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Introduction
Funding was made available by NHS England for advocacy pilot projects to inform
the national review of advocacy services. As part of this call, Inclusion North and
Investing in Children formed a partnership to work with young people in secure
mental health settings, especially those young people who are autistic and/or have
a learning disability. The aim was to adapt an Inclusion North self-advocacy
resource, previously used with adults with a learning disability or who are autistic
and living in secure settings, to be used with young people. The objective of the
project was to equip the young people with skills that would enable them to
advocate for themselves in all areas of their lives (but especially in matters relating
to their care and treatment) and to instil in them the confidence to do so.
The project was managed by Emma Rogan, Development Manager at Investing in
Children and Kirsty Morgan, Project Support Coordinator at Inclusion North.
Investing in Children Assistant Project Workers, Tad Billam and Tabitha Dodd,
carried out the delivery, which ran from December 2021 to February 2022.
Initially, the plan was to carry out a self-advocacy programme at both Ferndene,
Children and Young People’s Inpatient Service (Prudhoe) and Alnwood, Medium
Secure Children and Young People’s Inpatient Service (St Nicholas Hospital).
However, we were unable to establish a partnership with Alnwood within the project
timeframe. Therefore, the report that follows focuses on the programme that was
developed for, and with the young people at Ferndene.
During October and November 2021, Tad and Tabitha adapted the resources
Inclusion North had created and used for their self-advocacy work in secure settings
for adults with a learning disability or who are autistic. The resources included
poster templates, flashcards and worksheets. The Inclusion North resources can
be found at: https://inclusionnorth.org/wp-content/uploads/2022/05/Speaking-Upand-Staying-Strong-Part-1.pdf
and
https://inclusionnorth.org/wpcontent/uploads/2022/05/Speaking-Up-and-Staying-Strong-Part-2.pdf
Once delivery started it quickly became apparent that these revised resources were
often not engaging enough for young people and did not cater to individual
developmental and educational needs, or individual interests. This resulted in a
change of approach, with individualised sessions and resources created each week
in response to the needs and interests of the young people and groups we worked
with. A new pack of resources has been produced as a result of this work.
During the three months of delivery, we worked with eight young people, some of
whom attended regularly and some of whom we worked with on just one occasion.
Our aim was to specifically work with young people with autism and/or a learning
disability, although we did not make our offer exclusive to these young people. Two
of the young people we worked with had a diagnosis of a learning disability and
autism, another two were undergoing assessments for autism. The formation of the
groups changed weekly, group sizes ranging from one to three young people.
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Investing in Children was supported in delivery throughout by Susan Graham,
Advanced Occupational Therapist and Service User Co-ordinator at Ferndene.

Successes
Feedback from setting staff and the young people regarding sessions and the
programme as a whole suggest a significant impact.
Susan wrote to us saying:
“We are very grateful for the opportunity to have self-advocacy groups at Ferndene,
ran by Investing In Children. Such types of groups can support our young people to
learn and practice how to make themselves heard and speak up for themselves.
[…] The groups provided by IIC can at the very least, support a development of selfadvocacy, by providing an experience that is not able to be offered regularly to
young people in inpatient care. The groups provide the opportunity for young people
to experience being with unfamiliar, but trusted adults. To experience the
anticipation of meeting new people and learning how to engage in conversation in
newly formed relationships. How to initiate a new conversation - maintain it and how
to respond to requests. Having a safe place to practice speaking to others is the
baseline of what IIC are bringing to Ferndene.”
Case study 1: Thomas and Rachel*
Thomas and Rachel attended sessions together. Thomas is autistic, Rachel has
neither autism nor a learning disability. The sessions covered were ‘the SelfAdvocacy quiz’ (Thomas only), ‘Choose Your Own Adventure’, ‘At What Age?’
(delivered over two sessions), ‘Characters Collide’ and a final evaluation.
In the session on 27.01.22, the second session for Rachel, Rachel articulated:
“I’ve never shared my view before. The interviews I help with, I’d never be
able to do that… In the future I’d like to be more confident.”
This was the third session for Thomas and he said:
“I’ve been quiet before. In the future I’d like to speak up and not be the quiet
one.”
Thomas and Rachel became visibly more confident as the programme progressed.
In the session on 01.02.22 for the icebreaker we asked everyone to say something
positive that had happened to them recently. Thomas asked if instead he/we could
say something positive that was going to happen. This was really encouraging as it
showed an optimistic outlook on the future and also that Thomas felt confident in
playing a more directing role in the group.
Feedback after this session from Jane (a support staff member) was that Rachel
had been coming out of her shell more in recent weeks. Jane thought our sessions
were really good as they encouraged Rachel to speak more.
* Please note that all young people’s names have been changed in this report.
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During the final session (on 15.02.22) Rachel reflected that it worked really well that
in the sessions everyone shared views by going around the table and talking in
turns. She commented that at school when you speak in class you either have to
volunteer yourself (which takes a lot of confidence to do) or you get picked on (which
can put too much pressure on you). Sharing one by one round the table gave
everyone the space to share their views but in an equal and encouraging way.
When we asked how easy or difficult it is for them to speak up Thomas responded:
“Depends who I’m with, it’s easier with friends but harder in a classroom.”,
whilst Rachel said, “Not very easy but I’ve got better since coming here [selfadvocacy sessions and Ferndene]. The more comfortable I get, the easier I
find it do something.” She commented that our sessions had provided the
comfortable environment she needed for her confidence to grow.
We asked what they hoped to use self-advocacy for. Thomas commented that it
was his birthday the following Sunday so he would like to choose where to go for a
meal. Rachel shared she had a Care Programme Approach (CPA) meeting that
afternoon so was hoping to “say what I want” and put across “things from my
point of view”.
Rachel commented that she uses self-advocacy now at mealtimes, when she has
to ask for what she needs to follow her care plan because sometimes her support
staff don’t know. Rachel has an eating disorder so it was very brave of her to share
this with the group, which was acknowledged. Afterwards with staff we commented
how this was an example of when what you need may conflict with what you want,
so requires a mature and nuanced understanding of self-advocacy.
As they were leaving Thomas and Rachel thanked us for the sessions and said they
really enjoyed them. Rachel was clearly moved and her appreciation was very
genuine; the impact the project had made on an individual young person was very
apparent at that moment.
Case study 2: Jake
Jake has a diagnosis of both autism and a learning disability. He attended nine
sessions as part of the self-advocacy programme, mostly these were delivered to
him as an individual but sometimes he worked in a group with Clara.
Work with Jake mostly centred around boardgames, with Mousetrap being his
definite favourite. In the first session we had with him he stated his love for
Mousetrap and UNO and asked if we could play. Therefore, going forward we
decided to accommodate his request for playing boardgames (this was a good
example of self-advocacy) but supplement this with ideas relating to self-advocacy,
such as making tactical choices, being a good friend to other players and taking it
in turns. Whilst we did not use the term of ‘self-advocacy’ with him explicitly (his
language development would have prevented his understanding of this term), we
did explore important themes through play.
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Sessions with Jake were not always easy. The first session on 15.12.21 had a
challenging end as he did not want to finish playing the game (which was yet to be
won). Jake became angry and upset and Susan informed us later that he had
difficulties with endings. Going forward, we made sure to set expectations regarding
timings at the beginning of the session and endings then became a lot easier.
On 20.01.22 we asked Jake to give us feedback on how the sessions had made
him feel (see picture below). His arrows point to the three happiest emojis.

After the session on 27.01.22 Karen Lewis (Speech and Language Therapist)
commented: “I think Jake’s getting the idea about speaking up. Jake feels safe in
these sessions.”
As part of the final session we asked Jake some questions around self-advocacy.
He responded “yes” to “Do you find it easy to say what you want and need?” and
to “Do you feel listened to?”. He identified access to his AirPods, iPad and going to
the canteen as areas where he speaks up at the moment and articulated a wish to
be listened to more at home, with friends and with adults, especially regarding
playing football and going swimming.
Therefore, although Jake did not have an understanding of the term ‘self-advocacy’,
it was apparent by the final session that he could speak out and identify choices he
was able to make in his life. As one of our most regular attendees, a strong rapport
was built with Jake. He would refer to Tad as his “best pal” and would ask to sit next
to or be in a team with ourselves. Our sessions were something he looked forward
to each week.
The resources
One of the key successes of the project was the resources created. After trialling
worksheet style activities for the initial few weeks, we realised that resources
needed to be far more interactive and bespoke to the individuals we were working
with. We tried to make them as fun and engaging as possible and allowed space to
explore scenarios more detached from the limitations of secure settings. We hoped
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that this allowed young people to explore self-advocacy in an uplifting and
imaginative way, before applying self-advocacy to their own situations when they
were personally ready to do so. Below is feedback on a selection of these
resources.
Choose your own adventure
A
virtual
PowerPoint
adventure, whereby young
people made choices (some
pre-selected and some open),
which led to different outcomes
(which were revealed through
hyperlinks
within
the
PowerPoint). The adventure
featured scenarios both within
the hospital setting and outside
in the countryside and town.
The aim of the activity was to
encourage decision making
amongst the group members
but in a fun way. A simplified,
pictorial version was created for
Jake and Clara.
Rachel: “I found it really fun and it made me speak out more than normal 😊”
Thomas: “Enjoyed how it was made into a game but still had self-advocacy
theme to it”
Melanie: “it’s quite fun actually!”
Susan Graham: “Ground breaking to do it”
At what age?
A reconfiguration of Investing in Children’s ‘At What Age’ activity,
with a scoresheet that rewarded speaking up, having individual views
and being a persuasive arguer. ‘That’s champion!’ and ‘That’s
crackers!’ cards showed solidarity or a playful difference in opinion.
Each round a statement would be read out and each group member
would have to hold up the card displaying the age range (0-5 years,
6-10 years, 11-15 years or 16-18 years) they thought was most
appropriate for a young person to make that decision: i.e., “at what
age should children or young people be able to decide to take up
parachuting?”. Those that were comfortable to could then explain
their decision and the group would vote for the most persuasive
arguer.
Jane (support staff) told us that the sheets really worked and helped
the young people to speak up. The age range cards and ‘that’s
champion/crackers’ cards enabled everyone to share an opinion, even if they did
not want or feel able to speak out loud.
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Rachel: “cards such as ‘that’s champion’ really helped me feel more
confident.”

Characters Collide
A game whereby each player created a character and identified its traits
and strengths. Play centred around how these different characters could
work together to find solutions to challenges. Points would be awarded by
the group each round when a character displayed that they had been a
‘good friend’, a ‘look out’, a ‘mentor’ or a ‘protector’.
Melanie and Felicity: Activity was “10/10”

Fashion Choices
An activity created just for Clara, after she articulated her love of
fashion. A PowerPoint gave fashion options based around a
scenario, for example, choosing the best outfit for when it is cold.
This introduced the idea of needs and also individual choices.
Outfits could then be designed on paper mannequin outlines.
After Clara found drawing too challenging, we adapted this to
sticking on and colouring in outfit choices.
Clara: “this is awesome this”.

Challenges
The project was not without challenges, some of which were successfully overcome
or worked around and some of which, unfortunately, it was not possible to do so.
Developing Partnerships
We were not able to deliver in a second setting, Alnwood, as planned. Emma, Kirsty
and colleagues at Inclusion North did make concerted efforts to engage Alnwood,
following up different contacts there on multiple occasions. Unfortunately, due to
the covid-19 pandemic, staffing capacity at Alnwood and potentially the changes
taking place within the service, we were not able to establish a link into Alnwood
and engage the correct people to make the opportunity a reality within the
timescales of the project.
Challenging Conversations
There were some topics we were not able to raise with the young people during the
training. We were strongly advised by setting staff not to direct conversation on to
negative examples of staffing as it was thought the young people may use this as
an opportunity to criticise identified staff members at Ferndene. It was thought this
had the potential to get very personal, bring up safeguarding concerns and lead the
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young people to a negative space mentally. Discussions around interventions, such
as restraint, were also discouraged.
Whilst we understood the reasoning and respected the decision, given they knew
the young people and their individual needs far better than we did, we would have
liked to have provided a space where the young people could have used selfadvocacy to identify and speak up about elements of their care they felt unhappy
or uncomfortable with. Self-advocacy is crucial in preventing the mistreatment of
vulnerable individuals and we were not able to explore this dimension of it with the
young people.
We encouraged setting staff to have these conversations with the young people
given the greater opportunity they have to build trusting relationships. To utilise their
training and the therapeutic resources available, such as talking mats, to aid these
conversations. We were pleased to hear of their commitment to this.
Needs of Young People
There were several occasions where we had to leave the room as a young person
was becoming increasingly distressed and needed additional support or
intervention, such as restraint. It is never pleasant to see a young person in such
distress and it also meant that several sessions were cut short due to the young
people’s particular needs at that time. Check-in opportunities were provided by
Susan so we could debrief personally and receive an update on how the young
person was doing following the intervention. We were pleased to see that some
young people became better able to articulate their needs during sessions, reducing
the occurrence of interventions and resulting distress. For example, Jake was able
to finish sessions in a much calmer state of mind.
Establishing Groups
One of the reasons for Inclusion North being able to deliver so successful a selfadvocacy project with adults was that their circumstances allowed for them to work
with an established group which met consistently. This was not possible at
Ferndene. The covid context was partly responsible for this as Ferndene’s wards
formed individual bubbles which were not able to mix. The individual needs of the
young people themselves also played a part as additional needs and personality
differences meant it was not suitable for everyone to work with everyone.
Therefore, at the beginning of delivery, sessions were mainly delivered to
individuals and it soon became apparent we would need to allocate more of our
time to being onsite at Ferndene in order to fit in multiple individual sessions, rather
than the one or two group sessions as originally envisioned. We also learnt that the
concept of a group was fluid and that even if we were only working with one young
person we could form a group using ourselves, Susan, support and therapeutic
staff. This proved to be really successful as it put less pressure on the young person
if there were multiple people sharing their views and engaging with an activity,
rather than all focus being on the young person for the entirety of the session. Ideas
could be bounced around, debated and built on and we also found that the young
people liked to involve the staff members that they had established relationships
with, the rapport they had often being very evident.
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We were pleased however to be able to do some work with groups of young people.
These groups were not fixed and were small in size (predominantly pairs with the
occasional three), but still gave the young people the opportunity to work together
on activities and support each other. Sometimes these groups were put together by
staff at Ferndene but others arose at the suggestion of the young people
themselves.
For example, one of the young people we worked with, Melanie, happened to enter
the room as we were delivering a session to another young person, Felicity. Melanie
then started interacting with Felicity and engaging with the activity. From then on,
we delivered sessions to them as a pair and noticed they both engaged more with
activities when working together than they had done when sessions were delivered
individually. In another instance, Grace joined a group after Thomas had suggested
she join him and Rachel, commenting that Grace should come along as the
sessions are fun. The young people forming the groups was a great example of
self-advocacy in action. It also helped to increase engagement, which was low at
the beginning of the project when we often would only work with one or two young
people per week. After we had been in more often, and staff and young people
became more aware of us and our project, the numbers of young people we
engaged with did increase. We were also aided hugely in this by Susan, who
advocated so strongly for the project and made such concerted efforts to organise
logistical details.
Impact of COVID
The covid situation also proved workable. Sessions were delivered virtually when
wards, or ourselves, had to isolate. In fact, Susan informed us that feedback from
some of the young people was that they really liked engaging with us through a
computer as it made them feel important. It also meant that those that did not feel
comfortable speaking to us directly could engage in the activities by being present
but not on screen, speaking through a support staff member.
Timeframe
This project was delivered on a tight timeframe, with work beginning in November
2021. We worked to the deadline of delivery being completed by the end of
February 2022, which we understood to be in line with the national self-advocacy
evaluation time frame. It later came to light that there may have been flexibility in
this deadline; frustratingly this came too late to try to re-engage Alnwood. Moreover,
delivery was condensed down into three months for Ferndene. Although we were
pleased with the amount of sessions we were able to deliver and the impact they
produced, the programme would have benefitted from a greater time spent rapport
building in the initial weeks, which we would have incorporated into planning if we
had known of the flexibility with the timeframe.
The ending
Susan informed us that endings are often challenging for young people in secure
settings, especially those with autism and/or an additional learning disability. We
had experienced this first-hand when delivering a session with Jake. Therefore,
careful consideration was given as to how the ending of the project could be a
positive and encouraging one for the young people involved. Throughout the
project, the young people had the opportunity to stamp an individual certificate
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whenever they engaged with us and these were given to the young people to keep
at the final session. We also wrote each young person a personalised letter, sharing
our gratitude for their involvement, the achievements they had made and how
valued their individual contributions were in the development of the project. This
emphasised how the young people were individuals (rather than just group
members of a project), with their own strengths, opinions and values, which is at
the heart of self-advocacy. Finally, the young people were given the opportunity to
reflect on their hopes for the future and how they would use the self-advocacy skills
they had been developing to achieve these, by writing a letter to their future selves.
Due to their personal nature, these letters were not shared with the group. All the
final sessions ended in a positive way.

Key Learning
Flexibility
Flexibility is crucial when working in secure mental health settings. Sessions often
did not take place at the specified time or in the specified venue as originally
timetabled as the young people’s needs were constantly changing. Indeed, due to
this, sessions could also end unexpectedly and abruptly. The need for flexibility also
extended to the resources, which needed to be adapted (or created) for the
individual. We learnt that content must be at a level that is workable for the young
person and by incorporating their own interests you can engage them further.
Indeed, self-advocacy is applicable to all aspects of life so their interests are often
the best place to start and it also helps to embed self-advocacy language into
everyday life, rather than solely reserving it for conversations around clinical
treatment and care.
Resources
When creating resources, it is also really important to appreciate the pressures on
secure settings. Time and budgets are often overstretched and many settings are
experiencing significant difficulties in recruiting and maintaining staff and so are
often considerably understaffed. Feedback from Ferndene staff was that a real
positive of the project was the resources created; these were innovative, bespoke
and well put together and were in a format where setting staff could just pick them
up and use them straight away thus enabling them to deliver vital work around selfadvocacy without the significant time pressure of having to create resources first.
Celebrating Achievements
The importance of celebrating seemingly small achievements is something we
learnt as the project progressed. For many of the young people at Ferndene staying
in a session, articulating a need, or speaking to a new person is a significant
achievement and this should be acknowledged. Indeed, what might even seem like
a failure on our part (such as a young person leaving a session halfway through)
would often be a positive when the full context was understood.
“Motivation to take part in groups can be a challenge for anyone who [has] a
mental health condition, autism and an additional learning disability. … Yesthe skills learnt in the groups will be the aim of the sessions, but it’s the
provision of the relationships provided by Tad and Tabi that appears to be the
quality of what is being provided here.” - Susan
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‘Small’ victories, that actually were significant ones for the young people involved,
include:
 Clara leaving a session early when it got too much for her, by asking politely
rather than displaying aggressive behaviour.
 Jake saying that an activity was too difficult for him but asking if he could try
again if it was simplified. Previously he may have destroyed the materials or
become aggressive.
 Melanie attending a session when she had been restrained earlier that
afternoon, choosing the self-advocacy session as a distraction.
 Having a successful group session with Jake and Clara during the final
delivery at Ferndene. This was the third attempt at a group session with them
and they both stayed for its entirety and worked extremely well together.
However, whilst celebrating small achievements it is also important to sometimes
push young people to reach their capabilities. We waited until the final session to
ask more direct self-advocacy questions but the young people responded well and
we could have worked with them more over the course of our work. Going slightly
out of their comfort zone with self-advocacy can build confidence and show the
young people their capabilities.
Contact/ Champion
Having a committed key contact within the setting to liaise with was vital in ensuring
the success of the project. Susan was highly organised and advocated very strongly
to Ferndene management for the allocation of sufficient time and appropriate
spaces to deliver. Most importantly, she was very committed to the aims of the
project and Investing in Children’s ethos, so did all she could to not only make the
project a success, but also to best support the needs and rights of the young people.
Susan aided with engagement, supported delivery and also reinforced selfadvocacy messages with the young people outside of sessions. The amount of
sessions delivered and their degree of success would not have been possible
without Susan’s considerable efforts.
Setting staff support is crucial as they are the ones who are best placed to organise
logistical details for delivery and who have a better understanding of the needs of
the young people being worked with. During the project, staff help was needed to
advise on content, gain the appropriate consent for the young people to be involved,
raise any concerns through a debrief process and monitor the wider wellbeing of
participants at all points, alongside staff actively participating in sessions and taking
the lead on topics and activities, when appropriate. Therefore, it is so important to
build positive relationships with the staff members you will be working with and to
establish a shared understanding of the aims and values of the project and
expectations of those involved.

Conclusion
Investing in Children and Inclusion North would like to say a huge thank you to all
of the young people who took part in the project for their engagement, contributions
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to the development of the resources, inviting us into their spaces and meeting with
us even when experiencing difficult personal times. A special thanks must also be
given to Susan Graham, who went above and beyond to make this project happen.
Susan’s
reflections
on
the
project
can
be
found
here:
https://www.youtube.com/watch?v=NuBRNQ-SxpE
Self-advocacy is highly important to all individuals. Saying what we want and need
enables our human needs to be met but moreover helps us feel good and valued,
and gives us a sense of agency in our lives. However, self-advocacy is especially
important in settings where children and young people have some freedom taken
away and additional needs or barriers to being understood by others. Therefore,
bringing together Investing in Children’s rights-based approach into a secure setting
with vulnerable children and young people, who often find it hard to be understood,
was a challenging and inspiring undertaking. The partnership of IiC, Inclusion
North, setting staff, and the children and young people themselves gave us a fresh
way to help promote young people’s rights and voices and lead to some highly
impactful work.
This project was a catalyst for conversations and understanding around selfadvocacy in secure settings. More work needs to be done going forward to support
staff to incorporate messages, values and rhetoric around self-advocacy into dayto-day life within settings, rather than it merely being the remit of self-advocacy
sessions. At Ferndene, Susan demonstrated she was committed to this cause but
she was just one of a number of staff members there; for young people to become
capable and confident to say what they want and need, all staff need to consistently
support them to do this. As discussed, we were not able to begin the more difficult
conversations around treatment, staff support and interventions with the young
people we worked with. These topics, and how young people can use self-advocacy
in relation to them, definitely need raising but careful consideration needs to be
given as to how staff can best address these. We hope to have been able to start
this process during the course of the project but the process is definitely still just
beginning at Ferndene.
The resources developed during this pilot will be made available as a pack with
accompanying guidance in order that they can be used by staff in other secure
settings. There will be an additional offer for settings to buy Investing in Children
support to deliver the resources.
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