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Abstract:

The November 2004 edition of CruCial Times ran a series of articles exploring the issues of
congregation and segregation. This article is a compilation of 3 articles which explore the
history of and mistaken belief that segregation is in the best interest of the person with
disability. Two people speak frankly of their lives while living in segregated and institutional
facilities. This is an excellent opportunity to consider the argument from the other side of the
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Congregation § Segregation

- Why it just doesn't make sense!

The November 2004 edition of CruCial Times ran 4 sevies of articles
exploving the issues of congregation and segregation. Following is a
Sélection of some of the contained in that edition exploring the reasons
why congregation and ségregation is not the answer for our most
vednerable citizens.

Editorial: Congregation - The Wrong Answer to the Wrong
Ruestion - Jane Sherwin

This edition of CRUcial Times is dedicated to exploring two of the dominant
responses to people who are devalued in our society: congregation and
segregation. It seeks to understand the issues underlying congregation and to
understand the impacts of these responses on people who are vulnerable.

This edition is less concermned about arrangements where people with
disabilities choose to spend time with each other because of friendships over
many years or when people join together for lobbying and activism. It is also
acknowledged that in rejecting congregation there have been unintended
negative conseqguences, such as the abandonment of people in community,
and the destruction of deep relationships between people with disabilities
who have been separated against their will. In itself, congregation is not
inherently negative. Congregation has many positive attributes and can be a
sign of people coming together to celebrate, to share ideas or to provide
mutual supports.

Instead we are keen to explore those models that combine both
congregation and segregation. Under these models people who have
nothing in common, other than a disakility, are grouped together and kept
apart from broader community. While traditional congregated models are
slowly disappearing, new forms of congregation are emerging. Sometimes
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these are hidden beneath seductive new language and new practices, such
as group homes, share housing, ciuster housing, ‘innovative’ housing, day
centres, respite services, sheltered workshops, intentional community, vilages
and special schools. The congregation may be less overwhelming (four
people instead of four hundred), and the segregation may be less obvious
(behind the door instead of behind the gate), however there is still a profound
impact on people who are already marginalised.

In the lives of people with disability, congregation is the wrong answer to the
wrong question. Wrong questions include: What is the most economical way
to support people with disabilities? How can people be with their ‘own kind'?
and What will be the safest environment for people with disabilities? These
questions all contain faulty foundations. These questions are the wrong
questions because they have a starting point of seeing people with disabilifies
as not only an amorphous mass, but also as 'not like other human beings'.
There is also a sense of the bizarre here: we would not assume that it is either
cheaper or more desirable to support all blonde people together. We would
not assume that all blonde people like each other. We would not assume that
the safest environment for young dependent blondes would be in the hands
of paid strangers. Yet these are some of the assumptions underpinning
responses to people with disabilities.

Congregated models can be very damaging not only to the people being
served, but also to the paid staff who seek to serve them. If people with
disabilities are served together in a group, then it is much more difficult to
meet individual needs or individual routines. Staff are placed in a position of
having to use group management techniques. As a result people are likely to
all do the same things at the same time or to wait while others have their
needs attended to; thus workers are forced to cater fo the lowest common
denominator. Related to this is that both the individual and the staff are
unlikely to be challenged and to grow. Environments that require higher levels
of control because of the number of people in the group, rather than using
developmental and nurturing strategies, are more likely to be life-sapping
than life-giving. It is also much more difficult for individual identities o flourish.
Instead, group needs and preferences, or those people with the highest
needs, or even service management requirements, take precedence.
Services might hope to use individudlised planning mechanisms, buf
experience enormous difficulties implementing them because resources are
more likely to be tied to the group.

The impact of congregation combined with segregation takes people out of
ordinary life and places them in service-land. As a conseguence, people are
less likely to experience the ordinary things in life.

Congregated settings are more likely to give rise to harmful power dynamics.
It becomes easier not to respect an individual’s humanity, dignity and worth,
and the group selting can normalise or hide dangerous practices.
Consequently, people served in groups are more likely to experience abuse ~
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physical, sexual, emotional or psychological — particularly when they are
already vulnerable, unable to defend themselves, unable o communicate
and less likely to be believed. Furthermore, the nature of congregated
settings can act to deter the regular presence of family and friends, who may
act as important safeguards in the lives of vulnerable people.

Ordinary citizens, when witnessing a group of people with disabilities living
together or going out in a group, are more likely to have stereotypes
triggered in their mind, and to freat people accordingly. So the beliefs that
people belong with their own kind, are dependent, are eternal children, are
menaces, and are burdens are confiimed, and people wil respond
accordingly. When people who have different impairments are grouped
together, then the ordinary citizen also makes assumptions that they all have
the same impairment. Individual strengths and gifts are overlooked in the
presence of the obvious group characteristics. Those who put the people in
groups are teaching ordinary citizens the wrong things about people with
disabilities and where they belong.

So if these wrong questions, based on wrong assumptions, lead to the wrong
answers, then what might the right questions look like? Far better questions
are ones that allow person-by-person responses: Who is this persong What are
their interests, gifts, talents, needs2 Who or what is important to them? What
are their vulnerabilities¢ How would ordinary citizens have their needs mete

These questions lead to better answers. People who live by themselves or with
ordinary flatmates report that they are at last able to have meals cooked fo
their own liking, to have the decorations of the entire flat to their own taste, to
be able to invite people over without having to negofiate with other
dependent people. People report that their work or leisure pursuits are much
more related fo their own interests. People report that they have higher levels
of control in their own life, and higher levels of activities. Like other humans, a
person with a disability does better in an environment that has relevance to
who they are as a person and that is an expression of him or herself, and his or
her interests and fastes.

These questions are more difficult: they take creativity, time, energy,
responsiveness, flexibility and ongoing commitment. Likewise the answers are
not simple and siraightforward. There is no single recipe: each answer is a
creative response to the individual and their needs and resources.

We can acknowledge that isolation for people who live by themselves is a
problem. We can also acknowledge that there is insufficient state funding to
support all pecple equally. However, it does not follow that congregation is
the solution to these issues. The costs are too great.

There is broad agreement that the institutions of the past were clearly flawed
models through which to serve people with disabilities. Congregation and
segregation were at the core of these models. It is of grave concern that

This article is made available by the Institute for Family Advocacy & Leadership Development
and cannot be used except for the sole purposes of research and study
File Number: 11121

Page3of 12



'm
ADVOCAELCY ]

these solutions have been shown to have serious limitations, yet are promoted
to individuals and families. These arguments are not just ideclogy; this is real
life and challenges us to think about the worth of individuals with disabilities,
and what sort of communities we are trying to create. This edition of CRUcial
Times is offered so that there is @ more conscious critique of a model that is
insidiously present in Queensland, and that is offered as the ideal rather than
the poor cousin that it is.

views from within: A Reflection on nstitutionalisation -
Nigel webb

The issues of congregated and segregated living are highly relevant to me: |
have spent fiffteen years of my youth in a variety of institutional settings and
the last fiffeen years of my adult life living within my community. These
experiences leave me very clear about what constitutes areal life. | want my
life to be rich with experiences. Being isolated, congregated and segregated
did not aofford me ordinary experiences like being loved, making a
meaningful contiibution to my community, working and seeing different
places; | missed out on many things that help a person grow.

Many families face difficult decisions in providing the best possible care for
sons and daughters with disabilities, as well as trying to meet the needs of
their other children or siblings. My family's decision to send me to an institution
was based on my need to be educated and to have access fo therapy
services. This meant | was separated from my family for the school year. In
turn, it limited my ability to contribute to both my family and my community.

Often when we think of institutions we think of large buildings, built on the
edge of town, filled with hundreds of residents. We assume that the absence
of these monoliths means an absence of institutionalised practices. Yet many
of our current support models, including group homes, innovative housing,
and the Alternative Living Service (ALS) are simply smaller institutional systems.
It is not so much the dwelling type but the systems we choose to use within
them which can inhibit the residents’ lifestyle opportunities.

Regardless of their size, institution-like setfings are lonely places. The physical
design can be clinical and sterile in nature. The workers are often unfamiiliar to
the residents and are often seen as rented strangers by the residents or
tenants. There is litile private or personal space. The environment in these
instances is simply not welcoming and conducive fo socidl interaction and
meaningful relationships with people of our choosing.

Many institutional settings are not located well in relationship fo other
community facilities and services. This means it can be harder to pop out for o
loaf of bread or to meet people down the street. These services tend to
dominate people's lives. They can act as a one-stop shop encompassing
most or all life domains. Institutions are extremely regimented by
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designh and will often meet industrial requirements before meeting the needs
of the people they claim to serve. it is therefore not surprising that people in
these circumstances might begin 1o exhibit so-called ‘challenging
behaviours’.

As individuals, we like to believe that we have a certain amount of autonomy
to decide the functions, activities and stimulus that occur in our lives from day
to day. People who are congregated and segregated are often withdrawn
from such liberty and instead receive case managers and programs. The
types or even the quantity of activities offered may be shaped not by a
person’s preferences, but by how rosters are developed and implemented.
Every detail of activity is documented, scheduled and prescribed, usually by
other decision-makers.

Congregated and segregated settings also deny people opportunities for
social interactions. In the institufion, | was not allowed away from the premises
unless | was in the company of an adult, nor was | able to bring friends to the
premises. Other than school holidays we had three outings a year to various
tourist destinations. By contrast | now have the independence to decide with
whom | interact, how often and for what purpose. This is what | call autonomy.

Another common experience in insfitutional settings is long periods of time of
inactivity, or fime wasting. The routines are so focused on meeting functional
needs such as eating, toileting, or showering, that little attention is paid to
developmental needs like having fun, learing or developing social skills, The
contrast for me now in the community is that | am constantly finding new
ways to have fun, readily learn through education and employment
opportunities, and socially | am able to do the same as my peers

My experiences in instifutionalised settings have led to my fundamental belief
that everybody has the right to participate within his or her communities,
including both social and economic participation. Where we live, how we
live, and with whom we live are individual choices. We survive with a disability
or disadvantage; these should not be the predominant drivers that determine
a decent life.

Getting Off the Blg white Bus:
Re-tmagining Congregation - Cameron Cutts

| love congregated living. | enjoy sharing life with a group of people who are
very different from me. | like that there is often someone around for me to talk
to when | get home. | like that the work of the house is shared between all of
us and | like that we can just hang out together. You will notice that | have not
mentioned anything about big white busses or navy blue tracksuits that seem
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to be the norm for most people with an intellectual disability who have
experiences of congregated living. The difference between where | live and
where most people with an intellectual disability live is that it is our
relationships that bind us fogether. | live with four other people in an
intentional faith community. We are a diverse mob with a whole spectrum of
faith traditions, ages, sexes, political views, sexualities, abilities and disabilities.
There is not a navy blue track suit between us. What we do have in common
is a desire to be a sign in the world that people who are very different can
live, work, pray, grieve and celebrate together in relationships of mutuality.
Two of the men | live with have an intellectual disability and each of them
desires and needs different levels of support and accompaniment in daily life.
Sharing life with these two men is what brings us all together. Our household is
a place of welcome for a lot of people but partficularly people with an
intellectual disability. We understand that it is often people with an intellectual
disability who have no place to just be and not be receiving a service.

The issue for many people with an intellectual disability is not just about
congregation but about segregation and isolation from society. We have
moved from a big white bus to lots of litHhe white vans. Care has been
professionalised and corporatised and removed from the sphere of freely-
given relationships outside of family structures. The identity given to many
people with intellectual disability is now that of consumer.

A lot of what people talk about as congregated living is more about
segregation and isolation. It is not simply the number of people that makes
congregational care such an issue but the societal atfifude that people with
an intellectual disability are people who must have something done for/to
them. For many people with an intellectual disabilty who are living
independently in the community, life does not actually look much different. It
is often still highly segregated and isolated. | have seen many people
chained and enslaved at the altar of independence. Folkk live sad isolated
lives in Department of Housing bed-sits, having only drop-in support; paid staff
being the only human contact. Yet, often the support is merely functional and
not particularly meaningful. Why then do we assume that the alternative fo
the big white bus is being abandoned in the community and to call this
independent living?

The origins of the value that the western world places on independence lies in
the enlightenment movement of the eighteenth century. Before this period,
people were part of and accountable to, a complex web of relationships.
There was no concept of ‘self’ outside of one’s relationships and culture, It
was from this sense of belonging to one’s community that a person’s identity
flowed. People saw themselves as their community. The enlightenment
movement gave birth to the notion of the ‘self': as one was freed from these
constraints, people saw themselves as separate from others, and both
independence and individuality became the ideal.

This article is made available by the Institute for Family Advocacy & Leadership Development
and cannot be used except for the sole purposes of research and study
File Number: 11121

Page 6 of 12



ADVOLCATLCY )

However this ideal is highly problematic for many people. | live with a man
who will never be independent. He is a man living with significant physical
and intellectual disabilities, A model that provides real dignity for Jason is @
model of interdependence rather than independence. By living in a group
we are able to attend to the various aspects of Jaseon’s care but we are also
able to receive the gift of who Jason redlly is, and together with his family and
fiends we are able to really explore the possibilities for Jason’s life that would
never be possible if it was just one of us with Jason. Jason, being the man that
he is, calls us to congregate around him and be imaginative about the
possibilities not only for his life, but for all of our lives with him. Jason is also an
integral part of a local Anglican Church community. This is an important
place in Jason’s life as it is a place where he is part of a congregation, not the
centre of it

An image that is used in Christian discourse for the congregation is that of the
people of God being the ‘Body of Chiist'. All members of the congregation
are called to incarnate the Christ in their daily living. At the communion table,
a new community is imagined, one where all people have a place, and no
one goes without. When Jason began attending this church he did not
parficipate in communion for a variety of reasons. This was a source of
discomfort though within the congregation. There was a sense that the sign of
communion was incomplete without Jason's participation.

In  embracing interdependence, rather than independence, the
congregation began fo transform itself. Physically, the old church was quite
inaccessible. There is now a variety of ramps and routines developed in order
to fully embrace Jason. When it came to communion it was clear that Jason
was hot going to be able take communion kneeling at the altar like the other
members of the congregation, as Jason cannot kneel. At Jason's first
communion, the entire congregation stood with Jason and received
communion at his side. Now each week a different member of the
congregation receives communion with Jason at his or her side. This is the
heart of mutuality and interdependence. It is only through such relationships, |
believe, that real change can happen for many people with an intellectual
disability.

The western ideal of complete independence does not serve any of us well.
All of us need to be needed, not in some token or co-dependent way, but in
a way that affirms us as contributing in a meaningful way to the quadlity of life
of others, no matter how independent we are. If we start speaking about
inferdependence then we can start imagining possibilities for and with
people with an infellectual disability that are not only valuing and affirming
but transforming as well.

Leadership to Counter Congregation - Bob Jackson
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In ancient Greece and Rome the punishment for the most serious of crimes
was often a choice: death or exile. In effect, the social death of exile was
deemed equivalent fo physical death. In our society, the worst punishment
meted out is 15 to 20 years of exile from society through our prison system. In
some cases we will also forcibly exile people with highly infectious diseases or
for ‘illegal’ immigration. In all of these cases there is an element of protecting
society as well as punishing the person through social exie. So how do we
reconcile the forced segregation of people with a disability in institutionse
What is the rationale for this incarceration without trial for the crime of having
an impairmente

There is a subtler issue at play in institutionalisation — congregation. It may be
possible to sustain an argument for short-term forced segregation for the
safety of an individual or the protection of society while measures are taken
to prepare the person and the society for their participation. However, as far
as | can see there is no argument for forced congregation outside of
administrative convenience. Arguments along the theme of 'they are
happier with their own kind' are so patently prejudicial that they do not
deserve serious rebuttal. It is as logical as rounding up all the members of the
chess club and forcing them together in an institution as they will be ‘happier
with their own kind’. Or perhaps rounding up the Jews ...

In looking at how we congregafe, we see that our congregations are
normally short-term. In fact our lives are a continually changing pattemn of
congregations around different issues and inferests. Spending too long in any
one grouping is likely to be viewed negatively over time.

So what is wrong with the forced congregations of institutions2 Just close your
eyes and think of the one thing about yourself that you would least like others
to know about you. It might be a well-concealed physical characteristic, o
vulnerability, or a past mistake. Now imagine that this is how you were known
to the world. Moreover, you were forced to live the rest of your life with others
sharing your exposed secret characteristic. This is the reality of the institution.
The grouping together around this negative characteristic amplifies it to the
world and ensures that it will be seen before your individudiity, strengths and
talents. You will become know by the characteristic rather than as 'Joe’ or
‘Helen'. As we alf copy each other, you will become more diike in behaviour,
enhancing the sameness. Expectations of others are likely to fall with a vicious
cycle of lowered opportunities, lowered skils and further lowered
expectations. And the staff ~ almost all of whom will have been drawn to the
work through compassion and good hearts — slowly will be absorbed into the
culture of sameness and lack of hope. The soul of staff is gradually sucked out
until reflection leads to a readlisation that apart from a rare and precious
contact at the human level, most of one's efforts have resulted in reduced
skills and further alienation of the people from the society. The road to hell is
indeed paved with good intentions.
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Voluntary congregation is a somewhat different issue. All of us are able to
choose our friends, associates, venues, activities and other aspects of life,
even though our choices may carry some real risks physically, emotionally or
in reputation. People with an impairment are in great risk of having their
reputation damaged by congregating with others similarly impaired, so we
would always look to avoiding such congregations where people are not
able to make an informed decision.

When people make an informed decision to congregate with others similarly
impaired that is of course their right as citizens, but the point cannot be
avoided that even short-term congregations are still harmful. It is often stated
that institutions provide a safe refuge. A reading of the regular abuse reports
from institutions should put paid to any such notion. We are not made safe by
having our lives controlled by systems and individuals with vested interests,
often at odds with individual welfare. We are made safe by being surrounded
by people who love us and will stand up for our welfare.

So the argument about institutions is not an idle academic one. Itis a call to
leadership. If the best that system planners and service designers can come
up with is a life without hope in an institution, they should stand aside for those
who can see a better way. We have decades of research showing that
forced congregation of people with an impairment does considerable harm
physically, emotionally, developmentally, and in reputation. What marvellous
new development is now discovered that will stop this damage occurring
and a positive result occurring? In searching the literature | can find no
evidence of such remarkable developments.

What | can find however are stories of people who are trying a different way
and succeeding. | read of stories of people labelled ‘untrainable’ who are
employed in redl jobs with a career path. | read of communities transformed
by the inclusion of people with very significant impairments. Individuals find
that slowing down, considering others, joining together and helping someone
traditionally rejected, profoundly changes how they view life and their
community. | see children growing up together in their local school with @
fundamentally different view about impairment to their parents and a social
awareness that speaks well for the future of the planet. | see people with
impairments living in the community sharing their life and interests with friends,
partners and associates.

The new way is not easy. We do not overcome millennia of rejection with a
new program or even in a single generation. However the choice is stark and
calls for a stand to be made. is it to be a return to a system based on
rejection and social elimination2 Or do we aspire to an ordinary life for allg It is
a time for leadership from individuals, families and all citizens, as well as those
in formal positions of power. There is a better way.
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Leaving Home...
Letting Go - Dlanne Hughes § Andrea Bearham

We work for a community organisation which has a vision oi 'local communities that are
safe and fair for everyone and in which all people are free to be themselves and to
achieve their goals’. There are many pecple and organisations who share this vision of
safety and fairness, but most families find that the redlity is still very different.

It is daunting and sometimes overwhelming for parents who have a son or daughter with a
disability to imagine their family member living away from them. After all, in most cases,
the parents have been the person’s primary carers for their whole life. It is understandable
that parents often think, ‘Who will be able to look after her like | do2’ Even for people who
have less significant support needs, sometimes their parents just cannot imagine that they
will be able to live independently. For example, we know a woman who would love to
move out of home, but is not able to as her parents are too worried about her safety, her
finances and her support. This woman has a part-time job and participates in a range of
social activities, yet still finds that she is unable to broach this topic with her parents,
without everyone involved becoming angry and upset.

We certainly do not presume to think that every young person who has a disability wants
to move out of home. On the other hand we do not presume that dll parents want their
son or daughter who has a disability to stay with them forever, On the conirary, we know
of parents of young children who have commenced planning now for this important
fransition fime,

However in our work with families, the phrases we most often hear are, *She will just always
live with us', or ‘There's no way he can move out: we'd have to win Lotto first!' Some
families confide that they hope their son or daughter will die before them so that they
don't have to think about ‘What will happen when I'm gone?’ Some families believe that
a group home would be the best solution for their family member; others believe that
somewhere that has 24 hour care is the only solution, Others search for ways that their son
or daughter can have a place of their own, For some families, even contemplating their
son or daughter moving out of home is just too difficult,

For most families, it is the overwhelming fear that has at fimes held them back from
exploring their options further. This relates to fears about not knowing how things could
work differently, and the limited choices available given the restraints of resources,
financial supports, energy levels and extended support networks. Families also express
their fear of letting go, not only of responsibility and of the person’s ongoing care; but also
of their own caring role. For many, the role of carer has become a major part of their
identity.

Families express a desire to make decisions in their own time and to explore the reasons
they are feeling anxious and fearful. They wish to be able to freely say upfront that they do
not know if or how the things they would like to see happen for their son or daughter
could be possible. Other families also feel they need the space to explore their feelings
about the expectations they hold for their son or daughter's akilities and levels of need
and the possibility of independent living.

Families are often concerned about being separated from their son ar daughter with a
disability and are daunted at the prospect of putting their frust in the hands of others.
There is anxiety about how to find and retain support workers that are going to be suitable
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carers for their son or daughter and that will have the same level of commitment to their
care that they, as parents, do,

Parents are concerned about personal safety for their son or daughter and the level of
choice that they might have about where they live and whom fhey live with. Some
families who want to maintain a certain level of direct involvement in their son or
daughter's care are concerned about the lack of appropriate housing in areas close to
their own homes. There is also concern about neighbour issues and whether their sons or
daughters would be accepted and be able to participate in the local community.

Although many families are aware of some of the different opfions and models available,
there are still some concerns about being able to pursue their ideas or goals if they do not
have access to housing or if they have not received a funding package. For some
families, their goals feel out of reach without the needed resources or supports in place to
allow some change to happen.

So what does this mean for those of us wanting to walk alongside and support families as
they grapple with these choices? Firstly, parents have shared with us the need 1o feel okay
about not giways getting it right: that they might make decisions and choices based on
the information that they have at the time, which they may later need to revisit and
change.

Secondly, families wish to be able to freely express their dreams and explore the
possibilities without being told that what they wish for is 'not possible' or 'unredlistic’. This
comes from people's past experiences of services that have been quite rigid and are not
individually focused., It also reflects the perceptions of some pecple within the wider
community about the value that is placed on people with disability and the lack of
understanding about what can be achieved.

Thirdly, families express a desire to continue to hear the stories of other families who are
facing or have faced similar issues and fo talk with them about what can and has been
achieved. For example, some people have experienced the ‘letting go' of the ongoing
caring role of their son or daughter and this has allowed them to spend fime together as a
family in different ways.

When we look at what families feel will make a difference to them when making these
choices, we realise the importance of providing a space in which people are freely able
to explore their fears and concerns. People who have disabilities and their families need
to be allowed the space and fime to explore their definitions of what constitutes ‘a good
life' and to having access to as much information as possible to assist them to make
informed choices about what they would like to see happen.

In exploring these themes, we know that we have only touched on some of the areas that
confribute towards decision-making for families. We look forward to continuing to work
with individuals and their families who are undertaking this journey and to be able to be
walk beside them as they explore opportunities, options and models that might work for
them. We also lock forward with hope to a communily where there are many more
options for people who live with disabilites — options that embrace and celebrate
diversity, respect individuals' choices, and offer safety and faimess for all.

* Sourced from CruCial Times lssue 31, MNovewber 2004 lssue 31. For further
details contact cru@cru.org.ou
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