°
0o UK
PBS

Alliance

Achieving an Ordinary Life

Professor Edwin Jones

Swansea Bay University Health Board
Bwrdd lechyd Prifysgol Bae Abertawe

University of

South Wales

restraint reduction I j'_l ifysgol
network lln- e LWiminu




The United Nations Convention on
the Rights of Persons with
Disabilities

Article 19,

obliges states to develop community living to replace
Institutional care through a process of

‘progressive realisation’.

the provision of

“a range of in-home, residential and other community
Support services, including personal assistance necessary
to support living and inclusion in the community, and to
prevent isolation or segregation from the community.”

(UN CRPD 2006 (8))
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“ Institution

...any place in which people who have been labelled as
having an intellectual disability are isolated, segregated
and/or congregated.

...any place where people do not have, or are not allowed tc
exercise, control over their lives and their day-to-day
decisions.

An institution is not defined merely by its size.”



An Ordinary life Kings Fund 1980

People with intellectual disabilities

We want to see people with leaming disabilities ‘in the
mainstream of life, living in ordinary houses and
ordinary sireets, with the same range  of choices as
any cifizen, and mixing as equals with the other
members ....of their own community'

(An Ordinary Life, 1988)




NIMROD- Wales , Andover- England,
Ordinary community houses +++ Active Support (PBS)§

15t Pilot Projects
1980-1982

Small scale- 6 people -higher staff ratio
Very positive results

Much higher levels of staff contact and assistance
Much greater participation in domestic, leisure, & social
activities

Continued skill development over time

Better outcomes for more severely disabled people

Proved all people could live in the community!!



1983

Right to
» A normal pattern of life In the community
» To be treated as an individual

» Additional help from community &
professionals

People with
Challenging Behaviour
1991-

An Ordinary life too?
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Key Accommodation Trends People

with Intellectual Disabilities Wales
1990-2018
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1990 1994 1998 2000 2005 2010 2015 2018
—FAMILY ==0OWN HOME —RESIDENTIAL CARE

ALL AGES SOURCE WELSH GOVERNMENT STATISTICS
https://statswales.gov.wales/Catalogue/Health-and-Social-Care/Social-Services/Disability-Registers/personswithlearningdisabilities-by-localauthority-service-agerange



https://statswales.gov.wales/Catalogue/Health-and-Social-Care/Social-Services/Disability-Registers/personswithlearningdisabilities-by-localauthority-service-agerange

Where People with Intellectual
Disabilities live in Wales

1990 2018/19

765 = FAMILY 198 1206 = FAMILY
94 _
= OWN HOME = OWN HOME
= SUPPORTED \ = SUPPORTED
LIVING LIVING
= LOCAL = LOCAL
( AUTHORITY AUTHORITY
584 = HEALTH = HEALTH
181 1424
= RESIDENTIAL = RESIDENTIAL
586 CARE CARE

ALL AGES SOURCE WELSH GOVERNMENT STATISTICS
https://gov.wales/sites/default/files/publications/2019-06/statement-on-policy-practice-for-adults-with-a-learning-disability.pdf

https://statswales.gov.wales/Catalogue/Health-and-Social-Care/Social-Services/Disability-Registers/personswithlearningdisabilities-by-localauthority-service-agerange



https://gov.wales/sites/default/files/publications/2019-06/statement-on-policy-practice-for-adults-with-a-learning-disability.pdf
https://statswales.gov.wales/Catalogue/Health-and-Social-Care/Social-Services/Disability-Registers/personswithlearningdisabilities-by-localauthority-service-agerange

Key Problem

The pilot projects only had a partial influence
on national policy in UK

Small Ordinary House was more widely
adopted-v’

‘Active Support’x was not!

It had to be reintroduced almost 20 years
later



What Does ‘Own Home’ look like?
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Varying levels of staff support
!l depending on individual need e.g.

g 1 houraday
| 1 staff : 4 people

/ %1 staff : 2/3 people
=7 X

W alamy.com - ATFOP2

1A A
+1 staff: 1 person

‘Ordinary Domestic’ Design &
Equipment

Located in the person’s community
close to amenities and facilities

Person centered
So none of

them look
the same!

B alamy stock photo




Why ordinary living is best

Small scale community based services achieve
better quality on a range of outcomes than larger,
institutional ones:

Participation in daily life

Maintaining relationships with famlly
Choice kgt R
Personal development
Social inclusion
Person centered
Accessing community facilities & activities

(e.g. Emerson and Hatton, 1996; Felce, 2000; Mansell and
Beadle-Brown, 2010; Chowdhury and Benson, 2011, Siska

2014 etc ++).
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19 years in an institution

| shared a
bedroom and
a bathroom
with lots of
other people.
It didn't feel

like mine.

When | was 10
years old | lived
in a children's
home.

| wasn't
allowed
pets.

| couldn't go
outside when |
wanted.

...

When | was 17,
| was moved
to a locked
ward in St
Margaret's
Hospital.

When | was
21,1
was moved
toa
bungalow
on the St
Margaret's

site.

When | was 22, |
was moved back to St

Margaret's and lived

on a locked ward.
(.|
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When | was 23,
| was moved to
a different
locked ward.
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.
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| couldn't go to
bed when |
wanted.

| didn't
choose what | ate
at mealtimes, or
when | ate.

-
-
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Now | live in my
own home. | have a
key. | go outside
when | want.
| have a cat. |
choose when to
eat and when to
sleep.

An ordinary
life
Jenny’s story

https://www.changingourlives.orq
/blog/iennys-ordinary-life-book



https://www.changingourlives.org/blog/jennys-ordinary-life-book
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Supported Living in the UK
Closer to home

Local Health & Local Government
‘Commissioners’
Assess needs- Provide £ for care and support

Housing provider
Small house
Adaptations
Maintenance

Repair

Support prowder
Values 3
Stalff

Practice Ieadershlp



Key lessons
Ordinary small home +

= best quality
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Thanks very much e

eFlynn S., Totsika, V., Hastings, RP, Hood, K., Toogood, S., & Felce, D. (2019).Effectiveness of Active
Support for adults with intellectual disability in residential settings: Systematic review and meta-analysis.
Journal of Applied Research in Intellectual Disabilities

e@Toogood, S., Totsika, V., Jones, E., Lowe, K., (2016) Active Support in N.N. Singh (Ed.) Handbook of

Evidence-Based Practices in Intellectual and Developmental Disabilities Springer USA

eBeadle Brown, J. et al., (2016) Quality of life and quality of support for people with severe intellectual
disabilities and complex needs, Journal of Applied Research in Intellectual Disabilities 29 p 409-421

eJones. E., et al.,(2013) Active Support as a Primary Prevention Strategy for Challenging Behaviour
International Journal of Positive Behavioural Support, Vol 3,1 pp16- 30 BILD Publications

eJones, E. (2013) Back To The Future: Developing Competent Services For People With Intellectual
Disabilities And Challenging Behaviour, Advances in Mental Health and Intellectual Disabilities Vol. 7: 1 pp. 5 -
eJones, E., et al.,(1999) Opportunity and the promotion of activity among adults with

severe intellectual disability living in community residences: the impact of training staff

in active support. Journal of Intellectual Disability Research, 43:3, 164-178

© BILD 2019 16



