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The Purpose of this Project

- To raise the visibility of people with profound and multiple learning
disabilities and autism who as a marginalised group of people are
imprisoned, abused and ignored along with their families.

- To conceptualise loving justice and forgiveness in addressing
systemic disablism.

- To develop theological reflection and action as a new way of creating
communities for profoundly vulnerable people within the context of
social policy and its implementation.

- To develop resources for empowering the informal sector and
the building of intentional communities to address those
systemic problems
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We can never know who Louis is ... at the same
time we must also ask, who are we, who asks?

We start from a point of unknowing, of humility and
curiosity .. of relationship and love, or at least goodwiill,
towards Louis, and to ourselves and others in our global
human family.

We understand Louis is the same as us. At the same time
we find Louis is different. For a start, his communication
impairment and his cognitive impairment strip him of
power to speak for himself as we do. It follows, ethically,
that we who have capacity have moral obligation to
connect, should seek to enable Louis to be himself and to
relate to us and his world.
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Since Descartes, the power to speak for oneself to claim
irrefutable truth, ‘I think therefore | am) has underpinned
epistemology, the study of knowledge. Familiarity with Louis,
who is, in and of himself, a ‘limiting case, shows where this
paradigm about human knowledge breaks down. Familiarity
with Louis leaves us with relationship, with Being, with awe.
Louis has a word for this, which | spell ‘Eeeeee! It is said by
Louis, in a gentle tone, towards and including Other.
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The neuro-biological description is different from Louis's

life-force, his intelligence, his emotional coherence, his

lived experience over 36 years, his joy, capacity for love,
relationship and self-expression.
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Louis as a newborn baby developed Proteus mirabilis
bacterial meningitis. It is a rare condition, 11 babies in UK in
1986 had it, he was one of 2 babies to survive. His white cell
count the 2nd highest ever recorded world-wide. He survived
effects of intensive care too.
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The physical consequences of his illness were severe.
Proteus mirabilis is an invasive bacterium, which destroys
brain tissue, forms abscesses. After surgery to drain them,
Louis was left cortically blind, with scar tissue causing
epilepsy that continues up to now. He lost capacity to speak,
along with verbal, numeric and abstract reasoning, capacity
to see another's point of view.

Recent evaluation of Louis's understanding, using
standard psychological testing places him at 18 months
developmental age. This is the age where a child is
needing to be ‘made whol€e’ by Another, while developing
independence and agency. The child does not understand
anybody else’s but his own point of view. Louis's autistic
features, therefore, may be effects of meningitis.
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We need to see the importance of relationship to somebody
at Louis's developmental age, to think who Louis is. Like

an 18-month old, Louis is dependent on a full-time
caregiver. Through Louis's early life, his mother, Kate, was
constantly with him. She enabled him to be himself, was
always planning ahead on his behalf, communicating with
him, negotiating between him and the world, keeping

him emotionally safe, sorting out problems, giving him
confidence in himself and the world. Louis needed this
quality care then and still needs it.

We think of a person as an individual physical body, to be
DNA-checked, to whom we attribute human rights. By
contrast, Louis shows a person is intrinsically relational,
dependent on love, nurture, recognition, that both in turn
nurtures the other.

Renaissance paintings show inherent relationship between
Mother and child, the power of Love, Constancy, Grace that
is the unsought gift, given in return.
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To know Louis, we have to look at Kate, her Christian
faith. She says it includes awareness of:
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the constant love of God
equality of all people before God
God's desire for justice and right relationship with all people
God's preferential option for the poor
God's invitation to us to trust God’s love
God's invitation to us to co-create the kingdom of heaven
the power of hope and faith and love
our need to align our Will to God's will - let go and let God
centrality of forgiveness

the gifts of grace

Spirituality as a core life force irrespective of intellect or creed.
Models of community, including the Bield, Benedictine, lona.
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Louis's lifelong care-needs have not changed from his early
years. Ordinarily children develop independence, allowing
parents to reduce attention, but Louis's remained the same.
Kate's capacity to meet them grew less with two younger
children to care for alongside. She was promised by the
paediatrician ‘Society will always care, so she held the state
accountable, asked for help.

Social services funded day care, then live-in care while Louis
attended special needs nursery. Aged five, Louis took up
weekly-boarding at the Royal Blind School Complex Needs
Unit, in Edinburgh. He got the full-time attention he needed,
and sensory integration to help his visual-impairment. From
then until he left school, Louis weekly or fortnightly-boarded.
This still left holidays which were very demanding for Kate.
Friends helped by caring for Louis's two younger sisters, who
later went to boarding school.
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After school, there was no suitable housing, care or
community living available. Louis left school in 2004, spent
seven weeks at home, where Kate could not care for him
single-handed. He then had his first experience of unsuitable
care in community which broke down, leading to his first
admission to hospital. It was clear that Louis needed skilled
staff who needed support, routines, purposeful activity,
security, suitable housing.
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In 2006, with no alternatives, Kate chose for Louis a quality
care provider who had opened a home in Hampshire. She
flew between Scotland and the New Forest fortnightly to
visit. Louis had regular family time in a cottage nearby. The
home never flourished and shut in 2012. Louis left in 2011,
after a vacancy arose in Glasgow in a long-established

home with 9 residents. Louis lived there for six years, visiting
home fortnightly until he was evicted when it shut in 2018.
There was no other care. Louis was sent out of country to
Hartlepool, brought back to Perth for 7 weeks, then admitted
to hospital start 2019. He remained in hospital, on a locked
ward - first Carseview, then Strathmartine - until May 2022.
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Kate pursued a medical negligence action from 1989, on

the grounds that with appropriate treatment Louis need not
have developed meningitis. In 2006, the case was settled
out-of-court. It was not full lifelong costs, to take Louis out
of reliance on local authority funding but was a significant
sum. It paid for Kate to travel to the New Forest to support
Louis in the only care setting available and bought a cottage
to be home for Louis there. After selling that, it bought the
buildings for Louis's long-term home, Appletree, contributes
to Louis's living costs.
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This is a story about you, - © (L(,j, it's about you and
mum, going for a walk on the beach at Westward Ho! a

long time ago, when you were at Oaklands Park School
and we lived in Bideford.

Once upon a time ... Lo u.Lj ... we drove in mum’s car
to the pebble ridge. We parked and we climbed over the
pebbles. And at the top, when we looked for the sea ...
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And you laughed, Louis! We looked :
at each other and we thought . ‘(\a ’C'j }w(\Y\ \> .
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Mum said, ‘let’s take off our shoes ... one shoe, two shoes ...
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you said.

Then you ran very fast towards the river ...

Mum was a bit frightened, she ran after you, because
the water was going out to sea very quickly and Mum
was afraid in case you went in the water and the water
took you away.

You felt annoyed Louis, because Mum was stopping
you going in the water. But you didn't go in, you stayed
on the sand with Mum. She told you she loved you,
you smiled back at her.

‘\(\w((\((w \oves Lowis

you said back to her.

14
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You were happy, Louis, we were walking on the sand,
in the sunshine. You started running.

You wanted to run across the sand as far as you could see
towards the sea. It was a long way off, you liked running. Mum
was running too and that made you feel safe. We ran and we
ran. The sand was hard under our feet.

We ran until we got to the place where the
river met the sea and there was no more
sand. Then you slowed up and stopped.
You turned round and smiled at Mum.

Our running had made you happy.

You were feeling full of love and you sang a song with
the word '\ o | ¢ init, that goes
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Mum said, ‘Oh Louis, | didn't know you
know that song. | do love you, Louis!

You heard the love in Mum's voice, you pulled her head towards
you so you could kiss her, then you giggled and started singing
the tune again.

| don't know if you remember that day Louis?
Mum remembers it, Mum will tell you the story.

| know you remember the tune.
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This project tells the story of Louis Sainsbury and the
development of the Appletree Community. Appletree is an
intentional community for one, providing a home for Louis
which enables him to flourish and fulfil his potential. Louis
is a survivor of meningitis, who has profound and multiple
learning disabilities (PMLD) and autism and was one of

the 67 people trapped in secure settings in Scotland and
contrary to their human rights.

The Scottish Government's Coming Home Implementation
Report has held Appletree up as an exemplar of what

can be achieved, and Louis's experiences prior to release

as an example of all that is worst in the systemic abuse

and neglect of people. Louis has brought together a team

of researchers from the Universities of Portsmouth and
Edinburgh Napier to co-produce with himself and key
stakeholders in the development of Appletree an account
of his story. That story is ongoing and through engaging with
it you are now a part of it and we invite you to journey with
us. What Louis and his family and the research team want
to achieve is not simply an account of his journey but also
an in depth understanding of how people with PMLD and
their families are overlooked, under-supported, and at worst,
neglected, abused and forgotten.
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This narrative outlines the vision, the implementation and
the sustaining of Appletree as a long-term home for Louis.
Much more than that, it uncovers Louis's voice, reveals

his role as a leader, change-maker, and inspiration. Louis
and family have brought together a ‘research’ team of
practitioners and academics to share and co-produce their
story for the benefit of others and with the hope of real and
permanent change.



https://www.gov.scot/publications/coming-home-implementation-report-working-group-complex-care-delayed-discharge/

The view from a mother invited to contribute her son’s story as
a case study in the government Coming Home report: What it
is like living in Scotland with a complex and profound learning
disability. Kate comments on this five years later, that in having
to negotiate the complexities of the political, financial and
economic landscapes she was overlaying her knowledge of
Louis as a person with the official language of “care needs
Kate observes that families as primary caregivers have to
become adept in using this language to try to obtain resources
for their loved ones. Furthermore, this risks reducing their
loved ones to an economic commodity which denies humanity
and reinforces the negative stereotypes about the true value

of people with learning disabilities. There is a fundamental
misalignment between rationalised, bureaucratised and
economic state systems as gatekeepers of resources and the
actualisation of love necessary to be a flourishing human being.
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Louis is in his early 30’s and lives with Complex and
Profound Learning Disabilities (PMLD), and is also

autistic. He had enjoyed six years of high quality of life

in a care home, with a stable staff team who understood
his ‘language’ and needs, until the home's closure was
announced. Ordinary Place of Residence rules meant
there could be no continuation of care staff with a change
of designation to ‘supported living' as the local authority
stood to gain responsibility for all 8 additional placements.
Residents were therefore to be placed by their own
authorities.

Louis's mother and social worker searched for an alternative
placement however there was nowhere in Scotland. Louis's
mother began planning for long-term solutions, but soon
found nothing was achievable within the six months’ notice
period. As Louis faced eviction, a home was identified in
England, 250 miles away. It was privately run specialising in
‘challenging behaviour! The facility was far away, institutional,
but there was no alternative and so Louis was moved there.
Louis's mother had no option but to travel to visit him there.
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No transition was offered for Louis or his new care team.
Instead, Louis's mother drove him there personally, staying
overnight at personal cost for days and weeks to offer
reassurance and love to Louis. Given her expert knowledge
of caring for Louis she was able to assist with training staff
and she returned weekly to support this transition for Louis.
The primary barrier for Louis and staff was communication.
Staff did not understand what Louis was saying and vice
versa. This emphasised a power imbalance. Louis needed
skilled care that accounted for his fear, bereavement and
homesickness. However, staff were relatively inexperienced
and unfamiliar with Louis, with no professional support for
therapeutic approaches. They were required to do a job
that was more skilled than they were equipped for. Louis
expressed himself through the only language left to him:
destructiveness towards property, and aggression to people.

.\l

' The facility was far away,
institutional, but there was
no alternative "1
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Louis's challenging behaviour was managed through
restraint, which was both pharmacological and physical

in nature. Over three months, the cycle of restraint and
protest grew. It was traumatic and injurious for Louis, his
mother and staff. Professional services within the facility
were later engaged including clinical psychology, speech and
language therapy and occupational therapy. Louis's desire to
return home was identified as a major factor in his distress
in reports, along with his need for skilled communication,
routines, a mix of activities, and a greater understanding of
autism and complex needs. Local authority commissioners
noted the consequent rise in costs. Nobody from the
commissioning team ever visited.
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' A greater understanding of
autism and complex needs !
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As costs rose towards £6,000 per week, the local
authority planned to bring Louis back to Scotland.

They identified a vacant city centre flat, managed by

one of their social care organisations. They proposed

care provided by two organisations, one of which had
previously been commissioned and another organisation,
who had been originally designated for Louis's long-term
care. Louis's mother objected, as did managers from the
second care organisation. The flat had no garden, no safe
access to outdoor spaces. Combining two care organisations
created complications in delivery of services. The family
and senior managers’ objections were overruled.

Louis returned to Scotland to the new care provision,

again without transition. Recruitment and retention of

staff was a problem, even before Louis arrived. The primary
barrier between staff and Louis was communication. There
was a lack of skilled care suitable for Louis's complex and
profound needs.

After seven weeks, Louis was admitted to the NHS Learning
Disability Assessment Unit under non-clinical crisis following
service breakdown and challenging behaviour. Louis remains
in the unit 3 years later.

' There was a lack of skilled
care suitable for Louis's
complex and profound needs '
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Louis has been detained in hospital for three years. He was
declared ready for discharge in April 2021 and has been

in transition to his own home since February 2021. His
experience of hospital can be characterised as ‘containment,
with lack of meaningful occupation, poor therapeutic
understanding of his verbal communication, who he is as

a person (his spiritual needs), resulting in unhappiness and
protest behaviours.

Louis continues in transition to his own home. It has

taken sixteen months to date. The major constraints are
recruitment of care staff and development of systemic
management practice to ensure all staff are skilled and
confident in supporting Louis. Louis's underlying needs
are profound and multiple, requiring flexibility and
ongoing learning for individual carers, managers, the care
organisation, commissioners, Louis, and his mother, to
integrate and use available resources. As Louis's mother |
have led the project, motivated by Louis's best interests.

| purchased accommodation, as Deputy to the Court of
Protection; | also exercise an oversight and integrating role,
as Welfare Guardian. ! |
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DR ANNE MACDONALD

Why hasn’t there been more change since
the Coming Home report?

- This is a complex issue which needs to be addressed systemically,
vthrough a whole-sector approach. There are lots of examples of
individual discharges for people with complex needs being done well,
and people with previous histories of failed support are now living
well in their communities. But as a sector we are still working towards
adopting a whole-system approach to this issue, in a way which looks
at how the different factors influence each other. This means making
the connections between delayed discharge and the lack of community
resources; between the different rates of pay in health and social care;
between a commitment to increased short-term spending, to achieve
longer-term savings. There are many different parts of the health & care
system which need to work differently, and together, for the change
outlined in Coming Home to be a reality.

- There remains a significant range of issues in social care that continue
to make successful hospital discharge a challenge.

- Recruiting & retaining staff; fair and equal pay across the sector is an
essential element of this.

- Ensuring staff have the rights skills for supporting people with
complex needs; additional training and practice-based guidance is
required to develop staff with the right skills for working with people
with more complex support needs.

- Staff need to be well supported in their day-to-day job; practice
leadership is essential, not managers that are distant or office-based;
this type of staff support needs to be sustainably funded

- Social care services tell me they are not commissioned with
sufficient budget to provide all the non-direct contact time that is
needed for supporting people with complex needs, e.g. staff training,
debriefing, coaching & mentoring, staff wellbeing, team meetings
staff supervision.

- Covid & Brexit have contributed to the general workforce shortage.
In this current financial climate, social care roles are not always very
attractive, particularly in the third sector.
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Are there obstacles, facilitators you can
identify for those who have transitioned,
or are transitioning?

- Starting with the needs, wishes, and hopes of the person being
supported is essential; always trying to remember it's their life being
planned, not just a ‘service.

- Remembering that family (where present) are an essential part of
the process, and that they have generally known the person all their
life, and care about them more than we ever can. So we need to
listen to them.

- Good communication and partnerships between everyone involved are
essential. And it's really obvious to say, but health & social care need to
work closely with together; that doesn't always happen.

- Rushing a transition, e.g. from out-of-area placement to somewhere
nearer home, means that there isn't sufficient time for staff to really
get to know the person (and vice versa). This means staff don't
have opportunity learn how the person communicates, to know the
best ways to respond in different situations, to feel confident and
competent in their support; this can unintentionally set a placement
up to fail.

- A suitable house, with the right adaptations, the necessary space,
accessibility to the local community, makes a huge difference to
delivering successful support.

- The social care provider needs staff who have a good understanding
of complex support needs and in particular in relation to behaviours
that challenge. Positive Behaviour Support is a key element of
developing the right support. This needs to be augmented with Practice
Leadership, i.e. good quality, practice-based support to staff in their
day-to-day work.

- If a person goes into hospital and loses their placement, it is much
more difficult for them to leave hospital when they are ready. Keeping
service placements open, and continuing to fund social care providers
for this, could reduce delayed discharges significantly.
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Five years later, with Appletree established and
Louis having lived there for year, Kate writes:
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The central understanding | seek in Appletree is that Louis is equal to
anybody else in this world, that he is a human being like everybody
else, feels things as others do, has human emotions like everybody
else, loves, hopes, fears, remembers, looks forward to happy events,
feels sadness and remorse.

It means that he should be included in conversations, his views taken
into account, he should be supported to do as much for himself as he
can, rather than being disempowered to become a passive recipient of
care. Seeing Louis as human means he should be treated with respect,
as an adult man with gifts and skills, at the same time as acknowledging
he needs help.

| seek it to be understood that Louis is vulnerable, that he is medically
traumatised in addition to his underlying brain injuries and that he needs
safety, reassurance, compassion and kindliness in all interactions with
him, a ‘Low-stress environment.

| seek a commitment that physical violence should not be used against
Louis. | seek an understanding of Louis's behaviours that some are
manifestations of a history where people have used force rather than
understanding, thereby damaging him and making him afraid.
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| seek the development of a goal of shared happiness for Louis, his care
team, his friends and community.

Part of the reassurance Louis requires is a regular pattern of activities,
from which he can orientate himself to what is happening next and when.

Louis requires the development of communication skills within his care
team and his community. That means us who are not Louis need to learn
to speak his language and understand what he is saying, for the pleasure
of two-way interactions. It means sharing mutual communication like
songs, music, familiar rituals, and practices. It means using photographs
and visual symbols to give Louis information about his day, as an
alternative to words. It means developing the capacity to tell stories
together, to remember happy times, to look forward to pleasurable
times ahead. It means recognising Louis's capacity for and enjoyment
of storytelling, his fantastic memory, his wide circle of friends and
places familiar to him, his enjoyment of and skills at swimming, cycling,
trampolining, painting, letter-writing, hospitality, singing.
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It means recognising Louis's innate generosity and willingness to forgive,
to put unhappy memories behind him and to start each day afresh, with
optimism. It does not negate the store of unhappy memories that trigger
trauma responses in Louis over which he has no control, but which,
together as a community, we can all commit to overcoming, through our
love and commitment and care for one another.




33

LOUIS’'S VOCABULARY
These are words that Louis uses and the list L O O k

is not exhaustive. | estimate | have recorded
about three quarters of the words he uses.
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Activities including swimming,
trampolining, walking, letter writing
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Reflections that arise from Kate’s love for Louis:

- Love is a revelation of its own integrity. This Mother’s love is incarnate-
intrinsic. It just is, and her recognition of the love for her from her child.

- Itis through this love, nurturance and affirmation that we who are not
Louis or Kate enter into their experience with an invitation to share love
and be loved through creativity and radical hospitality.

- Their lived experience is the founding gift for a community based
on inclusion. This inclusion redeems cycles of societal exclusion and
violence through their forgiveness as victims rather than a demand for
retribution.

- How do Louis and Kate engage in the co-creation of a loving
community releasing the potential energy of relationships to create
a good life for Louis in a good society that is good for everyone?

38
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MAUREEN PHILLIP

Practice Development and Inclusive
Culture Programme Director. PAMIS
(Promoting A More Inclusive Society)

The Kawa Model and the metaphor of the river holds my story and
is told from my perspective. It captures my reflections in this piece of
writing. | found the reflective writing therapeutic from the point of view
of enabling me to process all of my experiences on this journey. | wrote
a very long and very personal reflective piece about every aspect of
the journey | am on with Louis and Kate. Using the river as my guide |
charted every barrier and blockage that prevented the river from flowing
as it should. It was a roller coaster of emotions, but for the purpose of
this research | have condensed my reflections considerably.


http://www.pamis.org.uk
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This is a personal reflection of my story journey and where it joined
Louis stories. It is a personal account of what this journey has revealed
for me and what Louis has taught me along the way. | say Louis stories
because for me Louis has his own story but he also has to cope with

the stories of each and every person who touches his life. Each of these
stories weave themselves with Louis story and they have to be navigated
by him through rough seas and smooth. It is a journey where stories
intertwine with each other and where Louis and everyone involved in
his life has to navigate new ways of being. For me Louis story is one of
adversity, bravery, challenge and hope. It is at times extremely sad and
in all honesty, what has happened to Louis on his journey to live his best
possible life is unforgivable but what Louis story clearly reveals is that it
is time for change in practices. As a society we have to now admit that
Louis story demonstrates that our health and social care systems are
broken and do not adequately provide what is required for people with
profound and multiple learning disabilities to live a good life, which is all
they want to do.

Louis has endured a lot and his story reveals systemic failures of
“systems” that need to change, not only for Louis but for his family and
those that care for him. When | refer to systems in this reflection, | am
not referring to the people who work within the “systems”, | am talking
about the wider structures and values that reflect the system as a whole,
how it is managed as well as how policies, procedures and practices

are implemented. | know those working within the “systems” are just

as constrained and frustrated as Louis. | would also like to say that | am
reflecting on my personal journey with Louis story from a social justice
and human rights perspective based on the charter of storytelling rights
that was developed by David Denborough.
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The Charter of Storytelling Rights
— David Denborough

Article 1.
Everyone has the right to define their experiences and problems in their
own words and terms.

Article 2.

Everyone has the right to have their life understood in the context of
what they have been through and in the context of their relationships
with others.

Article 3.
Everyone has the right to invite others who are important to them

to be involved in the process of reclaiming their life from the effects
of hardship.

Article 4.

Everyone has the right not to have problems caused by trauma and
injustice located inside them, internally, as if there were some deficit in
them. The person is not the problem.

Article 5.

Everyone has the right to have their responses to hard times
acknowledged. No one is a passive recipient of hardship. People always
respond. People always protest injustice.

Article 6.
Everyone has the right to have their skills and knowledge of survival
respected, honoured, and acknowledged.

Article 7.

Everyone has the right to know and experience that what they have
learned through hard times can make a contribution to the lives of others
in similar situations.
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By claiming these rights we give ourselves permission to be the ultimate
authority on our own life and experiences. As soon as this occurs, we can
begin to tell and retell the stories that define who we are and how we relate
to the world around us.

(Denborough, 2015)



43

| PART TWO — LOUIS'S STORY: THE STORY OF APPLETREE

Sitting by the riverbank, listening to the river ripple over the stones
| reflect on Louis story and how sad it is that he has had to endure what
has been a traumatic and at times terrifying journey, inflicted on him by
the very services that are supposed to nurture and care for him.
| have been present at local policy meetings and listened to the plans,
proposals and praise of services and what they are doing but then | see
the reality in practice and wonder what goes wrong in the translation of
policy into practice. For me actions speak louder than words and before
me | see the result of broken promises and hollow words. | see Louis
often, sad and unhappy, broken by the very systems that are meant to
be there to support and care for him. | see the direct impact of service
provision that | would say, has lost its way. Services whose language is
the language of institutionalisation, often managed and delivered by
people who are not specialised or have the necessary knowledge, skills
or support to provide the level of care and understanding that is required
to properly enable someone with profound disabilities to live their best
possible life. It is important for me to include my personal reflection here
as it is my story and from my perspective what my story reveals to me is;
that beneath what | see as the veneer of policy, strategy and frameworks
is that there are hidden stories that need to be heard. It is the right
of every person to have their story heard, witnessed, and honoured.
People with profound and multiple learning disabilities are marginalised
and their voices are not heard. These are the hidden stories that are
forgotten yet these are the voices that teach so much. They teach care,
understanding, trust, devotion, love, hope and so much more. For me
that is what this mother’s vison and her son's story does. It reveals the
hidden stories, the unheard voices of people who do not have a voice. It
unveils how the system functions believing in the illusion that what they
are providing is person centred care. There is nothing person centred
about services or commissioning of services that fail to provide specialist
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help from allied health professionals to support struggling care staff.

This is not a criticism of service provision, as the people working in health
and social care have their stories too and often these stories are unheard
and hidden beneath the veneer too. This is my personal perspective and
reflection, based on what | see in practice every single day. As a society
we like to think we are creating a better world for the most vulnerable

in our communities and in some ways we have come a long way but
unfortunately there is a long way to go.

Until we unveil the hidden stories that have a right to be heard, and
acknowledge the reality of what is required to provide true person
centred care for everyone no matter their disabilities, we will be doing an
injustice to many and inflicting ongoing unnecessary trauma on people,
while all the while believing that person centred care is what is being
delivered. Louis is one story but he is the voice for many and we all need
to listen to him and honour his story. His story is the narrative of the
change that needs to happen for him and for everyone else whose story
remains hidden from view. The river is the perfect metaphor for my story
journey with Louis and his mother’s vision of the future for him. My story
is a tributary that joins Louis river as a supporter to him and his family.

It was and still is a journey fraught with many barriers over many years.
From the vision to its implementation and sustainability, the journey
with Louis and his family has been filled with barriers too numerous to
mention in a reflection.

At first my story joined Kate's story. She was the first inspirer and she
introduced me to Louis story and | found myself in Louis river. | joined
Louis river at a difficult time as he was being evicted from his long term
home with nowhere to go. It was a traumatic time where Louis was let
down by a system with no provision for him in his local community and
he was at risk of being placed out of area. Unfortunately, eventually,
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Louis was placed out of area and a journey of upset and trauma began
for him. Not only had he lost his home but he lost his community. At this
point my reflection turns to community inclusion. Inclusion is something
that is spoken about a lot in terms of people who are socially excluded

in society and often it is spoken about in terms of physical access or
being part of a group, without even considering whether the group is
appropriate or what it means to someone to be a part of a particular
group or activity. Inclusion is more than that, inclusion is a state of feeling
valued, respected, and supported appropriately. Community too is not
only a place to live but a place to feel a part of life and of society, of
feeling wanted, valued and a part of life in the community. Louis has

a community around him and in time that community will grow and
flourish. His community is a place where he is valued and accepted for
who he is. When someone is uprooted and moved from a community
and people they know there is a trauma attached to that if it is not
adequately explained and supported. Again, | reflect on the fact that the
term community inclusion is often misinterpreted and the gap between
how it is described in policy and put into practice is vast but that requires
a paper on its own and is deeper than my reflection can convey. For me,
knowing that Louis is safe, understood, and participates in activities that
are purposeful and meaningful to him in his own home and community
in a way that is relevant to him is all that he requires to live a good life. Is
that really too much to ask?
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My reflections turn full circle back
to the vision.

The birth of this vision is a light of hope for the future that needs to
be built on understanding, trust, honesty, love, kindness, respect and
it has to be a vision of togetherness. There is still much to do in this
river of implementation and sustainability and there are still boulders
to navigate but there is driftwood and a reasonably stable river bank
will hopefully support this part of the river. It is the families of people
with profound and multiple learning disabilities who are experts by
experience, and it is only by everyone working together and listening
to the voices of those who struggle to be understood that we will
become better at really hearing their voices. Their stories are hidden and
misunderstood by so many. We owe it to them to show we care enough
to listen, hear, acknowledge and let them tell their stories. They have
much to teach society about what it is to be human, and to care - we
have to listen. It is time to put compassion into policy and meaningfully
put policy into practice. Appletree is a vision of love and hope and it is
time for the vision to shine.
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1.

Start by introducing the
Kawa Model to the family
and the person you are
creating the story for,

explaining its components:

barriers, social / physical
environment, and
strengths / supports.

2.

Engage

in a collaborative

discussion with the everyone
to understand their unique
perspective on their life and
health. Encourage them to
share their goals, values, and
life history.

3.

Visualise the person’s situation
using the Kawa Model. Use
the river diagram provided and
use the banks to represent

the person’s environment.
Have the person as the central
focus of the river. Use the
rocks to represent barriers and
the driftwood to represent
strengths, goals and support
already in place. Write any
extra notes corresponding to
the numbered objects on an
attached document.



4.

Work with the family

to identify the barriers
and facilitators in their
environment that impact
their life. Encourage the
person to express their
concerns and feelings
about their situation.

3.

Collaboratively develop

a plan with the person
that incorporates their
goals, values, and cultural
background. Use the
Kawa Model to visualise
the plan and ensure that
it aligns with the person'’s
unique perspective.

LOUIS’S STORY: THE STORY OF APPLETREE — PART TWO |

6.

Evaluate the plan's
effectiveness regularly
with the person and
make adjustments as
necessary. Use the
Kawa Model to visualise
progress and identify
areas that may require
additional support or
modifications.

/.

Celebrate

successes and
encourage the person
to continue working
towards their goals
using the Kawa Model
as a guide.
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Continuing the research narrative

and how Louis engaged with us,

Much later,

in April 23, we met for a Research session at
Appletree, when Louis welcomed academic
researchers, the storyteller from PAMIS and

his mother, into his own living space. Using the
Kawa model of storytelling, we spread a roll of
brown paper on Louis's living room table, which
is where Louis regularly writes letters and draws
(this letter writing uniting Louis's emotional
drive and his creative and intellectual interests).
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The paper had a pre-drawn river design giving a
directional flow’ to the paper from one end of
the table to the other. Louis was encouraged to
talk about his own life story, things meaningful
for him, what makes and has made him happy,
what he looks forward to. Louis and e -

using words together,
we had available felt pens for el
stickers to choose and attach,

as well as the overall position

on the pa
Paper to sheyy, the Progress of tjn,
e

Research Day at Appletree



Research Day at Appletree




Research Day at Appletree



Research Day at Appletree






LOUIS’S STORY: THE STORY OF APPLETREE — PART TWO | 76

2a.19)ddy 1 Ab@ Yo1D3SAY

To begin with,

having greeted everybody:

he cut out too much stimulation by sitting with
his back to the room where others were seated.
His mother and the storyteller, along with

one researcher, sat round the table with him.
When his mother asked if he wanted to change
seats, so he could see more of the group, he
acknowledged the question in a friendly way,
by turning round to look and smile, before he
turned back to the task, where his choice was
obviously better for him.
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' k.
Louis really enjoyed the tas

5107 Aq uayp} ojoyd - 2a413)ddy 10 Ab@ Yoipasay

He used many concrete words,
drawings,
stickers,

he smiled and he spoke very energetically,
he rocked on his chair in an expression of
contentment and happiness. Within the task,
Louis interacted with his mother on the story
telling about his life so far, but what really
motivated him was thinking towards the future,
volunteering words about things he looks
forward to. He did not speak about hardships
he has experienced, he looked forward to those
things that give him pleasure. He was particularly
focused on having a summer holiday, using
the word ‘Appledore, a coastal village in Devon
known to Louis, to mean summer holiday,
sunshine, swimming in the sea, farm:
amily time,

being with mum,

Meatin 1
eeting l:felong friends,
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The Key Messages Emerging from the Research

Telling a story about people
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The fundamental vision was to create a community where Louis and

the people caring for him felt safe and supported, surrounded by beauty
to lift spirits, with opportunities on site for active, meaningful days, and
connections with wider society for both Louis and staff.

Rocks / Blockage
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Louis's needs for quality care in his own home % and vision of Appletree)
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What does work in hospitals is the provision of basic resources.
N\F UL EFFE It is not a place to flourish. It may provide a place of short term
Y\Py‘ Cr. Ky safety but cannot be a long term solution, because it disrupts
Op family and community ties with harmful effects.

é %O Short and long term harm from living in hospital include:
2 2
] £%
L i 4§
o= Time required for Louis to remain in T = % P ¢ ‘
L hospital while staff team and housing > 2 = 2 2, %
5‘ was developed, was an acknowledged g g _% £ S 2
w barrier for Louis's well-being 5 g > ES 9, S R}
z < ° £ & 3 % S
¢ - 'S NG > 5 5 =
by . 333 & 5 E £ 2 =
1V11dSOH 40 S173 & £ O
N S § 5 § £
'\0(\%. \)‘} gi\ S g
e & 9 S & £
W & & S § by
> S 9
& & &
Ne)

Another harm was Kate's need to visit Louis five times

a week to ensure he had meaningful relationship,
communication and activities and the pressure it put on
her and her husband, from the start of her endeavour,

at vision stage, through implementation. Hospital was 50
miles away, Kate was driving 500 miles a week, leaving
home at ten, returning at six, exhausted.
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People ‘se€ the disability and not the person. Lack
of positive images of people with PMLD, like Louis,
in society, in the arts, in community life.

. ABSENCE OF ENp

A%
QV < There are varied professional and personal
(:)\ o) interpretations of expectations of Louis
= 7¢ and people like him enjoying their best life
5(3 O through being able to leave home and live
=z ‘\g\ independently. How they vary differs from
ul Public and third sector organisations, may only pay <L  areato area, organisation to organisation.
u- lip-service to ‘person centred care, often failing to >
% understand real inclusion, the right to choose where é
®) somebody wants to live, who with, who cares for (@)
%) him, what he does for meaning and purpose. C
) >

7%

g
. 50d°
4131705 gy WaLSAS 3R >
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Ly Cost effectiveness for commissioners is that
2 it costs not more than the cost of detention
(a4 in hospital, which is in excess of 6k per week.
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Value for money from the cost of the o
4’ service provided and the quality of care &
< P quality
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Kate's faith:

Kate's faith that pursuing the vision of Appletree was an expression of her faith, in a God of
Love and Justice and Community, who was calling her to do this. Her belief that Appletree
might benefit others. Her faith in the principle of collaboration, the power of love, the vision
of a long-term home where Louis could settle down to recover from his traumatic past, to
flourish. Her faith that what she was doing was in a sense, ‘God through her.

Kate's faith in Louis as a person, as somebody who tells the truth, who
never fabricates, who enjoys life and enjoys good relationships if he feels
safe, has purpose, orderliness, nice things to look forward to, content
with little, if he receives kind attention.

Kate's faith gave her the strength, Kate's faith in people, in community, who
courage, tenacity, to keep going care about Louis and people like him, needing
through all the hardships, setbacks, homes; faith in society believing in Justice,
disappointments, fears, betrayals, Human Rights, Love, Inclusion of the weak, the
challenges that she met on the way. two-way benefit of this.

Prayer - and Love - and
application of energy -
was Kate's means of
pursuing this project.

Kate's faith that Love

triumphs challenges her to Assets of fa;
be a peacemaker, even in the aith

face of harm to Louis

Louis's faith:
That the stories his mum told him about leaving hospital, going to live in his own home, were
going to happen ‘one day’ - even when waiting was hard, helping him keep hope alive in dark
times of oppression. Louis's faith was influenced by his knowledge of Kate's love for him.

Louis will have struggled to reconcile Kate's Prayer for Louis was
love for him and the bad experiences he a reminder that he is
nevertheless suffered, when he will have Loved, that there is a

wondered why she let those bad things happen. bigger timescale.

Other people’s faith in Kate to carry this vision through.

Her demonstration The award of the Alastair Haggart Fellowship from the
of her capacity and Scottish Episcopal Church for the exploration of Appletree
determination by the as an intentional community and alternative way of being

purchase of the buildings Church, gave Kate belief in the project and herself to lead it
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tree
Physical assets of Apple

Kate's capacity and plan to purchase Maidenplain
Steading gave a physical reality to the vision.

A4 Cq delhi
o

SUppory
or the m
Odel

Academic evidence upholding and supporting the vision of Appletree,
importance of Relationships, Hope, long-term commitment in care
staff eg Nunkoosing and Haydon-Laurelut ‘The Relational Basis of
Empowerment’; Rev William C Gaventa, ‘Disability and Spirituality’
speaks about the importance of commitment in caring relationships.
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Assets
of professional attitudes

towards working with families

Learning Disabilities policies at local and national levels encouraged this

Professional understanding of family dynamics, what it takes
to support someone like Louis in the system that we have.

Assets of

Louis’'s financial S€curity

Louis's eligibility for benefits for living expenses was already established

Court-held funds were a source of capital to
purchase house
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Water / What is the energy.to move this forward

o a\temative_ll e he could live
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Loving Louls

Support from Maureen Phillips at PAMIS
Knowing Louis had had a rich life
Joy

Faith |ustice

Family commitment love

Systemic thinking

Knowi :
nowing Louis has had a good care in his Previous care placement
Family life “holding” Louis

Human Rights Framework

y g
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Nothing to lose and everything to gain and with curiosity at organisational
and personal level as to whether a new model of care could work for
somebody with high care needs for whom there had previously been no
solution in the community.

Capacity to live with uncertainty, looking to the future with hope

Capacity to see with new eyes

May it be a house of courage,
Where healing and growth are loved,
Where dignity and forgiveness prevail;
A home where patience of spirit is prized,
And the sight of the destination is never lost.
Though the journey be difficult and slow,
May there be great delight around this hearth,
May it be a house of welcome
For the broken and diminished.
May you have the eyes to see
That no visitor arrives without a gift

And no guest leaves without a blessing.

From a blessing ‘for a new home' by the late John O’Donohue,
from ‘Benedictus’ published 2007 by Bantam Press
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Timeline:

5 ARLLENGES OF T,

"G
6'4((

Waiting for agreement for housing

)b'HD . 3WIL 40 S3ON

Fal) L

Rocks / Blockage

Kate as Deputy applied to the High Court for an Order
authorising purchase of property. Applied December

%
G
(V)
O
T
J
A

2017 - Court Order granted August 2018.

Suitable property identified June 2019. Kate ensured

Key stakeholders agreed as to suitability. Purchased
October 2019.

Delay until confirmation of care-funding came,
August 2020, before commissioning architect for
adaptations required, tendering for works required.

Work schedule decided October 2020.
Building works started December 2020,
finished June 2021.
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%
Time taken to effect collaboration ™
between the stakeholders - parent, local s
authority and care provider- Kate coming >
to be understood as a key partner, with >
a positive contribution to make, for é\
9 agreement on the vision of Appletree.
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Provigey and funding costs ©
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S
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g Time needed to develop skills and confidence within
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m
care team members, to understand Louis's vocal >
communication, his behavioural communication, to X
know who he is, how to care for him physically, how 6’
o
n
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’}/ to support his stress-responses, for the staff team
-—’/& to learn to cook, to develop household routines, to

know his and his family’s stories

"
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communication with staff, restraint, dependence
on visits 4 - 5 days a week from mother, occasional
visits from friends. Initial phase Jan 2019 - Feb 2021
in Carseview, LDAU, Ninewells Hospital. Moved Feb
%, 2021 to Strathmartine Hospital. Remained there A’
until discharge May 2022. QO
(AN

©
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é’ Lack of planned activities, boredom, ineffective
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o PROVIDER PROBL gy . 5

ch Ep
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& %
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70 Staff said they felt unsupported %O.b
¢ by management S\N’X\
(% v Ph
yé’b, aa 3
2 * swataoud ¥3¢
Staff had no good modelling of how to care gently for The Care Plan developed in the run up to Louis's discharge
Louis, except Kate's and then a temporary leader who was by this experienced carer noted that physical restraint was
a former carer for Louis, staff struggled to understand harmful for Louis and counterproductive, but once the
Louis as a person temporary leader left the knowledge seemed to get lost

Lack of development of a programme of purposeful activity for Louis meant staff were struggling
with Louis's boredom and unused energy;, his resulting frustration and need for meaning

The lack of timetable meant Louis had no Louis's stress responses Louis's stress

means of differentiating between one day were rational responses responses inhibited
and the next, making him insecure and to an overwhelming and staff confidence in
anxious, heightening his stress responses frightening environment engaging in activities

It seemed to Kate there was a lack of insightful leadership in how to break this cycle of mutual
distrust. Behaviours manifesting positive values, cultures, beliefs regarding Louis were not developed
within the staff team; resources provided within Appletree for structured routines, activities, sensory
integration, that Louis's trauma responses would benefit from, were not developed

Training was given but not embedded Kate was involved in staff recruitment - but managers
into practice eg digital passport, trauma were not recruited by Kate, they were moved over
understanding, storytelling from other posts within Scottish Autism
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Driftwood / Moving Forward
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