


79

come true but I could not predict how long it would take 
and I feared that the longer she remained in hospital the 
more disillusioned she would become, making any move, 
whenever that may have been, more difficult. After several 
months visiting and spending increasing amounts of time 
there, Jenny moved to the rehabilitation ward and settled 
very quickly.

Within a couple of weeks, a remarkable piece of luck 
presented itself in that a place in a shared flat became 
available in one of the support services funded and managed 
through re-provisioning. What could be considered another 
significant piece of luck or coincidence was that Jenny knew 
the existing occupant and prospective flat-mate (having 
spent time in hospital with her some years before). They 
had been friends but had not had contact for many years.  
Within minutes of us all meeting at the flat it was clear that 
this could really work. Four weeks later Jenny moved into 
the flat.

Jenny made a remarkable transition to life in the community. 
Her personality shone through and she quickly developed 
relationships with support staff whose person-centred, 
welcoming and open approach made Jenny feel at home. 
They helped with practical things like sorting out benefits, 
registering with a GP, organising routines for medication, 
appointments, budgeting, shopping, cooking and 
housework, and helped her decorate and furnish her room 
the way she wanted it. She was able, for the first time in 
many years, to spend time with her family when she wanted, 
attending birthday parties for her brothers and sisters, 
nieces and nephews and going on family holidays. It was an 
environment she flourished in and she experienced no major 
setbacks or re-admissions to hospital.

Two years later I moved to a post with the MHO team 
but remained in contact with Jenny, her support network 
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and family. Jenny was on a (community-based) CTO so 
when the opportunity arose for me to become Jenny’s 
allocated mental health officer we all agreed this made 
sense as we had an established relationship. Subsequently, 
when her CTO was due for extension, in discussion with 
Jenny, her mother, support staff and her Psychiatrist, we 
agreed that it was no longer necessary and it was allowed 
to lapse. I think this was a fantastic achievement for her as 
it was the first time in well over 20 years that she was not 
subject to any form of compulsory measures under mental 
health legislation. This acknowledged how far she had come 
and how able she was to take control of aspects of her life 
previously denied to her.

It is now almost five years since Jenny left hospital and she 
has still not spent another night there. She is happy, fulfilled 
and content, gets on well with her flatmate and never misses 
a family gathering or holiday. She has considerably less 
contact with her support staff but knows that they are only 
a phone call away if she needs them. She doesn’t look back.

Some may think that Jenny has been blessed with a good 
measure of good fortune.  This story’s linear nature and lack 
of major setbacks and its happy ending may make it sound 
unbelievable, but it happened and Jenny is living the life she 
wants to lead.  The relationship we had, the relationships 
she has with other people and the fact that everything fell 
into place, all makes me believe that this can and should 
happen for everyone. But this wouldn’t have happened if the 
infra-structure and resources had not been in place to allow 
it to happen, or without the belief and high expectations 
of the teams and individuals involved. Hundreds of people 
have benefited from similar processes and continue to do 
so, many with the continuing support of those involved 
but thousands more people remain trapped in hospitals 
for decades or tied up in cycles of admission-discharge- 
readmission for decades, prevented from regaining control 
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over, or living their lives. Jenny has regained control of 
her life and how she leads it because those around her 
provided the environment for her to take back that control. 
Jenny’s story and my involvement at this crucial time gives 
inspiration to me and reinforces my belief that recovery can 
and does happen and that with the environments we create, 
what we do and the relationships we have with people, do 
make a difference. 

I have often thought that ‘hope,’ although considered 
central, and a key element in recovery, by its usual 
definition, leaves too much to chance, and that not enough 
importance is given to the issue of control.  But now, for me, 
the following quote bridges that gap and defines it as a fuel 
for perseverance and taking responsibility for carrying on 
the struggle.

‘Hope is not blind optimism.
It’s not ignoring the enormity of 
the task ahead, or the roadblocks 
that stand in our path. It’s 
not sitting on the sidelines or 
shirking from a fight. Hope is 
that thing inside us that insists, 
despite all the evidence to the 
contrary, that something better 
awaits us if we have the courage 
to reach for it, work for it, and 
fight for it.’ Barack Obama

Recovery, reprovisioning, helicopter or tunnel – whatever it takes!
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And finally…!
Alison Robertson and Lesley Smith

On behalf of the Patients’ Council as we bring ‘Stories of 
Changing Lives,’ to a conclusion, we would like to share 
with you some reflections from ourselves.

We can confidently say that by having people who believe 
in us, recognising our strengths and potential, seeing each 
of us as an individual with a history and believe that the 
future doesn’t have to be limited to a diagnosis, change 
becomes a reality. Real possibility is within our hands when 
we are encouraged to take control, follow our interests, have 
dreams and aspirations and, like anyone else, take risks! 
Relationships are central as we realise that first and foremost 
they are what supports our growth and change as ‘no man is 
an island.’

It’s inspirational to read how people have developed their 
lives and risen to their challenges. Supporting people with 
the person-centred philosophy and practice which was at 
the heart of the whole re-provisioning process was vital. 
It highlights the differences to people’s quality of life when 
paid support is individualised rather than a person fitting 
into a system. People are more than psychiatric patients, 
not just defined by a diagnosis and symptoms but with skills, 
preferences, relationships and goals.

What maybe stands out from this project is that it highlights 
a system that was there for patients to fit into, and hence 
not always as effective, rather than a service that helps 
all individuals on their own path to recovery – ‘living as 
independently as possible with or without symptoms.’ This 
person-centred approach, evidenced here through people’s 
experiences, has shown itself to be something that really 

Stories of Changing lives
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works within service provision. The Patients’ Council 
applauds and supports good practice that improves the 
experiences of people while they are patients and support 
when living at home. We think that when mental health 
services adopt this approach as the prevailing culture and 
philosophy then people can recover their lives. For some 
people that would mean they wouldn’t find themselves in 
a cycle of repeatedly returning to hospital and staff would 
have a greater sense of job satisfaction as they see people 
moving on with their support and help. As a result,  
everyone benefits!

Reflecting on peoples experiences, as told here, really makes 
us aware of the crucial importance of defining the words 
‘care’ and ‘support’, and how they are delivered in services. 
There is a disabling kind of care and an empowering type of 
support. This reminds us of the old adage ‘that it is better to 
give a starving man a rod and teach him to fish, that he may 
feed himself, rather than keep giving him a fish each day’. 
The former gives control back to the individual. The support 
offered to people involved in moving out of the REH has 
been an empowering one of encouragement thus enabling 
people to take back control of their own lives. Control 
is something which can easily be lost when admitted to 
hospital but especially when you have lived there for a long 
period of time. It’s vital to remember and question the power 
of the institution and ensure that people, when patients, 
have as much control as possible and for services to work 
in partnership with them. The other kind of help that only 
maintains people and suppresses symptoms is ultimately 
disabling and can lead to a stalemate. To live a fulfilled life 
people need more than a focus on medication stabilisation! 
By shifting the focus to living one’s full potential whilst 
managing the challenges to one’s mental health is vital. A 
person with angina may not be able to run a marathon but 
can live a meaningful life in many other regards. Different 
illness, same principle.
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Finally, may we say how moved we were by the experiences 
shared with us by all our contributors. To read their 
experiences can help others understand that peoples’ lives 
don’t have to be limited because they have spent time in 
hospital and that they can have support that meets their 
needs and enables them to live the life they choose. From the 
reflections and contributions of those who support people 
we realise and appreciate that the wellbeing and future of 
each individual is their focus. They give us a sense of how 
much they believe in  people and their potential along with 
their commitment and passion to supporting people by 
‘working with’ rather than ‘doing to or for’.

We would like to thank everyone on behalf of the Patients’ 
Council for sharing their experiences in this publication and 
wish everyone all the very best for their future.

Thankyou.
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‘Recovery is being able 
to live a meaningful and 
satisfying life, as defined 
by each person, in the 
presence or absence of 
symptoms. It is about 
having control over and 
input into your own 
life. Each individual’s 
recovery, like his or her 
experience of the mental 
health problems or illness, 
is a unique and deeply 
personal process. It is 
important to be clear that 
there is no right or wrong 
way to recover.’
SRN ‘Journeys of Recovery’
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Glossary
Acute ward  Admission ward for adults. Edinburgh is 
divided into sectors with GP practices determining which 
ward a person would be admitted to.

CTO  Compulsory Treatment Order (Community Based) – 
Mental Health Law which allows the compulsory treatment 
of individuals with mental disorder who live in the community.

CRT  Community Rehabilitation Team – a smaller team that 
replaced MAT to continue the resettlement of people into the 
community and provide on-going care management.

DLA  Disability Living Allowance, a non means tested State 
benefit paid to people with a disability and/or support needs. 
There are two components that can be awarded – Care and 
Mobility.

Edinburgh Mental Health Partnership  Representative 
group of service users, carers, service providers, NHS 
and local authority staff overseeing the re-provisioning of 
hospital based care within the community. 

Incapax  A system where people are required to have their 
money managed for them.

Hostel  The REH had a number of hostels in the 
Morningside area housing 49 people.

MAT  Multi-Agency Team of ten care managers from 
professional backgrounds in Health, Social Work and 
the voluntary sector combining roles to create a more 
user-friendly, integrated and accessible service. The team 
offered each of the 170 people living in the hostels or four 
continuing care wards planning for their future using person-
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centred planning. This led to 92 people being discharged to 
the newly commissioned community tenancies and support. 
Funding ceased in 2002 with around 70 people moving 
into re-provisioning tenancies and another 20 preparing to 
move later that year. A few others also moved into other 
community tenancies or with other social care providers.

Mental Health (Care and Treatment) (Scotland) Act 2003 
Mental Health Law in relation to people assessed as having 
a mental disorder and their carers. 

MHO  A Mental Health Officer is a specially trained social 
worker who deals with people with mental disorder and has 
particular duties under the Act.

Mental Health Tribunal  The Mental Health Tribunal for 
Scotland was set up by the Act to make decisions about the 
compulsory care and treatment of people with mental disorder.

North Wing  Rehabilitation ward within the REH.

Realising Recovery  Training in values based practice 
provided by Lothain Recovery Network and open to people 
who use services, their carers and workers. Workbook 
developed between NHS Education Scotland (NES) and 
Scottish Recovery Network (SRN).

REH Royal Edinburgh Hospital  A psychiatric hospital 
providing services including acute, rehabilitation and 
continuing care for people who experience difficulties with 
their mental health.

Re-provisioning  In this case the Edinburgh Joint Mental 
Health Plan in 1997 looked to cut 92 continuing care beds 
in the REH from a total of 170. Bridging finance enabled 
the creation of 92 community placements for people as an 
alternative to hospital.
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SRN  Scottish Recovery Network – national organisation for 
all promoting the reality of recovery. www.scottishrecovery.net

Support Organisation/Provider  Social Care Providers 
who support people to live in their own homes and live life 
as they choose. Re-provisioning involved commissioning 
Social Care providers to support people in a mix of 
community based tenancies. Organisations providing 
support to people in this re-provisioning process were 
Barony, Carr-Gomm Scotland, Link Living, Places for People 
(formerly known as Edinvar) and SAMH. Other social care 
providers provided support in their established services on 
an individual basis.
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Over ten years ago people who lived in the continuing care 
wards and hostels of the Royal Edinburgh Hospital faced 
a change in how they would live and be supported. It was 
realised that people who were considered to have long term 
mental illness should be supported to live in the community 
and have a home of their own. Stories of Changing Lives 
is based on the experiences of seven people as they share 
with us how their, and their relatives, lives have changed 
and what helped to make it happen. We also include 
contributions and reflections by those who supported people 
through and beyond the transition whether nurse, social 
worker, support worker, doctor and the Multi-Agency Team.

Some people embraced the move whilst others were more 
hesitant. Here we can read that people did create good lives 
for themselves thanks to their own hard work with the belief 
and support of key people in their lives. The support being 
person-centered reflecting the pace and support that each 
individual felt they needed each step of the way.

Come and share their journeys

The Patients’ Council is a registered charity  Scottish charity number: SC021800 
This publication was funded by NHS Endowments.

Patients’ Council 
Royal Edinburgh Hospital 
Morningside Terrace 
Edinburgh  EH10 5HF
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