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An ordinary life
A paper sefting out the background to the ‘Ensuring an Ordinary Life for All’
Network. The progress to date and the way forward.

The origins
In 2012 at Paradigm’s ‘Re-connecting Heart and Mind’' workshop, John O’Brien
asked the group this question: ‘What threatens an organisation’s We are the

ability to support relationships that connect the heart and the  eopie we have
minde’ been waiting for."
(Alice Walker)

The discussion that followed was powerful. Engaging our hearts and minds,
highlighted the potential negative power of the service system and reminded us
that it is all of us - the people supported, families, community and paid staff - not
government or regulators who have the ability fo remove the barriers to the ordinary
life that so many people want.

The Network

To keep the connections alive and to support positive action, Paradigm invited
people to participate in a national network that examined how it might be possible
to ensure an ordinary life for all. The aim of the network was to:

» create a vision of an ordinary life for all

* explore what currently obstructs people and what helps them live ordinary
lives

* support each other to identify action that would make a difference and then
commit to carrying out the actions

The Network leant heavily on the framework developed in ‘The Bronx' by Dave
Hasbury and Patti Scoft to create movement and growth. Our aspiration, like that of
Dave and his colleagues, was to utilise the experiences and stories of individuals.
L individual stories shape the organization stories, and these organization stories
influence the state system story. Our collective story emerges, and it is a story of
fransformation fuelled by the power of individual visions of what is possible and
desirable’. !

How the Network functioned

Networks were hosted in five regions by local facilitators including experts by
experience. Over 200 people including those supported, family members and staff)
came together representing 42 organisations across the country. The workshops
were facilitated in a conversational style to allow creative thinking and sharing.

1 Hasbury, D. (2011) A Simple Framework For Creating Movement and Growth in The Bronx. Neighbourhood
International
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People were encouraged be imagine, to play, to share concerns and hopes and to
visualise possibilities.

‘When we play, we're in a constant process of discovery, experimentation, risk-
taking, and creation. We tinker. We invent. We dream and we imagine and we
make believe unfilit's time to go out there and build the world we dream of.
(Wheatley, M. Walk out Walk on. 2011)

The Ordinary Life context

In the 1980's David Towell 2 and his colleagues at The Kings Fund worked to alert
society fo the rights of each person to live an ordinary life alongside other citizens.
They included the rights to live in the mainstream of life, in ordinary houses, to have
the same range of choices as other citizens and to mix equally as members of the
community.

Since the 1980's this philosophy has been kept alive by John O'Brien’s Five
Accomplishments, Simon Duffy's Keys to Citizenship 3and at it was at the core of
Valuing People (2001).

We also have Article 19 of The United Nations Convention on the Rights of Persons
with Disabilities’. Ratified by the UK in 2009, this is much more than a statement of
rights. It suggests there are three essential building blocks summarised as “:

Self-determination: ‘I can say what matters to me and how | want to live.’

Inclusion: ‘I'm included in my community and benefit from the
services everyone uses.’

Personalised support: ‘Il get the assistance | need to live as | want.’

And now

So in 2013 the large institutions, in the UK, have closed. We have inclusive principles
at the core of national policy. We have ratified the Human Rights Convention and
people live in a variety of settings: at home with their families, in shared homes or
homes of their own; and many people have personal budgets. Significant progress
has been made. Whilst many people, families and agencies are working hard to
ensure that there is good quality personalised support, there are thousands of
people with learning disabilities living far from ordinary lives.

2Towell D (1988) An ordinary life in practice: Developing comprehensive community-based services for people with
learning disabilities. King Edward’s Hospital Fund for London

3Duffy, S (2006) Keys to Citizenship. Paradigm
4 Towell D (2012) Delivering the Promise of An Ordinary Life. London: Paradigm
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There is little doubt that an ordinary life is still an aspiration for many and needs to be
fought hard for.

What do we mean by an ordinary life?

This was the first question the Network addressed. It may seem like a simple question
but the act of defining its meaning lead to people realising how far many were from
living an ordinary life.

An ordinary life, as defined by the network (see front page), is one that holds a wide
range of emotions and experiences even within one simple day. An ordinary life is
about having the same opportunities as everyone
else: the chance to work, love, have friendships,
happy fimes, sad times. The confrast of great
moments, and low moments, moments of business
and moments of stfillness, moments of conversations
and moments of quietness. Each day is like a mini-
rollercoaster.

There is so much richness and diversity in an ordinary l f
life but, in conversation it became clear that many people with learning disabilities
live far from ordinary lives. The professional world of support and all its regulation has
all foo often flat-lined people’s lives and the fun of the roller coaster ride has been
denied. People with learning disabilities are still striving to live as equals and to have
the right to shape their own lives.

What does good support look and feel like?

It was agreed that one of the essential ingredients of an ordinary life for all of us is
good support - support from family, friends, community and organisations (paid
support.) Defining good support was a key part of the consideration of the
networks.

Self advocates and staff talked about how the fun and spontaneity has gone out of
support work. People, families and staff feel constrained by the system and its rules
and regulations. Good support is there for the roller coaster of life. One woman in
Sussex powerfully expressed her desire for supporters to talk about her sad feelings
and not expect her to be happy all the time. She ‘had ups and downs’ just like
everybody else.

A good suppor’r relationship needs time to develop s great when a person can shiff from
info a genuine, honest and respectful human-to- feeling like they have fo have a staff
human relationship in which the supporter listens person around them fo wanting the

, . . support person there because they are
carefully to a person’s needs and desires and is then getting just what they need fo- fo do
able to support choice and the space to explore  things that are really important to them.
life. This involves courageous conversations and not ~ Oneisjust gefting through the hours, the

. . . otheris having a life.” (Parent)
accepting the ‘as is’ but supporting people to
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aspire, to take risks and to try new things. It is essenfial to help find ways of
navigating around potential obstacles and not saying as people often do - ‘you
don’'t want to do that, do you®?’

Many Network participants talked of the reduction people are facing in terms of
paid support. Often this needs to be challenged. However, many also talked of the
importance to step back and think what support would truly enable someone to live
an ordinary life. Paid support is not the only solution. A commonly held concern was
that in reality many people with paid support are lonely and | :Good support got me
disconnected from their community and sometimes their | post being scared.’
family. Good support values all the relationships and el acyesgis
resources as person has in their life. Good support is creative
and assists a person to live actively in their community sharing
of themselves and receiving from others.  An important
message from people receiving support was that ‘Good
supporters know when to back off!’

Many participants were connected with provider agencies and agreed that there
were too many formal reports about them and not enough attention was given to
stories and feelings expressed directly by them.

The Network discovered many instances where advice or action flew under the
radar so not as to offend the regulations. At the same fime some have said that
when they had pushed the perceived boundaries and shared this with
commissioners and regulators, the response had been generally positive. These
stories and experiences should be more commonly circulated since they often
enable people to realise their ambitions, which in turn influences the culture of the
organisafion and the expectations of regulators. One manager said ‘Why don’'t we
talk more about fun, freedom, laughter and love?2' Why indeed.

What are the barriers to achieving ordinary lives and what helps?
You can probably imagine many of the barriers mentioned across the country. The
aim was to identify what gets in the way, what helps and agree action to bring
about real change.

In the networks, ideas and experiences were put forward and cross-fertilised other
ideas across the regional groups and beyond. Margaret Wheatley > describes this as
scaling across rather than scaling up. Scaling up encourages replication,
standardisation and compliance - much of what we are working to avoid. ‘Scaling
across happens when people create something locally and inspire others who carry
the idea home and develop in their own unique way.' (Wheatley)

5 Wheatley, M. (2011) Walk out walk on. BK Publishers
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Paradigm has drawn on the Network’s conversations and action to produce the
following seven fundamental basics, which, if addressed, will significantly advance
the desire to ensure ordinary lives for all.

1. Ingredients for good support

2. My love life, my relationships

3. Engaging families

4, The power of community

5. My decisions

6. Policies and procedures to liberate
7. The engine of positive culture

For each of the above Paradigm has identified (pages ? - 15) what needs to
change, what getting it right means and some of the many positive stories of action
from across the network.

We encourage you to read them, share them with friends and colleagues AND use
them to stimulate further ideas and action.  We would also encourage you to view
the films on the Paradigm website (www.paradigm-uk.org) and see more ideas and
stories from the network in the ‘An Ordinary Life' section of the website.

So what nexi?

The Networks passion to ensure ordinary lives, the conversations and action must be
scaled across. Working collaboratively with other initiatives focused on good
support, ordinary lives and citizenship we will work to encourage further collective
learning, collaboration and celebrations of action. This will include the Care Quality
Commissioner, Skills for Care, Directors of Socials Services and Commissioners.

Paradigms offer will be developed to respond to the 7 fundamental areas of work as
listed in above. New team members including Family Leaders and Experts by
Experience are working with us to drive the work. Our commitment is to support
agencies to keep connecting to learn and share ideas and action.

Paradigms website is already a rich sources of information, films, presentations and
other practical resources. These resources are available to support people to join
the movement for an Ordinary Life for All. Over the coming months resources and
stories will be added as they are shared with us. This will include a film for anyone to
download and use anywhere they can to stimulate thinking and action. We are
committed to the action of scaling across, the sharing of ideas for people to take
and shape in a way that works for their community.

In 2013 Paradigm and partners re-ignited the philosophy of Ordinary Lives. The
learning and action detailed here is just the start. Network members were open and
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honest and recognised that however challenging times are, ordinary lives are a right
not a gift. For people to experience the joy of ordinary organisations and the
systems within and around them MUST fundamentally change.

The network created a space to connect, to drive action through shared learning
and a passion to re-connect, as John O'Brien has said, with the soul of our work, o
reconnect heart and mind.

Together we are stronger.

< Paradigm '

Remember.........

Small actions

Big
= — Change!

Lots of people
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INGREDIENTS Craradigm
FOR GOOD
SUPPORT

LEADING TO AN ORDINARY LIFE

What needs X People having no involvement in choosing the people who support
to change? fhem , o o
X Support being offered when it suits the organisation rather than the

person
People seeing personal budgets as a new ‘system’ rather than an
opportunity for people and families to be liberated and truly self
direct

People not recognising the sense of loss faced by people when
support workers they like suddenly leave

Seeing employment as an impossibility or only for ‘the few’
Inflexible and constraining rules and regulations

A focus on disability rather than ability and potential

Insufficient focus on the uniqueness of every individual

XXXX X

Getting it

Fun and spontaneity are encouraged

<<

righi means People supported to value all the resources available to them;

friends, family, community and money e.g. personal budget

Paid support not dominating a person’s life.

Ensuring fraining includes the connections between heart and mind

Looking to the local community, with community knowledge, for

support workers

v Theright to say ‘no’ to particular support workers

v'Involving families alongside the person supported in the whole
recruitment process

v' Ensuring the supporters chosen are consistent and unknown
supporters do not appear in a persons life, unless agreed

ASRNEN

Network stories of action:

1.

One organisation asks interviewees to make scrambled eggs with a person with learning
disabilities. This idea is a way to look at how the interviewee supports, the connection
between the two people and what indeed happens at the end when the food is made.
A network member who receives support said her support was OK. But realized she
wanted more than OK! She went back and said she wanted to make some changes in
her life. She says ‘my life will be more than OK.’

One organisation has a two-stage interview process. An inifial interview with the
organisation. The second interview is with people looking for a supporter. Families and
friends are encouraged to be involved. ONLY when a person and their family choose
them do they have a job offer.

The essential skills of good support are not always found in qualifications. One
organisation supported people to describe the support and type of person they wanted
to support them. A community space was hired, the information displayed. Many people
were interested but thought they didn’t have the necessary skills. In conversation it was
clear they had. Some gems of people, who may not have considered support work
were employed.
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MY LOVE LlFE’ Craradigm
MY RELATIONSHIPS

| LEADING TO AN ORDINARY LIFE

Loneliness and isolation being the experience of many people
supported

Paid support dominating a person’s life leaving little room for natural
relationships

People living with people they haven't chosen to live with
Organisational policies which prevent partners staying over when a
person lives in a shared house

People’s sexuality, their desire for love and affection being ignored
or discouraged

Professional boundaries which look fo prevent the emergence of
friendship

Parents with learning disabilities not receiving truly personal support
to love and care for their children

What needs
to change?

X X X XX X X

Getting it v' Valuing each and every person as a uniqgue human being with the
right means desire to belong, to give and receive love and affection
Ensuring supporters are comfortable discussing sexuality
v Offer one to one and peer opportunities to discuss love and
relationships
v' Ensure a clear policy is in place that isn’f risk heavy but relationship
positive
v Not accepting loneliness and supporting a person to connect with
friends and community
v" Developing a relationship map fo explore people who are in a
persons life now and in the past and supporting connection where
desired
v Changing from an ‘I can’t culture to | can!’

Network stories of action:

1. One organisation supported a person to phone about a dating agency and to sign up.
Support was flexible to support the person to meet people.

2. To encourage peer support and the chance to connect with potential new friends one
organisation facilitated ‘Power in our hands’ parties. Why make it a workshop when it
can be a party2 Some ideas for shared support are also evolving.

3. The development of a Community Flat welcoming all members of the community has
given people a place to connect with friends and make new friends. People are lonely
and somewhere to connect with others is essential.

4. By focusing on people’s interests and agency encouraged people with similar interests
to connect and link with community opportunities to pursue their passions. New
friendships are developing and new possibilities arising.
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ENGAGING Creracigm
FAMILIES

LEADING TO AN ORDINARY LIFE

People seeing ‘person centred’ as not involving families

Families being seen as challenging and difficult

Over reliance on paid support and the love and support a family
can offer not being valued or included in a person’s life

Agencies inviting families fo engage when it suits them e.g. service
reviews but having little engagement otherwise

The wishes of family members overruling those of the person
supported

What needs
to change?

X X XXX

Getting it v Engaging with families from the start.
right means v' Ensuring all staff have value families and have the skills to mediate
when people supported, families and others have different views

Remembering that person centred does not mean families excluded

Agreeing with the person supported, what and how they want

information shared with their family

v Actively supporting people to connect with family members as and
when they want to

AN

Network stories of action:

1. A mother explained that following her first ordinary life workshop she went home
thinking about how she supports her daughter. The full story is on the Paradigm website
but af the end of the story the mother said “I have learnt to listen fo my daughter and
to back off at times. Her life, her way.”

2. One organisation improved and expanded the Quality Groups. These family lead
quality groups are now expanding. There are times when family views differ from the
view of peer reviewers and others but ‘we know that working together we can talk,
respect views and agree ways forward.’

3. A grandmother is working to ensure good support for her grandson. He lives bungalow
on his own and whilst he needs support the family are keen to look at a range of
possibilities. An agency they trust is working with them to look at the possibility of a
support fenant and flat mate. "NEW thinking, new path...lots of research BUT excifing!

4. Some people supported by one agency expressed the desire to have their families
more involved in what was going on in their lives. As a result ‘Link-ups’ are now offered
once a month at a to suit the person and their family. Stories and news are shared,
successes celebrated and new ideas and possibilities developed.

Paradigm 2013 11



THE POWER Garodigm

OF COMMUNITY ‘hﬁ

.

LEADING TO AN ORDINARY LIFE

What needs
to change?

XX X X X X

The belief, expressed by some people, that ‘community’ is a
dangerous place

The desire to ‘police check’ everyone that comes info the life of a
person with learning disabilities

People looking through the lens of service land rather than
community

The belief held by many that people with disabilities have litfle to
offer those around them

Support arranged in a way that restricts support staff to a building
Shift patterns that limit people engaging in community opportunities

Getting it
right means

Getting fo know people to spot their passions and seeking
opportunities to follow them

Ensuring staff focus on community opportunities rather than system
services

Linking with local people and welcoming them as friends/volunteers
Ensuring paid support doesn’'t get in the way of natural relationships
with members of the community occurring

Ensuring support is flexible to encourage spontaneity to make the
most of opportunities discovered

Having a positive approach to risk

Network stories of action:

1. ‘I'am now part of a Choir. Over the past few weeks we have had a performance. We
had a ten-week workshop in Worthing. We were trained in how fo use our voices, have
fun and work together. My stammer wasn’t a problem. | think choirs and
performances, music is very important to be and others.’

Now, during induction, all support workers are expected to spend time with the person

they support discovering their interests and passions and exploring the community to
seek opportunities to share and develop their interests.

A couple of agencies, in the same geographical area, are linking to share community

information, knowledge of local people and opportunities for friendships and
community connections.

Paradigm 2013
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( Paradigm

MY DECISIONS Jht

. LEADING TO AN ORDINARY LIFE |

What needs
to change?

Professionals making decisions for you

Low expectations and belief in people’s ability

The idea that someone with a learning disability is better off if they
are always ‘protected’ from making mistakes

Families being seen as over-protective and excluded

Support staff feeling they have to risk assess everything

Excessive red tape

The Mental Capacity Act and Supported Decision Making processes
being poorly implemented

XXXX XXX

Getting it

Giving people a chance to try as much as possible

AN

right means Working together, families, people and paid supporters, to truly

ensure decisions are made in a persons best interest and in a way
that least restricts the great roller coaster ride that is an ordinary life
Re-thinking how people are fruly supporfed to make decisions
Knowing that people are the EXPERTS in their own life

Thinking of decisions in the context of ordinary lives, not sanitised lives

AN NN

Network stories of action:

1.

A man was recently referred to us who apparently ‘lacked capacity’ but he clearly
communicated his interests to us. We have supported him fo design his life, the day-to-
day ‘stuff’ and the things he really enjoys. This includes him offering his time and skills by
helping fo maintain a community-canoeing cenftre. In return he gets time on the boafs!
One person was with a commissioner and seeking extra support hours for someone at
particular times of the week. The man concerned also wanted a pajama day without
support. The commissioner questioned how we could argue for more support and then
suggest a day alone! The man does now have a PJ day and he tells us clearly ‘I want
fablet support, otherwise leave me alone!’ He knows he can ask for support if he needs
it otherwise, the supporters back off. He really values this.

A community group facilitated a three-day event where they supported people to
write songs, perform, record and mix them. One young man from Wales made it clear
that he would love to be involved, but couldn’t come because of cost. What did we
do? Joe we offered him a bed aft his place. Practical, a blow up bed, real sharing and
all had a great time. A sensible, ordinary solutions and rules didn't get in the way. The
joy of personal budgets. Would this have happened in a service?

Before the summer we noticed people saying, “I can't do that can [2” NOW we are
encouraging people to say “I want to do this, how can you help?”

In one region concern was expressed about the apparent increase in appointees as a
result of Best Interest meetings in relation money. The Network as looking af this further
and Paradigm are joining a European wide project fo review Support Decision Making.
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POLICIES AND Garadigm
PROCEDURES
TO LIBERATE

LEADING TO AN ORDINARY LIFE

What needs
to change?

Approaches to risk denying people the ride of an ordinary life
Professional boundaries restricting the essence of relationships
Tokenistic recruitment procedures e.g. a couple of people
supported on Head Office interviews being seen as full involvement
Rotas noft flexible wishes and need defining when support is
available

Staff induction based on the minimum health & safety, manual
handling

X X XXX

Geﬂing it v Agreeing a few core policies and procedures for all and then
right means developing the appropriate policies and procedures (P & P) for
each person
v Working with people, families, supporters and management to
review, re-draft or discard the organisations P & Ps fo ensure
ordinary life
v' Ensure support systems are in place for people to maximise the
benefits of a personal budget

Network stories of action:

1. One organisation realised the craziness of writing so much about the people they
support. Daily records, communication logs, etc which meant nothing to the person
whose life it was. So a commitment was made to only write what really needs to be
written and to find other ways of involving people in recording important information
about their lives. So now, a photographic record is created with the person each day,
not in an onerous way, but in a way that recognises how each person wants to
engage. People are enjoying creating and being in control of what is recorded and
when a CQC inspector came to visit, guess what, they loved it!

2. A social worker had fold an organisation that a man supported and a worker who had
left the organisation should not be supported to stay in touch. A Friendship Policy
developed in the Northwest was shared and now thanks to the determination of the
man, the supporter and the agency, friendships that sometimes grow out of paid
relationships are nurtured.

3. A commissioner taking back the thinking and detail of an Ordinary Life and meeting
with her feam to discuss what a good life really looks like and how there review process
can value this and encourage providers to aspire to this
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THE ENGINE Caradigm

OF POSITIVE
ChARE FIT}
LEADING TO AN ORDINARY LIFE

What needs X Reactive risk averse management
to change? X Person cenfred planning being systematic rather than personal
X Increasing amounts of red tape far removed from the person
supported
X Person centred plans and tools be ticked off in name but not in
value
X Support staff feeling unsupported and de valued
Getting it v Developing a culture where people ask questions and openness
right means and honesty from all is encouraged
v' Saying thank you
v Making time to celebrate
v Reducing paperwork about a person to a minimum. What is the

purpose? Do | know what you are writing about me?

v/ Being courageous. Leaders challenging some of the absurd
decisions and rules applied by the system.

v' Testing every decision by ‘How much closer, or further away does
this decision take us to inclusion and ordinary lives for all2

v' Organisations joining together to share the good stuff and standing
up together against the stuff that gets in the way

Network stories of action:

1.

We now have people supported and managers meeting tfogether. We also facilitate
some parallel peer space. There is a real buzz and energy with some socialising time
around the meetings. This will be the way we always meet in the future. Nothing about
us without us!

We organised an ‘Ordinary Lives, Your Day, Your Say’ event. We had 69 people, staff
and families atfend. From that we formed a task group and we have a work plan that
resulted from the day. We clarified what good support is and what gets in the way. The
top of the list about what gets in the way was communication so we are
communicating!

The Partnership Board was fruly disconnected from Ordinary Lives, the stuff that really
mattered to people. Working with People First we have been working people to get
the stuff that maftters to them onto the agenda, to dare to raise real issues.

We wanted fo find a way of ensuring support was available when people wanted and
needed. We adopted a systems model approach (Vanguard) to re-think our systems
and to ensure we can respond in a flexible way to the people we support. Itis
happening!

An organisation has decided not to tender, for their existing contract, in one authority
as the block tendering approach worked against all that the organisation has
committed to the people and family it supports. A courageous decision valued by all.
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Paradigm

connecting people, ideas and action

A BIG THANK YOU

* To all of the Ensuring an Ordinary Life for All Network
members for sharing your hearts, minds and hands

* The incredible Network facilitators

* The Network sponsors (see below) AND

* David Towell for your inspiration

.

Together We
Are Stronger

" Together we are stronger!

choicesupport

make life more inforesting

O | | ’
vintegrate Y

United Response

making it happen

TImagine, Act ¢ Succeed
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