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Relationships and social inclusion

Social inclusion speaks of the full and fair access to
community-based resources and activities, having
relationships with family, friends and acquaintances,
and having a sense of belonging to a group. It
represents more than the mere physical presence, but
the participation and engagement in the mainstream
society.

Cobigo, V., Ouellette-Kuntz, H., Lysaght, R., Martin, L.,(2012) p.76
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Relationships for people with severe intellectual
disability
People with severe and profound intellectual disability

* have small social networks comprising family and staff (Kennedy,
Horner, & Newton 1989; Robertson et al., 2001).

e have communication difficulties - communication is the “stuff “of
relationships (Duck,1988)

* rely on others to facilitate relationships

There is little evidence on how relationships develop between people
with severe intellectual disability and others with whom they may
interact, or what full participation n community life looks like .

La Trobe University 3



Model of positive relationships
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Johnson, Bigby, Douglas & lacono, 2012
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Study aims

* To translate a model of positive relationships into an
intervention framework to increase the capacity of
direct support staff to understand, develop and

facilitate social relationships with people with severe
intellectual disability.
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Study design

Mixed methods intervention study across 3 Day Centres

* Multiple baseline design

e Qualitative (interviews and field notes )

Research was funded through National Disability
Research and Development Grants

Ethics approval from La Trobe University and Scope
(NFP)
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Day service participants with a disability

* 5 male service users(SU) aged 24-52 years (M= 40.68)
* 3SU live in group homes and 2 SUin family home

* Short Adaptive Behaviour Scale indicated all had
severe/profound disabilities, with scores of 34-98
(M=72.01)

e Checklist of Communication Competence (Triple C)
e 4 FP advanced symbolic level (using under 50 symbols
to communicate).
e 1 FP intentional informal communicator
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Day service staff participants

18 staff members across three Day services:

DSA (4); DSB (6); DSC(8)

Gender: 6 (33%) male, 12(66%) female
Age : 13(62%) over 40 years

CALD background : 6 (33%)

>5 yrs experience in DS 5(27%)

Basic qualification in disability 16 (88%)
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Measurement/Assessment tool

Staff/SU interactions —social relationships

* Positive Engagement and Relationships (PEARmts)- based on active support (EMAC-R:
Mansell & Beadle Brown, 2005 )

» Service user engagement (social interaction and activity) 2
»  Staff contact; staff assistance 2

 Relationship processes 4

* Momentary Time Sampling —stop watch (60 observations per hour on the
minute).Between 9-11 am (once a week)/alternate 5 minute sample on each SU

Qualitative
* Shortinterviews pre and post training

* Field Notes — during observation sessions
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Intervention

2-4 sessions, small groups

See the Accept
person difference

e Complete and discuss

personal networks and
compare to SU’s network
e Discuss each process in
relation to SU and complete
4 practical activities
* Complete a commitment

sheet
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Results MBL: Relationship processes
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Relationship processes- Percentage data
Exceeding Median (PEM)

Day Service A Tim =28.571%
Guy=57.143% Minimally effective

Day service B Paul = 28.571%
Luke = 57.143% Minimally effective

Day service C Alan =100% Highly effective

(Ma, 2006; Manolov & Solonas, 2009;Scruggs & Mastropieri,1998)
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Types of relationship processes for Alan
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PEM scores for service user engagement in social interaction and
activity and staff assistance and contact, in day services.

| oA DB | Dsc

Service Users

Tim Guy Paul Luke Alan

PEM Eff*f PEM (%) Efff  PEM Eff* PEM (%) Eff* PEM Eff
(%) (%) (%)

STV AVEC g0 EIN 28.6 - 429 - 16.7 - 57.1 Min 100 High
interaction
Service user 14.3 - 57.1 Min 57.1 Min 429 - 33 -

activity

57.1 Min429 - 429 - 429 100 High

Other staff 286 - 714 Mod 28.6 42.9 - 100 High

contact
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Frequency of engagement and staff assistance pre
and post intervention

- Dayservices |

Total Pre- Post-
intervention Intervention

Social Interaction 2.4 2.3 3.5

Activity 10.82 11.1 10.3

Total percent engagement 13.22% 13.4 13.8

Staff assistance 4.6 4.6 6.4

Other contact 4.9 2.37 2.95

Total percent staff 9.5% 6.97 8.99

assistance or contact
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Frequency of engagement and staff assistance

across day se

Social Interaction
Activity

Staff assistance
Other contact

Total staff

assistance or
contact
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Total engagement 16.7%

rvices
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Qualitative results- Positive responses to training

“there is so many missed opportunities and unless you’re aware or reminded of
your own life, and relationships you have and then compared to someone you
support and especially with what we know about people with intellectual
disabilities” (20106).

| knew it before in the back of my head ... something that was really

brought forward through the training, it was like the special part of the
training was all about this, like relationships and communication and
developing that friendship and yeah ... the importance of doing that (10105).

Insights
“it’s sort of given me a bit of a kick to and hang out with him a lot more” (30104).

“opened my eyes to more the importance of being with the
person”(10105)
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Perceived barriers

* Lack of information -“as far as communication it is quite limited and there
hasn’t been any mention of it. I've read their profiles and yeah as far as
communication there’s not a lot listed” (10108)

 There were about 7 staff members at the day service. One was going to be
away for three weeks and another had a family emergency. There were two
electricians in the room as the gym equipment was not working. This
meant that all regular programs were not running. The electricians made a
considerable amount of bursts of noise. From 10.30 - 12.15 there were two
staff running programs. One staff member took 3 service users out for a
walk instead of using the equipment. The other staff person ran a cooking
program for 5 service users which was predominantly a one-on-one activity
cutting up vegetables and then cooked them in the microwave. The number
of service users varied from 6-10. For periods of time there were no staff
members in the room. (DSA:150713)
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Recognising individuality: interviews/field notes

Recognising “we can’t go ‘this is what SM chatted about who came to
individuality the program is’, and say we see him last night - asks different
all have to do the same family members names and

thing, you have to tweak it watched carefully for changes in
to each one” (10101) his facial
expression.(DSB:141113)

Know the “I’ve got quite comfortable Staff member comes in with an
individual , use with Luke and he hasn’t been empty wheelchair, sees Luke
positive that well, so I’ve sort of, I'm looking at her and greets him
nicknames, very aware of his changing warmly "Hi Luke, you've seen me;
recognises character, which is hi smiley" (DSB:221013)

individual good”(10108)

differences
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Sharing the moment

Having fun “so it’s that joking banter back
banter, jokes and forward, and teasing him
slapstick about what food do you want,

deliberately like pretend to
switch drinks.”(10105)

“I hang out with him a lot more
Hanging out and try and take him out more
and stuff, do a couple of days
where if | happen to buy lunch
or something he’ll come down
with me and go for a walk, little
things like that”(30104).

La Trobe University

Tim used the iPad to make
funny sound effects. The SM
turned around and said is that
you”? and both smiled. The
SM then turned around and
Imitated the sound of the iPad,
Tim grinned.(DSA :160913)
Staff member is joking around -
puts bongo drum on top of
Luke’s head and beats it - Luke
laughs. Both are just hanging out
together (DSB:151013)
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Connecting

Feeling safe,
building trust,
showing respect
and sense of
belonging

Staff adjust their
message to assist
the service user to
understand and
interact.

La Trobe University

“...1t’s not just pictorial
timetables at the start of day
this is what you are doing and
it’s the communication for the
whole day” (20104).

Staff member went over to
Tim and chatted to him about
what they were doing today.
Adjusted message using Key
Word Sign and connected
with warm tone of voice
(DSA:270813)




Sharing the Message

Taking “before they weren’t
responsibility to | talking but | was sort of
make encouraging them to talk

something - it is quite nice they have
happen done that and they just
sort of encourage Paul”
(10101)
SO T Ta[sRig 2B just happening now and it’s
message to good that the house has got
others on board and a staff
member is meeting with
the house -you need ...the
house so they can be on the
same page and be doing
the same things we are and
have the same resources to
use at their house. (20104).

La Trobe University

Staff member introduced
Tim to a casual staff
member and introduced
her to him and he offered
her his hand to shake
(DSA:270813)

Staff member plays the
news from Paul’s Bigmack
for the group - tells
everyone to be quiet and
listen. Plays it twice and
then assists the other
service users to ask him
question (DSB:241013).
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Discussion

Quantitative results demonstrate low interaction
rates- both pre and post - limited data around
interactions/relationships in day services

Measurement tool - observer effect/time of day

Qualitative results are more positive than
guantitative results

Sharing the moment - when banter is often a round
the person rather than with them (sets an
emotional environment)

Framework for moving relationships forward

.
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Discussion

Change takes time

“It is a slow process but it is moving in the
right direction and moving forward each
day” (20104).



Where to next ?

 Further research on relationships/interactions in day
services with modifications to the PEARmMts.

* Implement staff time to reflect on their practices and
relationships with service users, individually and
during staff meetings;

= Provide supervision, coaching and modelling by
practice leaders

= Link the training to an overarching practice framework;
such as In communication, and person centred active
support.

* Develop an online training Kit to support relationships
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Results- Key relationship processes ??? Might

not need this slide
Sharing the moment

“every time | walk in it’s always, | speak before, | can’t walk into the room and
not acknowledge him, now | make an effort go up to him and talk to him”
(10101).

“I hang out with him a lot more and try and take him out more and stuff, do a
couple of days where if | happen to buy lunch or something he’ll come
down with me and go for a walk, little things like that”(30104).

Connecting

“I’m with him a lot of the time, | just think he’s starting to feel a bit more
confident, happy maybe” (30104).

“if you do something like make a joke he’ll take maybe twenty seconds to
respond but he gets it afterwards”(10105).

La Trobe University 27



