asking children and young people what they want from their workforce

•	 A4 card and 
pens

•	 Some pre-
prepared cards 
with a symbol 
for ‘me’ in the 
middle

•	 Pre-prepared 
cards with 
different 
workers on as 
prompts 
 
 
 

•	 Prepared wall 
sheet

•	 Pre-prepared 
cards with 
symbols of 
different 
workers

Appendix 1 - focus group session plan
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Activity Outline Materials Time

Existing / 
desired skills and 
knowledge of the 
workforce

Good/bad 
worker

•	 Draw around 2 young people on 2 large pieces of paper (or pre-prepared)

•	 1  - good/perfect worker

•	 2 – bad / worst worker

•	 Starting with good worker – 

•	 Ask the young people what their perfect worker would be like

•	 What do they need to do (skills)

•	 What do they need to know (knowledge)

•	 What should they be like (values)

•	 They can write/draw/choose pre-prepared word cards

•	 Are the workers in their lives like this?

•	 What makes some workers better than others?

•	 Bad/worst worker

•	 As above

•	 What would the worst worker be like

•	 How could they helped/made to be a better worker?

•	 Pre-prepared 
symbols 
cards re: skills 
knowledge and 
values

•	 Pre-prepared 
sheets with 
outline of a 
person

Rating 
exercise

•	 Pre-prepared sheets to stick around the room on a wall

•	 Questions based on skills/ themes from the day/ themes from HEE

•	 Give the young people green stickers.  Ask them to put a green sticker on the 
statements which they think their workers are good at

•	 Give them red stickers and put these on the ones their workers are not good at 
/ don’t do 

•	 Give them a star and ask them to stick this on the statement they think is the 
most important

•	 Is there anything missing?! 

•	 Pre-prepared 
statement cards 
with symbols

•	 Green, red, and 
star stickers
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United for disabled children

National Children’s Bureau is registered charity number 258825 and a company limited by guarantee number 
00952717. Registered office: 23 Mentmore Terrace, London E8 3PN.

The Council for Disabled Children brings people and organisations together to drive change in society 
and deliver a better childhood for disabled children the UK. We interrogate policy, uncover evidence 
and develop more effective ways of supporting disabled children and their families. Together with 
National Children’s Bureau we are united for a better childhood.

Let’s work together:  020 7843 6000 | cdc@ncb.org.uk

London: 23 Mentmore Terrace, London, E8 3PN


