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Abstract:

Communication is a reoccurring challenge when working with persons with
profound and multiple intellectual disabilities (PMID). Lack of meaningful
interaction with others can in some cases lead to social isolation and behavioural
problems in persons with PMID. The communicative challenges often arise due to
caregivers and other possible communication partners not having enough
knowledge of how to create meaningful interaction with this group of clients. The
speech and language pathologist Sheridan Forster developed a therapy model
called Hanging out program (HOP) to help professionals and others to improve
their interaction with persons with PMID, as well as to increase quality of life in
persons with PMID.

The aim of the present study was to investigate if any changes happen in the usage
of communicative acts in persons with PMID during a HOP therapy treatment.

An experimental study with a multiple single subject design was conducted. Three
participants were given twenty sessions of the HOP therapy treatment, during a
period of four weeks. The therapy sessions were video recorded and analysed.
Three communicative acts were chosen to be analysed during the therapy period;
eye gaze, orientation and vocals. The participants’ usage of these variables was
calculated and converted into a social engagement index score ranging between 0
and 100, where higher scores equalled higher social engagement. The scores were
then analysed qualitatively as well as visually with graphs.

Results showed that an increase in the communicative act eye gaze occurred in all
three participants. Orientation was the second most used communicative act. An
increase in the usage of this act occurred in two of the participants and no notable
change in one of the participants. Vocals was the least used communicative act
among all participants during the whole therapy session. One of the participants
had an increase in the communicative act vocals, whereas one had a decrease, and
another had no change. In conclusion, there occurred an increase in the usage of
the variables in most of the cases, however, the significance of the change could
not be tested statistically.
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communication, profound/severe and multiple intellectual disabilities
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Sammanfattning:

Kommunikation &r en d&terkommande utmaning i arbete med personer med grav
och multipel psykisk utvecklingsstorning (GMPU). Brist pd meningsfylld
interaktion med andra kan i vissa fall leda till social isolering eller utmanande
beteende hos personer med GMPU. De kommunikativa utmaningarna hérstammar
ofta fran att vardare eller andra eventuella kommunikationpartners inte har
kunskap om hur de ska skapa meningsfylld interaktion med denna klientgrupp.
Talterapeut Sheridan Forster utvecklade en terapimodell vid namnet Hanging out
program (HOP) for att hjédlpa vardare och nérstdende att forbéttra sin interaktion
med personer med GMPU och pa sé vis dven forbéttra dessa klienters livskvalitet.

Syftet med denna studie var att undersoka om det forekom forédndringar i
anviandningen av kommunikativa handlingar hos personer med GMPU under en
HOP-terapiperiod.

En experimentell studie med multipel singel-subjekt-design utférdes. Tre deltagare
fick tjugo sessioner av HOP-terapi under en period pé fyra veckor.
Terapisessionerna videofilmades och analyserades. Tre kommunikativa handlingar
valdes som variabler for analysen; 6gonkontakt, orientering och ljudande.
Deltagarnas anvindning av dessa variabler under terapiperioden kalkylerades och
konverterades till ett socialt engageringsindex-podng. Skalan for indexet var 0 till
100 podng, varav hogre virden motsvarade mera frekvent social engagering.
Podngen analyserades sedan kvalitativt samt visuellt med grafer.

Resultaten visade en 6kning 1 den kommunikativa handlingen 6gonkontakt hos alla
tre deltagare. Orientering var den andra mest anvinda kommunikativa handlingen.
Det skedde en 6kning 1 anvindningen av orientering hos tva deltagare och ingen
mérkbar fordndring hos en deltagare . Ljudande var den minst anvénda
kommunikativa handlingen hos alla deltagare. En deltagare hade en 6kning i
anvindningen av variabeln ljudande medan de tva resterande deltagarna hade en
minskning respektive ingen fordndring. Sammanfattningsvis skedde det en 6kning
1 anvdndningen av variablerna i de flesta fallen i denna studie, emellertid kunde
signifikansen av fordndringen inte testas statistiskt.

Nyckelord: grav/svar och multipel psykisk utvecklingsstérning, hanging out
program, intensiv interaktion, kommunikation, preverbal kommunikation
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1 Introduction

Communication is important for every human being and persons with profound and
multiple intellectual disabilities (PMID) are no exception. However, complications in
their communication are common due to the complex and profound nature of the
disabilities (Ayyildiz, Ak¢in & Giiven, 2016). Meaningful and functional
communication with the environment can often be difficult for a person with PMID
(Ayyildiz, Ak¢in & Giiven, 2016). According to World Health Organization (1992),
persons with the diagnosis F.73 Profound mental retardation have an 1Q under 20,
which is equivalent to the mental age of a 3-year-old. This causes severe limitations
of self-care, continence, communication and mobility. Therefore, it is of great
importance that special caregivers have knowledge of communicative behaviours and
acts typical for the preverbal period (Rowland & Schweigert, 2005; Rowland &
Stremel-Campbell, 1987). To have expertise in that area helps potential
communication partners to understand and interact adequately with a person with

PMID (Rowland & Schweigert, 2005; Rowland & Stremel-Campbell, 1987).

1.1 Preverbal communication

The foundations of preverbal communication for infants are social interaction, joint
attention and regulated behaviour (Mundy et al., 2003; Mundy & Stella, 2000;
Tomasello, 1995; Topbas, Mavis & Erbas, 2003; Westling & Fox, 2004). Regulated
behaviour helps the baby express discomfort/comfort, physiological needs or
interests and can take form in cries, smiles, movement of the body, facial expressions
and gestures (Brady, Steeples and Fleming, 2005). An infant’s first way of
communicating is screaming, which indicates symptoms of hunger, tiredness or pain
(Nettelbladt & Salameh, 2007). Gradually the infant starts making different sounds
that express comfort, which later develop into babbling. An infant’s sound making is
considered a symptom of a nuisance or comfort, that becomes a signal when the
infant communicates to its surroundings (Nettelbladt & Salameh, 2007). Eye gaze is
as important as screaming and is established between the caregiver and the infant
soon after birth. Eye gaze is an essential step for all human communication
(Nettelbladt & Salameh, 2007). The first social interaction through eye gaze with
another being might be the driving force behind infants’ interest in human faces

(Gliga & Csibra, 2007). Eye gaze then develops into person-object-person interaction
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and, thus, guides learning already in the first months after birth (Striano & Reid,
2006). In other words, eye gaze constitutes an effective way of communication as
well as detection of possible environmental threats (Adams & Kleck, 2003).
Receiving significant information through eye gaze is possible long before the
acquirement of vocal language. The use of eye gaze is easily detected and can be
used appropriately without conscious cognitive efforts (Hood, Willen & Driver,
1998; Langton, Watt & Bruce, 2000).

A baby learns mutual communication and interaction through observing the
adult’s behaviours. By doing so the baby will be able to give and maintain attention
as well as develop turn-taking (Crais, Watson & Baranek, 2009; Stillman & Battle,
1985). A step further in the preverbal development there is joint attention, which
involves shared mutual interest of an object or event (Tomasello, 1995). In other
words, the baby maintains attention to an object together with another person, being
aware of the fact that both are giving attention to the same object or event
(Tomasello, 1995). These preverbal acts allow individuals to functionally
communicate without words. The preverbal stages of communication can be divided
into seven different stages (Bates, Benigni, Bretherton, Camaioni & Volterra, 1979;
Rowland & Schweigert, 2005; Rowland & Stremel-Campbell, 1987) as seen below
in table 1.
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Table 1
Preverbal communication development divided into seven stages

Stage Age (m) Function

1 0-3 Pre-intentional behaviours; the baby communicates by reflex
and impulse depending on its physiological state (hunger, pain,
comfort, etc.).

2 3-8 Intentional behaviours; the baby has more control over its
behaviour, but interpretation is needed by the caregiver because
of lack of the baby’s functional communication.

3 6-12 Unconventional pre-symbolic communication; the baby
intentionally uses atypical social behaviours such as screaming,
throwing of objects, biting and whining to attract the adult’s
attention.

4 12-18 Conventional pre-symbolic communication; the baby starts to
use natural gestures such as waving, smiling, shaking head for
approval or denial, lifting of arms to be picked up etc.

5 12-24 Concrete symbolic communication; the baby develops an
understanding of the relationship between an object and its
representative sign, for example smacking of the mouth at the
thought of food.

6 12-24 Abstract symbolic communication; the baby simultaneously
expresses itself verbally with single words and with body
movements and natural gestures.

7 24+ Formal symbolic communication; verbal expression with two or
more words develops as well as understanding of language
grammar.

Note. m= months; (Bates et al., 1979; Rowland & Schweigert, 2005; Rowland & Stremel-
Campbell, 1987)

When an adult gives responses to the communicative acts mentioned in table 1, the
baby gradually develops its preverbal communication. Adult responses that support
the baby’s communication development are for example smiling, talking and looking
at the baby and imitation of the baby’s vocalizations. Gradually the baby will start to
demonstrate more complex communication, for example reaching after, manipulating
and pointing at objects (Bates et al., 1979; Rowland & Schweigert, 2005; Rowland &
Stremel-Campbell, 1987).

Most persons with PMID are on the same developmental stage as infants in
their preverbal stage regardless of their age and communication with them should
therefore occur in a similar manner as with an infant (Rowland and Schweigert,

2005; Rowland & Stremel-Campbell, 1987; Topbas, 2008).
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1.2 Etiology and people with complex communication needs

Communication is a reoccurring challenge when working with persons with PMID
(Grove, Bunning, Porter & Olsson, 1999) and assessment of their communicative
skills is also complex due to the nature of the multiple disabilities and health issues
(Bruce, Godbold & Naponelli-Gold, 2004; Crais & Roberts, 1996). Some of the
defining components for persons with PMID are limited verbal skills, dependence on
others to interpret communicative intent, delays in intellectual and social functioning
and frequent physical, medical or sensory impairment (Bellamy, Croot, Bush, Berry
& Smith 2010). Furthermore, up to 25-35% of persons with PMID suffer from
hearing impairments (Evenhuis, Theunissen, Denkers, Vershuure & Kemme, 2001),
85% from visual impairments (Van Splunder, Stilma, Bernsen & Evenhuis, 2006),
and 50% from epilepsy (Lhatoo and Sander, 2001). Persons with PMID are a small
and heterogeneous group, the prevalence of persons with severe and profound
intellectual disabilities in Finland is 0.13% (Arvio & Sillanpéé, 2003). There are a
variety of causes of PMID, for example chromosomal anomalies, infections,
perinatal brain damage or degenerative conditions (Nakken & Vlaskamp, 2002). In
Finland, the aetiology of PMID has been estimated to be genetic or congenital in
50.9% of the individuals, acquired in 19.3%, genetic and/or acquired in 18.3% and of
unknown origin in 11.5% (Arvio & Sillanpidi, 2003).

Communication by speech is an important part of mental and social well-being,
and a lack of it can lead to diminished social skills, isolation and behavioural
problems (Bott, Farmer & Rohde, 1997). The unconventional communication of a
person with PMID often leads to uncertainty of meaning and poses a challenge in
understanding his or her needs, thoughts and feelings (Grove et al., 1999). Indicated
by frequency and the content of the interaction, it is often reported that the
communication between the caregiver and the person with PMID is poor in quality
(Felce et al., 2000; Felce & Perry, 1995; McConkey, Morris & Purcell, 1999).
Arranging activities that support the needs and abilities of persons with PMID is a
complicated task for disability support workers and therapists, as this group is one of
the most vulnerable among persons with intellectual disabilities. Often questions
arise about “how” and “when” to arrange these activities (Nakken & Vlaskamp,

2007).
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Persons with PMID show only very subtle acts of communication to express
themselves which easily leads to the cues being completely unobserved (Wilder &
Granlund, 2003) or causing interpretation difficulties. According to Lowe, Felce and
Blackman (1995) behaviours such as withdrawal and social avoidance are also often
ignored despite the impact on the person’s development and quality of life.
Furthermore, different communicative acts do not only differ between persons but
can also hold different meanings for different situations for the same person (Hogg,
Reeves, Roberts & Mudford, 2001; Petry & Maes 2006). The communicative acts
change depending on the person with PMID and the context of the interaction. For
example, facial expressions, vocalization and muscle tone may vary (Grove
et.al,1999). Disability support workers or other potential communication partners
often use prior knowledge or context to interpret the content of the communication
(Grove et al., 1999; Hostyn, Daelman, Janssen & Maes, 2010). Deficits in
communication can also lead to disruptive or self-harming behaviour in persons with
PMID (McClintoch, Hall & Oliver, 2003). Furthermore, self-injurious behaviour
intervenes significantly with the quality of life of an individual (Bogaard, Nijman,
Palmstierna, Embregts, 2018).

Important factors in facilitating the communication of persons with PMID are
initiation of activity and tactile methods leading to joint attention (Hostyn et al.,
2011; Lancioni et al., 2005; Mellstrom, Saunders, Saunders & Olswang, 2005).
Hostyn (2011) describes the initiation as one of the core components in interaction.
Interaction with a person with PMID also influences the client’s level of alertness
(Arthur, 2004; Guess, Roberts, Siegel-Causey, Rues,1995; Guess et. al, 1999).
Recent studies show that work prioritizing the relationship with and the emotions of
persons with PMID shows tendencies to be the most valuable (Thomas & Woods
2003; Whittington & Alexander 2001). In a study conducted by Whittington and
Alexander (2001) five participants received therapy derived from intensive
interaction over a period of eight weeks. The aim of the study was to enhance
awareness of emotional variables and to build relationships. Both quantitative and
qualitative analyses were used and indicated a positive change in several observable
behaviours related to interactive ability across all the participants. Other studies show
that special caregivers, families and therapists who takes the communication of a
person with communicative impairments into consideration help the person improve

his or her communicative abilities (Janssen, Riksen-Walraven & Van Dijk 2006).
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This was shown in a study where a 10-year-old child with both visual and auditive
impairments had an increase in communicative behaviours due to the child’s
caregiver using an intervention called the diagnostic intervention model. The purpose
of the intervention was to increase the caregiver’s capacity to recognize the child’s
signals, adapt to interactional context and attune behaviours to those of the child.
Positively changed communicative behaviours in the child were initiation,
confirmation and longer turns during interaction (Janssen, Riksen-Walraven & Van

Dijk 2006).

1.3 Intensive interaction

There has been a need to develop an intervention to be able to support the scarce
communication of people with PMID. Intensive interaction is an approach that uses
preverbal communication techniques to interact with and improve sociability of
persons with PMID or autism. The approach was developed in the 1980s from the
idea of “augmented mothering”, which is based on the naturalistic processes of
“infant-caregiver interactions” (Ephraim, 1982; Nind & Hewett, 1994). Intensive
interaction techniques are for instance vocal mirroring, responsive eye contact, facial
expressions, and joint focus activities. The interaction is comparable to that of an
infant and its caregiver, with imitations and turn-takes. The practitioner and the
person with PMID together develop these techniques into a relationship with
qualitative interactions (Nind & Hewett, 2001). Behaviour codes such as initiating
social or physical contact, looking at face, joint focus, engagement, visual scanning,
contingent responding and overriding were used in Clark & Seifer’s (1983) and Nind
& Hewett’s (2001) study to measure the behavioural effects of intensive interaction.
Intensive interaction has been proven to be effective in promoting social
engagement in individuals with communicative impairments, and specifically in
persons with PMID (Coia & Handley, 2008; Leaning & Watson 2006; Nind 1996;
Nind & Kellett 2002; Watson & Fisher 1997). Published empirical evaluations have
tracked intensive interaction outcomes, with the aim of demonstrating increased
usage of social behaviour and decreased distress behaviour (Zeedyk, Caldwell, &
Davies, 2009). Studies have found beneficial effects of using intensive interaction,
including improved preverbal communication skills and increased ability to initiate
and maintain social contact (Elgie & Maguire 2001; Lovell, Jones & Ephraim 1998).
In Elgie and Maguire’s study (2001) conducted with a withdrawn adult with severe
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learning disabilities, self-harm tendencies and visual impairments, it was reported
that consistent use of intensive interaction gave positive outcomes in the
development of the first stages of social and communication skills.

There are also results on how intensive interaction is beneficial in building
positive relationships between clients and their employed caregivers (Watson &
Knight, 1991). This was shown in a study including six participants with severe
learning difficulties from the Gogarburn school in Edinburgh. Videotapes of
intensive interaction between the participants and their school assistants were made
over a school year. Increased levels of turn taking, eye contact and meaningful
vocalizations were recognized (Watson & Knight,1991).

In a research conducted by Nind (1996), a multiple baseline interrupted time-
series design was used to assess the effect of intensive interaction on persons with
severe developmental disabilities and autism. The six participants were all adult
residents of a long-stay hospital. The results in this study showed that after a daily
use of intensive interaction for 12-18 months, the participants started to behave in a
way that encouraged others to be social with them and decreased ritualistic
behaviours. The participants also improved preverbal and informal communication
abilities and abilities to maintain and initiate social contact (Nind, 1996). In Lovell et
al.’s (1998) study, the results of using intensive interaction on a hospitalized 53-year-
old man demonstrated increased frequency of joint attention, smiling, laughing,

vocalizing and physical contact.

1.4 Hanging Out Program

The Hanging Out Program (HOP) is a therapy model derived from the idea of
intensive interaction and was developed by the speech and language pathologist
Sheridan Forster (2008). The idea of HOP started in a day service for adults with
disabilities, to ensure that no clients went through the day without having spent some
time in interaction with another person. HOP is both an approach and an attitude.
The approach is to spend at least 10 minutes per day interacting with a person and
giving him/her 100% of your attention. The attitude is that everyone needs
meaningful interaction with other people. One of the intentions of the model is that it
can easily be adopted by caregivers, speech and language pathologists, psychologists

etc. wanting to improve their interaction with persons with PMID (Forster, 2008).
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HOP is not a strictly prescribed program, but it has some underlying principles
to it. The model promotes daily intensive interaction with the client for at least 10
minutes, for 20 sessions or more. It is recommended to video record the sessions to
be able to make a later evaluation of the outcome and make self-assessments to
improve oneself for the next encounter (Forster, 2008). After each session it is
essential that the person who performed HOP will reflect on what happened and
write it down on a given HOP form. At the end of the therapy period, a summary will
be made concerning the treatment outcomes and further arrangements (Forster,
2008). This was not done regularly in this research, since that function mainly exists
for sharing experiences between caregivers at a unit giving HOP therapy. However,
in this study every session was video recorded and later analysed through that rather

than through a written format.

1.5 Aim of the study

The aim of the present study was to examine if the use of communicative acts among
adults with profound intellectual disabilities changes during a period of HOP therapy
treatment. The three participating clients in the study received a total of twenty HOP
therapy sessions each during a four-week period. The HOP model is new (Forster,
2008) and, thus, the effects of the model have not been studied much. If the effects in
this study would show positive results, the HOP model could be educated for
caregivers working with persons with PMID. This would possibly make the
interaction between the communication partners easier, as well as increase the

quality of life among persons with PMID.
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2 Method

The participants in the current study came from Kérkulla Joint Authority (KJA).
Permission to conduct research at KJA was obtained from the leading board team for
special care at KJA 27.10.2016. Ethical consent was also retrieved from the Board
for Research Ethics at Abo Akademi University 18.10.2016.

2.1 Study setting

The study was conducted at KJA, a corporation whose primary function is to provide
service and care for intellectually disabled Swedish-speaking persons in Finland.
KJA has a total of 42 care units and gives service to approximately 1600 persons per
year. The 33 bilingual municipalities of Finland maintain KJA together. Some of
KJA’s important ambitions are to improve and maintain the clients’ quality of life,
participation and self-determination. The corporation also strives to spread
knowledge about how to interact with demanding clients as well as prevention of

their behavioural problems.
2.2 Participants

HOP therapy was given to three non-linguistic KJA residents. Suitable participants
for the therapy were recommended by the corporation’s employed speech and
language pathologist. Written information about the study was sent to the clients’
caregivers as well as a form for their written consent of the clients’ participation
(Appendix A). The participants were all adults (one female, two male), ranging in
age from early 30s to late 50s. All participants had a diagnose of severe or profound
intellectual disability, with an individual variety of comorbid diagnoses such as
cerebral palsy, autism, epilepsy and psychotic disorders.

Participant A was a male adult in his 30s, with profound intellectual disabilities
and cerebral palsy. Due to the cerebral palsy the participant’s muscle functioning was
hindered, and a wheelchair was used in almost all situations. Participant A also had
an epilepsy diagnose and he suffered from seizures multiple times a week.
Participant B was a female in her 40s with severe intellectual disabilities. Her muscle
functioning was hindered and hence a wheelchair was always used. Furthermore, she
had a history of psychiatric complications which affected her well-being as well as

communication. During her psychotic periods she tended to be more anxious and
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scream more in comparison to her non-psychotic behaviour where she usually was
calm and quiet. Participant C was a male in his late 50s with profound intellectual
disabilities. Participant C’s muscle functioning was intact and during therapy
sessions he often switched his positioning. It also occurred a few times that he
walked away from the scenario. The communication of all three participants lied
between the stages of 1 and 5, as shown in table 1 (Bates et al., 1979; Rowland &
Schweigert, 2005; Rowland & Stremel-Campbell, 1987).

Before the HOP therapy began the researcher interviewed the participants’
personal caregivers about the participants’ health condition, social behaviour,
communication, what they enjoyed doing and other information relevant for the
therapy. The researcher did also obtain written consent to access all the participants’
official medical records. One of Sheridan Forster’s goals (2008) was to educate and
spread knowledge to people who work with persons with PMID in how to create
meaningful interaction with them. As one of the researcher’s goals was to inspire the
caregivers to continue with the HOP model in their work with persons with PMID,
information was given to them after the finished therapy period about the model as
well as how the therapy with the client in question had proceeded. Included in this
briefing was approaches that worked well in creating interaction with that specific
client and what had not worked equally well. It was also discussed how the
caregivers could proceed with the HOP model and how they could incorporate it in

different work situations.

2.3 Data collection

An experimental study with a multiple-case design was conducted. Three clients
were given 20 sessions of the HOP therapy treatment, during a period of four weeks
(on Saturdays and Sundays therapy was not conducted). The sessions were carried
out in the participants’ personal rooms. Each session was video recorded to enable
prospective meticulous coding of the participants’ social engagement. A Canon
Legria HF M307 was used for the recordings and the program VLC media player

version 2.2.8 to view them on the computer.



Rebecka Lindholm 11

Table 2

Total and mean length of HOP therapy sessions coded for each participant

Participant Total length of Mean length of one session (m:s)
sessions analysed
(h:m:s)

Client A 02:40:23 08:01

Client B 03:16:17 09:49

Client C 02:56:56 08:51

Note. h=hours; m= minutes; s= seconds

The aim was to conduct 10-minute sessions every day, however, due to variations in
the client’s health conditions the sessions varied between three and ten minutes. As
described in table 3, a session was ended before the intended 10 minutes if a client a)
fell asleep and slept for more than four continuous minutes; b) walked away and did
not come back during a period of four minutes; or c) the researcher assessed the
clients’ energy level to be too low for the session to continue. If the client fell asleep
or walked away for more than 30 seconds but returned his focus on the researcher
before a period of four minutes, it was counted as a natural break, which was not
coded (coding continued when the client came back from the natural break). If the
client suffered from an epileptic seizure while the therapy was conducted, the session

was not included in the analysis.

Table 3

Guidelines used to determine natural breaks and ending of a session

Session ended Natural break

Client sleeping for four continuous minutes  Client falling asleep for at least 30 seconds,
or more but refocusing on the therapy before a

period of four minutes

Client walking away for four continuous Client walking away for at least 30 seconds,
minutes or more but refocusing on the therapy before a
period of four minutes

Researcher assessed the client’s energy
level being too low to continue
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2.3.1 Coding & analysis

The variables and the coding design were inspired from Zeedyk, Caldwell and
Davies’s (2009) study, where they analysed the effect of intensive interaction on
similar participants as in the present study. In their study, they chose four variables to
observe. These variables were eye gaze, bodily orientation towards the
communication partner, proximity from the partner and emotional valence. The aim
of the coding was to be able to assess the participants’ social engagement throughout
the therapy. In the current study, only three variables were chosen to function as
indicators of the participants’ social engagement: eye gaze, orientation and a new
variable vocal was added. The variable eye gaze was chosen in this study because it
is considered to be the first and essential step for all human communication
(Nettelbladt & Salameh, 2007). Some minor changes were made to the variable
orientation, which was coded as the orientation of the participants head, not the entire
body. This decision was made since two of the participants were sitting in
wheelchairs and had severe tension, cerebral palsy or paresis which caused
movement of their bodies highly unlikely and therefore a misleading variable.
Proximity was excluded completely for the same reasons as in the bodily orientation.
Emotional valence was excluded, since it was considered to be a difficult variable to
analyse correctly. Vocals were added because of its importance in the preverbal
stages of communication (Nettelbladt & Salameh, 2007), and due to inspiration from
Watson and Knight’s (1991) study. Each of these variables had three hierarchical
levels that represented the degree of social engagement (table 4). For further
calculations each level was given a certain value, a= 0, b =0,5 and ¢ = 1. Assessment
of the participants’ total time spent at each level were made through analysis of the

video recordings (Zeedyk, Caldwell & Davies, 2009).

Table 4

Variables and their levels used for assessment of the participant’s social engagement
Eye gaze Orientation Vocals

(a) away from partner (a) away from partner (a) no vocals

(b) towards partners body (b) towards partners body (b) vocals

(c) towards partners face (c) facing partner directly (c) interaction

Note. Associated values for further calculations were a) = 0; b) = 0,5; ¢) =1
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Eye gaze was coded as either a) away from partner; b) towards partner’s body or c¢)
towards partner’s face. Level a) indicated a low level of social engagement, b) a
higher level of social engagement and c) the highest level of social engagement for
this specific variable. The same hierarchical order can be transmitted to the other two
remaining variables; orientation and vocals. Orientation was similarly coded as eye
gaze, with the different levels being a) away from partner; b) towards partner’s body
or ¢) towards partner’s face.

The last coded variable included in this study was vocals, also with three
different levels; a) no vocals, b) vocals and c) interaction. Every sound made with the
intention of communication by the participant was coded as interaction.
Communicative sounds included vocalized turn-taking or imitation between the
participant and the researcher. If a pause of seven seconds or more occurred between
the turns, the next turn was not counted as a response. Sounds that the participant
made that was not within the timeline of counting as an interaction, completely out of
context or seemingly without a communicative intent was coded as vocals.

All coding started at the beginning of every session (0.0), and stopped when
the session reached 10.00 minutes or when the researcher cancelled the session due
to the participant being too sleepy, in pain or unfocused. Natural breaks were not
coded. As in Zeedyk et al’s. (2009) study, each behaviour was coded separately and
with a standard microanalytic procedure. To be able to analyse a variable the
researcher noted every time there was a change in the level of social engagement. For
example, the pattern of a participant’s eye gaze might have been: at 0.0 seconds
away from partner, at 0.12 seconds towards partner’s body, at 0.17 seconds towards
partner’s face, at 0.20 seconds away from partner. At the end of every individual
session, the researcher summed the total time spent at each level of engagement for
all variables. Furthermore, these sums were converted into a percentage value
(appendix B), to be able to see how many percent of the session the client used eye
gaze, orientation and vocals.

The collected data were then converted into an engagement index score for
each session and each variable separately to enable further analysis of the HOP
treatment effect (Zeedyk et al., 2009). Calculations were used to convert the
percentage of time spent at different levels during a session into the engagement
index score. The engagement index score ranged between a value of 0 and 100,

where higher scores indicated more social activity from the participant. Using this
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score made it possible to compare results of different therapy sessions even though
the length of them varied.

The first step in the calculation of the engagement index score was to assign
the values 0, 0.5 and 1 to the associated variable levels. The values reflect the
hierarchical nature of the levels, where 0 represents the lowest social engagement,
0.5 the second highest social engagement and 1 the highest social engagement (Table
4 notes). The second step consisted of multiplying the percentage data from each
session (appendix B) with the associated value of 0, 0.5 or 1. In the final step, the
outcomes were summed to create an overall engagement score index for the session
(table 6). As mentioned earlier, this was done separately for every variable, eye gaze,
orientation and vocals.

Both visual and qualitative approaches were conducted to analyse the results of
each participating client. A qualitative approach where mean scores were compared,
was chosen over quantitative one due to the low number of participants, which would
generate non-reliable statistical outcomes. Visual results were shown with graphic

tables, to facilitate the qualitative analysis.

Table 5

An example of the calculation process for the social engagement index score

Participant Session Variable Level % Value Calculation Score

Client A S1

Eye gaze Away 78.25 0 78.25x 0 0
Body 4.67 0.5 4.67x0.5 2.34

Face 17.07 1 17.07 x 1 17.07
19.41
Orientation Away 0.00 0 0x0 0
Body 100.00 0.5 100x 0.5 50
Face 0.00 1 0x1 0
50
Vocals No vocals 100.00 0 100x 0 0
Vocals 0.00 0.5 0x0.5 0
Interaction  0.00 1 0x1 0
0

Note. % = seconds spent at each variable level converted into a percentage. Score = social
engagement index score.
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3 Results
3.1 Inter-rater reliability

The author coded all the video recordings and to measure inter-rater reliability a
qualified speech and language pathologist coded 10% of the recorded therapy
sessions. The second rater was an independent observer and coded the variables eye
gaze, orientation and vocals in a total of six videos. Two videos were randomly
chosen from each of the three clients to make an even distribution. The chosen
method to measure inter-rater reliability was intraclass correlation coefficient (ICC).
The computer program IBM SPSS statistics 24 was used to conduct the calculation.
The results showed that the intraclass correlation on average measures between the
two observers was 0.619 and 95% CI = 0.025 — 0.855. According to Landis and
Koch (1977), a coefficient between 0.60 and 0.74 indicates a good level of clinical

significance.
3.2 Assessment

It was decided to use qualitative approaches to interpret the results from the research.
Statistical analyses would not have been reliable due to the small sample size of the
study and were therefore excluded. There were also no baseline measurements to
compare the later measurements with. Client A, B and C’s social engagement index
scores for all therapy sessions and variable levels are presented in table 6. Further
analyses were made individually for all three clients. To visualize and look for
possible changes in social behaviour during the therapy periods all social
engagement index scores for every therapy session were put into graphs (one graph
per client). To further analyse the data the therapy sessions were distributed into four
segments, each segment consisting of five therapy sessions (table 6). This enabled
the researcher to compare the level of the clients’ social behaviour during different
parts of the therapy period. Mean scores were also calculated for each segment. A
graph was also made for each client showing the difference between the social index
score between segment one and segment four (separately for every variable). Doing
so enabled clearer visual information about the changes of the social behaviour from

the beginning to the end of the therapy.
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3.3 Client A

The graph in figure 2 displays all the social index scores of the measured variables
over the course of the whole therapy period. The graph illustrates fluctuations in the
results, with many high versus low scores. Therapy session 18 was excluded because
the client suffered from a seizure, which was a component negatively affecting the
validity of the result from that session. It can also be noted that client A most
frequently used eye gaze and bodily orientation as his communicative acts rather

than vocals.

Table 7

Social engagement score mean rate for each variable during client A’s therapy segments

Participant Variable Segment 1 Segment 2 Segment 3 Segment 4

Client A EG 27.04 40.22 47.55 50.61
OR 39.02 36.85 42.07 42.46
VO 1.47 10.16 10.86 11.37

Note. EG = eye gaze. OR = orientation. VO = vocals. Segment 1= therapy sessions 1-5,
segment 2= therapy sessions 6-10, segment 3= therapy sessions 11-15, segment 4= therapy
sessions 16-20.

According to the mean rate of the social engagement index score for the variable eye
gaze, the use of this communicative act was the lowest in segment 1 (27.04) and
highest in segment 4 (50.61) (Table 7). This indicates that the client gradually
increased his communication by looking more at the researcher’s body and/or face
throughout the therapy. A comparison of the mean score of eye gaze in segment 1
and segment 4 can be seen in figure 1 and visualizes how the use of eye gaze
increased from the beginning to the end of the therapy. It was calculated that the total
increase in the social index mean score between segment 1 and 4 was 23.57.
Orientation was fluctuating less than the eye gaze variable for client A, with a
mean rate of social engagement 39.2 in segment 1 and 42.46 in segment 4 (Table 7).
A small decrease in the communicative function of orientation was observed in
segment 2, however, in the last two segments the social engagement score was
increased again. In figure 1, it is observable that the social engagement index score
of orientation between segment 1 and 4 had a slight increase, with a total gain of 3.26

scores from the beginning to the end of the therapy. In conclusion, client A had a
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small increase in his bodily orientation during the therapy; however, in this case it
was decided to be analysed as no change due to the very slight score increase.

The graph in figure 2 displays that the third variable, vocals, is the least used
communicative act by client A. An overall increase during the therapy period could,
however, be observed when the four segments were compared to each other (table 7).
The mean rate of the social engagement index score for the variable vocals was only
1.47 in segment 1 and 11.37 in segment 4. In figure 1 the means for segment 1 and 4
are comparable, with a total increase of 9.9 scores from the first segment to the last

segment.

Client A

Eye Gaze == == == 0rientation Vocals
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Segment 1 Segment 4

Figure 1. A comparison of Client A’s mean score of social engagement during segment 1

and 4
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3.4 Client B

Client B’s social engagement index scores for all three variables during the therapy
period can be seen in figure 4. The graph (figure 4) for client B has less fluctuations
compared to the graph (figure 2) of client A. Fewer extreme high versus low scores
suggests a steadier use of different communication acts from the client. The graph
also suggests that client B mostly uses eye gaze and bodily orientation as

communicative acts, whereas vocals are rarely used.

Table 8

Social engagement score mean rate for each variable during client B’s therapy segments

Participant Variable Segment 1 Segment 2 Segment 3 Segment 4

Client B EG 19.23 28.43 34.24 32.01
OR 18.69 32.51 37.38 34.68
VO 4.35 6.58 2.06 0.76

Note. EG = eye gaze. OR = orientation. VO = vocals. Segment 1= therapy sessions 1-5,
segment 2= therapy sessions 6-10, segment 3= therapy sessions 11-15, segment 4= therapy
sessions 16-20.

Client B’s mean rate scores of social engagement for the variable eye gaze were
19.23 in segment 1 and 32.01 in segment 4 (table 8). The total increase from segment
1 to segment 4 was calculated to be 12.78 scores. This indicates an increase in the
client’s use of eye gaze as a communicative act. Observable is that the highest mean
score took place during segment 3 (34.24) with a slight decrease to segment 4
(32.01).

The mean rate scores for the variable orientation were 18.69 in segment 1 and
34.68 in segment 4 (table 8). The total increase in the social engagement score from
segment 1 to segment 4 was 15.99. From the graph in figure 4, it is evident that the
two variables eye gaze and orientation seem to correlate with each other, meaning
that if one is low the other one also has a lower score. In the variable orientation, it is
also noticeable that the highest social engagement index score was during segment 3,
the same pattern that was found in the variable eye gaze. In figure 3, it is also
distinguishable that the two variables almost have the same pattern of increase from

segment 1 to segment 4.
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The third variable, vocals, followed a different pattern than the first two, with
very low scores throughout the whole therapy. The mean rates of social engagement
for the variable vocals were 4.35 in segment 1 and 0.76 in segment 4 (table 8).
Another factor that differentiates vocals from the other two variables is the fact that it
decreases from the beginning to the end of the therapy period. This can also be noted
in figure 4, where segment 1 and 4 are compared to each other. The total amount of
decrease in the social engagement index score in vocals from segment 1 to 4 was

calculated to be -3.59.

Client B
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Figure 3. A comparison of Client B’s mean score of social engagement during segment 1
and 4.
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3.5 Client C

The amount of social engagement of client C during all therapy sessions can be seen
in figure 6. Overall, some bigger fluctuations can be seen in both variables eye gaze
and orientation, whereas vocals have fewer variations. Vocals is also a less used
communicative act compared to eye gaze and orientation. Observable higher scores
of eye gaze and orientation are seen in the transition of segment 1 and 2 as well as
during segment 4. Figure 6 visually presents that the increase of social engagement
from segment 1 to 4 in variables eye gaze and orientation is linear when compared to

each other.

Table 9

Social engagement score mean rate for each variable during client C’s therapy segments

Participant Variable Segment 1 Segment 2 Segment 3 Segment 4

Client C EG 21.46 39.49 23.34 31.71
OR 30.25 31.78 28.58 39.78
VO 11.36 13.79 10.59 11.86

Note. EG = eye gaze. OR = orientation. VO = vocals. Segment 1= therapy sessions 1-5,
segment 2= therapy sessions 6-10, segment 3= therapy sessions 11-15, segment 4= therapy
sessions 16-20.

Client C’s mean rate of social engagement for variable eye gaze was 21.46 in
segment 1 and 31.71 in segment 4 (table 9). The total increase from segment 1 to 4
was 10.25 scores and is visually presented in figure 6. The lowest use of this variable
occurred in segment 1, however, the increase of eye gaze is not linear along the
therapy period. The usage of eye gaze has some fluctuations, with the highest mean
score during segment 2.

The mean rates of the variable orientation for client C were 30.25 in segment 1
and 39.78 in segment 4 (table 9). An increase of 9.53 index scores from segment 1 to
4 can be derived from the data, which indicates that the client has oriented his body
more towards the researcher’s body and/or face at the end of the therapy than in the
beginning. A slight decrease in the mean index score can be observed during

segment 3.
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Client C’s usage of vocals has few high versus low mean scores, which
indicates a very small or no change in this act during the therapy. The mean rates for
client C’s vocals were 11.36 in segment 1 and 11.86 in segment 4 (table 9). The
change between segment 1 and 4 was very small, 0.5 scores. This is visually
presented in figure 6, where the line showing the possible change in the variable is

straight.
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Figure 3. A comparison of Chent C’s mean score of social engagement during segment 1
and 4.
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4 Discussion

The present study examined if the use of communicative acts among three adult
participants with profound intellectual disabilities would change during a period of
HOP therapy treatment. The clients received a total of twenty individual HOP
therapy sessions during a four-week period. In many studies, it has been shown that
intensive interaction is effective in promoting social engagement in persons with
PMID (Coia & Handley, 2008; Leaning & Watson 2006; Nind 1996; Nind & Kellett
2002; Watson & Fisher 1997). Noteworthy in this study was that variations occurred
in the usage of the communicative acts during different therapy sessions. This was
possibly due to the activity level of the participants, which also varied from day to
day. Because of this, it was decided that the researcher analysed the possible changes
in communicative acts in four sequences instead of 20 different measuring points.

According to Nettelbladt and Salameh (2007), is eye gaze very important in
early communication, possibly being a driving force behind humans’ interest in faces
(Gliga & Cscibra, 2007). Eye gaze is also a guiding tool for learning (Striano &
Reid, 2006), and a way for the infant to obtain significant information before the
acquirement of vocal language (Hood, Willen & Driver, 1998; Langton, Watt &
Bruce, 2000). Among all three participants, the communicative act eye gaze was the
most frequently used communicative act during this study. An increase in the social
engagement variable eye gaze occurred in all three participants. Orientation was the
second most used communicative act and an increase in the usage of this act occured
in two of the participants during the therapy period. Vocals was the least used
communicative act among all participants during the whole therapy session.

Infants typically receive a response from an adult when they begin to use
vocals and this kind of communication happens in a repetitive manner. It might be
that persons with PMID do not obtain this response early enough from their
caregivers or in a sufficient amount and, therefore, do not learn the uses of vocals in
a communicative way like infants usually do. The production of vocals is also more
complex than for example eye gaze, which is a relatively simple processing
mechanism in the human brain and only involves movement of one body part

(Anstis, Mayhew & Morley, 1969; Baron-Cohen, Wheelwright, Hill, Raste & Plumb,
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2001). This complexity may be a participating factor in why vocals was the least
used communicative act. One of the clients had an increase in the communicative act
vocals, whereas one client had a decrease, and another remained unchanged. In
conclusion, all three participants showed an increase in most of the communicative
acts from segment 1 (session 1-5) to segment 4 (session 16-20). However, the results
could not be statistically tested due to the small sample size and lack of baseline
measurements.

The results of this study coincide with the results of similar studies. For
example, in Whittington and Alexander’s (2001) study about therapy following the
guidelines of intensive interaction, analyses indicated a positive change in several
observable interactive behaviours across all participants. A study made by Watson
and Knight (1991) about intensive interaction showed increased levels of eye contact
and vocalization, results that were also found in this study. Similar results as Lovell
et al’s. (1998) were also found, where increased frequency of vocalisation was

measured after a period of intensive interaction.

4.1 Client A’s intervention

Client A showed an increase of usage in two of the three communicative acts, eye
gaze and vocals, during the HOP therapy treatment. The most frequently used acts
during the therapy period were eye gaze and orientation and the least used was
vocals. A factor that made the variable eye gaze a little problematic to analyse was
that the client suffered from strabismus (eyes do not properly align with each other).
In other words, one of the client’s eyes could be gazing towards the researcher’s face
simultaneously as the other gazed against the researcher’s body. The measurement of
the eye gaze could be less valid because of this.

Turn taking between client A and the researcher using physical objects was not
possible due to his decreased muscle functioning and rigidity in arms and hands.
Further implications on his muscle functioning required the usage of a wheelchair, or
the bed. The client sat most of the therapy sessions in his wheelchair, however, a few
sessions took place when he was lying on the bed. The times he lay on the bed might
have skewed the variable orientation to some degree, since his head movements were
not achieved as easily as they were while sitting in the wheelchair.

The client suffered weekly from epileptic seizures. When these seizures

occurred, it made him significantly more fatigued than during the days when he did
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not have a seizure. The fatigue was a factor that could possibly have affected the
results of the therapy sessions in a negative way. Therapy session 18 was excluded
from the data because of the client suffering from an epileptic seizure during the
session.

Choosing the optimal time during the day for therapy sessions with client A
played an important role. His moods and fatigue periods varied slightly from day to
day, however, according to his personal caregiver, a session after his morning
routines was considered the best. Afternoon sessions were not as optimal since the
client often was not as energetic and needed his daily naps. In this study, 16 of the
therapy sessions were conducted in the morning and four in the afternoon for
practical reasons. A slight change in the client’s energy levels could be noticed in the
afternoon sessions compared to the morning sessions. He was seemingly more tired
in the afternoon.

Another factor that could have affected not only the treatment, but also the
analysis of the vocals from the video tapes, was that the therapy sessions took place
in the client’s own bedroom. The bedroom was partially shared with another client
who was very vocal during some sessions. The sound might have been distracting for
client A and therefore affecting his social behaviour during the therapy session.
During the video tape analyses, it was sometimes difficult to distinguish which
vocals were made by client A and which ones by his roommate. Especially for the
independent observer who participated in the inter-rater analysis, it could have been
more difficult to distinguish which vocals belonged to whom, since that observer did
not know the client as well as the researcher performing the HOP treatment.

Physiological symptoms occurred during a few therapy sessions that might
have affected the outcome. The client seemed to have stomach pains (or possibly
other physical pains) which seemingly made him anxious and distressed. This could

be seen from his facial expressions and how the vocals changed in pitch.

4.2 Client B’s intervention

Client B increased the usage of eye gaze and orientation but decreased the usage of
vocals. The client frequently used eye gaze to follow every new situation in her

presence and to make contact with the researcher. This client had hindered mobility
and because of that she sat in a wheelchair during all therapy sessions. An effective

way of creating interaction with client B was to imitate her leg movements. She often
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lifted one of her legs, which was a movement that the researcher could imitate.
Through mirroring this behaviour, turn taking could take place. This play of turn
taking sometimes developed into more physical interaction and closer proximity
where the client could touch the researcher’s foot with her foot and vice versa. This
coincides with what Hostyn et al., (2011), Lancioni et al., (2005) and Mellstrom et
al., (2005) mention in their work, where they all noted that initiation of tactile
methods is important in creating joint attention.

The wheelchair was also a reason why orientation was measured in accordance
with the head and not the body. Turn taking with physical objects was not possible
with client B. She did not move her left arm at all, and the other arm she often used
to carry out an obsessive-compulsive movement with. This movement took the form
of touching the right side of her head back and forth. Occasionally during the therapy
sessions, she stopped the movement, but she rarely lowered her arm. A few times
during segment 3 and 4 she lowered her right arm and held it in her lap. The
obsessive-compulsive arm movement was not mirrored to initiate interaction,
because the researcher considered it to be a self-destructive pattern.

Client B had a history of psychiatric health disorders. According to the client’s
personal caregiver, psychotic behaviour in the client could especially unfold during
spring time. During these psychotic periods, she was more restless physically (more
obsessive-compulsive movements of her arm) and used loud voicing. The HOP
therapy period in this study took place during the beginning of spring. During this
period, a few times occurred when the client had been sent home earlier from her
workplace due to excessive screaming and restlessness. The screaming also took
place at her own care unit. This behaviour matched the behaviour described as her
psychotic symptoms. The qualitative analyses made on her social engagement index
score in the present study indicated that her vocals decreased during the HOP therapy
period. In other words, she used more vocals during the first segment of the therapy
period than during the fourth segment. One way to interpret these results could be
that intensive interaction during the therapy session calmed her down and decreased

the excessive vocalisation.

4.3 Client C’s intervention

Client C had an increase in two out of three measured communicative acts. The

communicative act vocals remained unchanged. Unlike client A and B he was very
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mobile and therefore able to both initiate closer physical interaction but also to walk
away completely from the session. Noted during the therapy period was that one of
client C’s primary ways of seeking contact was physical proximity. He often took my
hand and placed it on his own head, face or chest and moved it in a motion he
enjoyed.

Client C also had strabismus (uneven eye alignment) which may have affected
the analysis of his eye gaze. Another factor that made the analysis of eye gaze more
difficult was that he often kept his eyes half shut, which made it difficult for the
researcher to see in what direction he was looking or if he was looking at all. Another
factor that made the HOP therapy more of a challenge was that client C rarely payed
attention to physical objects the researcher presented to him to initiate turn taking or
joint attention. He was also fatigued quite often for unclear reasons, falling into short
slumbers every now and then when he had found a comfortable position in the
researcher’s lap.

Client C was very mobile and walked around in his care unit to find different
resting spots during the days. Since he so often moved around, it was decided that
there would not be a specific place where to have the therapy sessions, but rather
have them wherever he resided when the researcher came to visit. This was
something that could have affected the outcome of the therapy results to some
degree. Other clients living in the same care unit as client C could some days be very
vocal, which made the vocal analysis from the video more difficult (as in
distinguishing which sounds that came from client C and which that came from

neighbouring clients).

4.4 Limitations of the study

Due to the single case study and lack of statistical analysis, the results of this study
cannot be directly applied to a larger population. Although the results of this study
showed an increase in the majority of the communicative acts, the study needs to be
replicated with more participants. It would also be preferable to use a baseline
measurement to allow statistical analyses to be made of the results.

The non-consistency of the research environment and different background
noises are limitations that need to be considered as well when interpreting the results
of this study. Having the same therapy setting for all clients would have been optimal

for the research, however, due to the clients’ mobility and the fact that they lived on
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different care units made this more difficult to implement. Sound isolation was not
accessible due to building environments. Another limitation of the study was the
video recording quality. The placement of the camera and the lightning varied from
session to session and in some cases these factors made the later video analyses
difficult. Especially the variable eye gaze was difficult to analyse if the lightning or
camera setup was not optimal.

When the researcher started this study, she had only met the clients once
before. Some change in their communicative acts might therefore have been a result
of the client and the researcher getting to know each other better, rather than the
therapy model itself. This could have been avoided if the researcher had spent more

time with the clients before the actual therapy period started.

4.5 The complexity of communication in persons with PMID

As noted earlier by Grove et al. (1999), communication is a challenge when working
with persons with PMID. This complexity often arises due to the nature of their
multiple disabilities and health issues (Bruce, Godbold & Naponelli-Gold, 2004;
Crais & Roberts, 1996). Up to 85% of persons with PMID suffer from visual
impairments (Van Splunder, Stilma, Bernsen & Evenhuis, 2006) and this affected
two of the clients in the present study. Furthermore, the visual impairments possibly
affected the communication through eye gaze, making it more complex. According
to Lhatoo and Sander (2001), 50% of persons with PMID have epilepsy. One of the
participating clients in this study was repeatedly affected by this medical condition,
adding to the complexity of the communication with this person.

One of the reasons for these communicative issues, according to Wilder and
Granlund (2003), is that persons with PMID show very subtle acts of communication
to express themselves, which easily causes interpretation difficulties or is completely
unobserved by potential communicative partners. This was confirmed by the
researcher when analyses of the video recordings were made. After watching the
video recordings several times, the researcher could observe some communicative
cues (for example eye gazing or bodily movements) made by the client which were
not noted by the researcher during the actual therapy sessions.

Even though these clients had all similar diagnoses, they had big differences
between each other. The statement made by Hogg et al. (2001) and Petry & Maes

(2006) that different communicative acts do not only differ between persons but can
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also hold different meanings for different situations for the same person could be
backed during this study. Furthermore, these individualities made it difficult to
choose three variables that equally well resembled their communicative interaction.
Perhaps every variable should have been chosen individually to the participants,
rather than using the same variables for everyone, to obtain the most accurate results
of the HOP therapy period. For example, some of the clients had severely hindered
mobility, whereas one had not. This made the variable orientation more complicated
to analyse than if every one of the participants had been mobile or vice versa.
Another example is the variable vocals, which arguably could be a positive way of
communicating as well as a sign of distress depending on the person. In such a case
the analysis of that variable would be skewed if it was interpreted the same way for
all clients.

The communication of people in the preverbal stage follows a similar pattern,
however, everyone has his or her own differences. One of the most important things
in HOP therapy is about adapting one’s communication to the clients’ and being
flexible in the way we communicate. This is supported by Nind and Hewett (2001)
who note in their work that the person with PMID and the practitioner together with
the help of intensive interaction develop techniques to achieve a qualitative
relationship and interaction. It is also important to remember to always take other
present diagnoses into consideration when communicating with a person with PMID.
In this study, complications such as severe tiredness, fatigue, physical pain, anxiety
and restlessness were often occurring symptoms due to other illnesses, which
probably affected the communication during the therapy sessions as well as the

outcome in general of the therapy period.

4.6 Conclusion and future research

From the results of this study, it can be said that the HOP therapy treatment shows
promising results in increasing communication acts in people with PMID and that
individuality among clients as well as flexibility should be taken into consideration
when giving HOP therapy.

Future research about this topic could include more in-depth studies about the
HOP therapy treatment. For example, if it affects problematic behaviours in clients
such as aggressive tendencies, the clients’ well-being in general, if the effects persist

and how it affects the caregivers using this model. Communication is important for
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every human being and persons with PMID are no exception. More research and
therefore knowledge in this subject would, hopefully, be a step further towards

improving the quality of life of many persons with PMID.

34
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Swedish summary — Svenska sammanfattning

Effekten av en HOP-terapiperiod pa preverbala kommunikationsformagor hos
vuxna personer med grav psykisk utvecklingsstorning — en multipel singel-

subjekt-studie

Introduktion

Kommunikation dr viktigt for alla individer, och personer med GMPU ér inget
undantag. P4 grund av att grav utvecklingsstorning har en komplex natur uppstar
emellertid ofta kommunikativa komplikationer, och meningsfylld och funktionell
kommunikation kan vara ett problem for personer med GMPU (Ayyildiz, Ak¢in &
Giiven, 2016). Enligt World Health Organization (1992) har personer med diagnosen
F.73 grav psykisk utvecklingsstorning en 1Q péa 20 och mental &lder under 3 ar. Detta
leder till begrénsningar i sjilvvard, sjdlvkontroll, kommunikation och mobilitet. Det
ar darfor viktigt att vardare som arbetar med personer med GMPU har kunskap om
kommunikativa beteenden och handlingar som ér typiska for den preverbala
perioden. Att ha expertis inom det omradet hjédlper potentiella kommunikationpartner
att forstd och interagera pa ett adekvat sitt med personer med GMPU (Rowland &
Schweigert, 2005; Rowland & Stremel-Campbell, 1987).

Grunderna i preverbal kommunikation dr social interaktion, delad
uppmaérksamhet och reglerat beteende (Mundy et al., 2003; Mundy & Stella, 2000;
Tomasello, 1995; Topbas, Mavis & Erbas, 2003; Westling & Fox, 2004). Reglerat
beteende hjilper spadbarnet att uttrycka obehag, vilbefinnande, fysiologiska behov
eller intressen och kan uttrycka sig i form av grat, leenden, kroppsliga rorelser,
ansiktsuttryck och gester (Brady, Steeples and Fleming, 2005). Ett av spadbarnets
forsta sitt att kommunicera ar med hjdlp av skriket, som ér ett symptom pa hunger,
trotthet eller smirta (Nettelbladt & Salameh, 2007). Gradvis borjar spiddbarnet gora
olika ljud for att uttrycka véilbefinnande, som sedan utvecklas till joller. Ett
spddbarns ljudande anses vara ett symptom pa besvir eller vilbefinnande, som sedan
blir en signal da spddbarnet kommunicerar till sin omgivning (Nettelbladt &
Salameh, 2007). Ogonkontakt ir lika viktigt som skriket och etableras mellan

omhindertagaren och spiadbarnet en kort tid efter fodseln. Ogonkontakt #r ett
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essentiellt steg for all mdnsklig kommunikation (Nettelbladt & Salameh, 2007) och
kan vara en drivkraft bakom spéddbarns intresse for ansikten (Gliga & Csibra, 2007).
Genom att observera en vuxen persons beteenden ldr sig spddbarn dmsesidig
kommunikation och interaktion. Tack vare detta kommer spiddbarnet sedan kunna ge
och uppritthalla uppmairksamet, samt utveckla turtagning (Crais, Watson & Baranek,
2009; Stillman & Battle, 1985). Nar barnet kommer ett steg vidare 1 den preverbala
utvecklingen lir sig hen delad uppmirksamhet som involverar delat intresse for ett
objekt eller en hindelse (Tomasello, 1995). Dessa preverbala handlingar tillater
individer att funktionellt kommunicera utan ord. De flesta personer med GMPU ér pa
samma niva som ett spadbarn 1 sin preverbala fas, oberoende av deras dlder. Darfor
borde kommunikation med dem ske pa ett liknande sitt som med ett spadbarn
(Rowland and Schweigert, 2005; Rowland & Stremel-Campbell, 1987; Topbas,
2008).

Vid anvdndning av intensiv interaktion uttnyttjas preverbala
kommunikationstekniker for att interagera med och forbittra sociala forméagor hos
personer med GMPU och/eller autism. Intensiva interaktionstekniker &r till exempel
imitering av ljudanden, 6gonkontakt, ansiktsuttryck och delad uppmirksamhet. En
person med GMPU och dess kommunikativa partner kan tillsammans utveckla dessa
tekniker till ett forhallande med kvalitativa interaktioner (Nind & Hewett, 2001).
Intensiv interaktion har bevisats vara effektiv i gynnandet av social engagering hos
personer med kommunikativa nedsdttningar, speciellt hos personer med GMPU
(Coia & Handley, 2008; Leaning & Watson 2006; Nind 1996; Nind & Kellett 2002;
Watson & Fisher 1997). Det finns dven studier som visar att anvindningen av
intensiv interaktion ar fordelaktigt 1 skapandet av positiva relationer mellan klient
och vardare samt kan minska oroligt beteende hos klienten (Zeedyk, Caldwell, &
Davies, 2009; Watson & Knight, 1991).

Hanging out program (HOP) &r en terapimodell som hédrstammar fran intensiv
interaktion och utvecklades av talterapeut Sheridan Forster (2008). De underliggande
principerna 1 anvindningen av HOP &r att dagligen 1 minst 10 minuter ha intensiv
interaktion med en klient, i totalt 20 sessioner eller mera. Det 4r rekommenderat att
videofilma sessionerna for att vid ett senare tillfdlle kunna evaluera resultaten och
gora en sjdlvbedomning for att forbéttra insatsen till nédsta session (Forster, 2008).
Det dr dven viktigt att personen som utférde HOP reflekterar 6ver vad som hinde

under sessionen och skriver upp det pa tillhorande HOP-blankett. Detta anvénds
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framst for att dela erfarenheter och tips mellan vardare da flera personer kan ge

HOP-terapi at en och samma klient.

Metod

En studie med multipel single-subject-design genomfordes vid Karkulla
Samkommun (KS). KS &r en verksamhet vars priméra funktion ar att forse service
och vérd for svenskatalande personer med utvecklingsstérning 1 Finland. KS egen
talterapeut foreslog lampliga deltagare, varav tre valdes till studien. Deltagarna fick
20 individuella sessioner av HOP-terapi under en period pa 4 veckor. Varje session
videofilmades for att mgjliggora senare analys av materialet. Variablerna som valdes
ut for att méata deltagarnas sociala engagemang var 6gonkontakt, kroppslig
orientering och ljudande. Alla dessa variabler hade tre hierarkiska nivaer som
representerade graden av socialt engagemang. Ogonkontakt kodades som antingen a)
bort fran partnern, b) mot partnerns kropp eller ¢) mot partnerns ansikte. Niva a)
indikerade en 14g niva av socialt engagemang, b) en hogre niva och c) den hogsta
nivan. Samma hierarkiska system kunde 6verforas till de tva resterande variablerna.
Orientering kodades ocksa enligt nivderna a) bort fran partnern, b) mot partnerns
kropp eller ¢) mot partnerns ansikte. Variabeln ljudande kodades enligt a) inga
ljudanden, b) ljudanden och ¢) interaktion.

All kodning inleddes i borjan av varje session (0.0) och slutade da sessionen
hade pagatt i 10.00 minuter eller da forskaren avslutade sessionen tidigare pa grund
av deltagarens trotthet, smértor eller koncentrationssvérigheter. Varje variabel
kodades separat med en standard mikroanalytisk procedur. Analysen utfordes genom
att varje fordndring 1 deltagarens niva av social engagering noterades. forskaren
noterade varje gang det skedde en fordndring i nivan av deltagarens sociala
engagemang. Deltagarens 6gonkontakt kunde till exempel vara enligt foljande: vid
0.0 sekunder bort fran partnern, vid 0.12 sekunder mot partnerns kropp, vid 0.17
sekunder mot partnerns ansikte och vid 0.20 sekunder bort fran partnern. I slutet av
sessionen summerades den totala tiden som tillbringats vid varje nivé av socialt
engagemang.

Insamlat data konverterades sedan till ett socialt engageringsindex-podng (SEI-
poiang) for varje enskild session for att mojliggora vidare analys av effekten av HOP-
modellen (Zeedyk et al., 2009). SEI-podngen striackte sig fran en skala pa 0 till 100,

varav hogre viarden indikerade ett storre socialt engagemang. I det forsta steget i
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kalkylen tilldelades vdrdena 0, 0,5 och 1 till motsvarande variabelniva. Virdena
reflekterar den hierarkiska strukturen for nivaerna, dir O representerar den lagsta
nivéan av social engagering, 0,5 den nést hogsta nivan och 1 den hdgsta nivan. I ndsta
steg multiplicerades den insamlat data frén varje session (appendix B) med det
associerade vérdet av 0, 0,5 eller 1. I det sista steget summerades resultaten for att
skapa ett generellt SEI-vérde for varje session. Detta gjordes separat for varje
variabel. Resultaten analyserades sedan bade kvalitativt och visuellt 1 grafer f6r varje

enskild klient.

Resultat

Resultaten for klient A visade att det fanns stora fluktueringar 1 hans SEI-poédng fran
session till session. Terapisession 18 exkluderades fran resultaten pa grund av att
klienten fick ett epileptiskt anfall. Klient A:s resultat tydde pé att han gradvis 6kade
sin anvdndning av variabeln 6gonkontakt genom att oftare titta mot partnerns kropp
och/eller ansikte under terapiperioden. Orientering var en variabel som klient A
Okade med en liten midngd under terapiperiodens ging, emellertid var denna 6kning
for liten for att analyseras som ett trovirdigt resultat. Variabeln orientering
konstaterades darfor vara ofordndrad hos klient A. Den tredje variablen, ljudande,
var den minst anvidnda variabeln av klient A. En generell 6kning fran terapins borjan
till terapins slut kunde emellertid konstateras.

Klient B:s resultat visade mindre fluktueringar i SEI-virden jamf{ort med klient
A. Klient B 6kade sin anvindning av variabeln 6gonkontakt mot partnerns kropp
och/eller ansikte under terapiperiodens gdng. Anvdndningen av den andra variabeln,
orientering, 0kade dven under terapiperioden. Enligt visuella analyser verkade
variablerna orientering och 6gonkontakt korrelera med varandra under hela
terapiperioden, med andra ord om 6gonkontakt hade ett hogt SEI-virde hade dven
orientering det och vice versa. Klient B:s anvindning av variabeln ljudande
minskade under terapiperiodens gang.

Hos klient C kunde stora fluktueringar 1 SEI-vdrdena ses i variablerna
ogonkontakt och orientering, medan jimnare virden konstaterades for variabeln
ljudande. Trots fluktueringar visade den slutliga analysen en dkning i klient C:s
anvindning av variabeln dgonkontakt. Aven klient C:s anviindning av variabeln

orientering 6kade under terapiperiodens gang. Den sista variabeln, ljudande, hade fa
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fluktueringar 1 SEI-virdena. Detta tyder pé att ingen fordandring hade skett i klientens

anvandning av ljud under terapiperiodens gang.

Diskussion

Syftet med pro gradu-avhandlingen var att forska om anvéndningen av
kommunikativa handlingar hos vuxna med GMPU éandrar under en period med HOP-
terapi. Enligt resultaten skedde en 6kning i1 anvdndningen av den kommunikativa
handlingen 6gonkontakt hos alla tre deltagare under terapiperiodens gdng. Den hér
handling var dven den mest anvinda handlingen av de tre som analyserades i studien.
Orientering var den nédst mest anvdnda handlingen och det skedde en 6kning i dess
anvandning hos tva av tre deltagare. Ljudande var den minst anvinda
kommunikativa handlingen. Anvindningen av ljudande 6kade hos en deltagare,
minskade hos en annan och fordndrades inte hos en tredje. Resultaten i denna studie
stimmer Overens med resultaten i1 liknande studier, till exempel Whittington och
Alexanders (2001) studie om terapi med intensiv interaktion dir en observerbar
positiv forindring skedde i flera kommunikativa handlingar hos flera deltagare. Aven
1 andra studier om terapi med intensiv interaktion féorekom en 6kning i anvindningen
av bade dgonkontakt och ljudande (Lovell m.fl., 1998; Watson & Knight, 1991).

Enligt Grove m.fl. (1999) dr kommunikation en utmaning 1 arbetet med
personer med GMPU. Denna komplexitet skapas oftast pa grund av naturen av deras
multipla nedséttningar och hilsoproblem (Bruce, Godbold & Naponelli-Gold, 2004;
Crais & Roberts, 1996). Upp till 85 % av personer med GMPU paverkas av
synnedséttning och 50 % har epilepsi (Lhatoo and Sander, 2001; Van Splunder,
Stilma, Bernsen & Evenhuis, 2006) vilket kan ha en negativ inverkan pé deras
kommunikation. Bade synnedséttning och epilepsi forekom hos flera av deltagarna i
denna studie.

Trots att deltagarna i studien hade liknande diagnoser fanns stora individuella
skillnader mellan dem. Hogg m.fl. (2001) och Petry & Maes (2006) pastdende om att
olika kommunikativa handlingar skiljer sig inte endast at fran person till person, utan
dven kan ha olika betydelser for olika situationer for samma person, kunde backas
upp 1 denna studie. Dessa individuella skillnader gjorde det svart att vélja ut tre
variabler som likvardigt avspeglade alla tre deltagares kommunikativa interaktion.

En av de viktigaste faktorerna i anvdndningen av HOP-terapi &r att kunna

anpassa kommunikationen till klientens och vara flexibel i hur vi kommunicerar.
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Nind och Hewett (2001) stoder denna slutsats och noterar i sin studie att personer
med GMPU och deras kommunikativa partner tillsammans med hjélp av anvindning
av intensiv interaktion utvecklar tekniker for att uppna ett kvalitativt forhallande och
interaktion. Det dr dven viktigt att vid kommunikation ta i beaktande diagnoser hos
klienten med GMPU. I denna studie intridffade ofta komplikationer som trétthet,
utmattning, fysiska smirtor, angest och rastldshet p.g.a. andra sjukdomar hos
klienten. Dessa komplikationer kunde eventuellt ha inverkat deras kommunikation
under terapisessionerna.

Utifran resultaten i denna studie kan det konstateras att HOP-terapimodellen
visar lovande resultat i att 6ka anvindningen av kommunikativa handlingar hos
personer med GMPU. Framtida forskning kring detta &mne kunde gi mera in pa
djupet av HOP-terapimodellen. Till exempel ifall anvindningen av modellen
paverkar problematiskt beteende hos klienter sdsom aggressiva tendenser och
vialmédende Overlag, samt om effekterna dr bestdende och hur modellen eventuellt
paverkar vérdare 1 anvindning av den. Kommunikation &r viktigt for alla, och de med
GMPU ir inget undantag. Mera forskning och séledes mera kunskap om detta &mne
skulle forhoppningsvis vara ett steg ndrmare en forbéttring av livskvalitet hos manga

personer med GMPU.



Rebecka Lindholm 41

References

Adams, R.B., & Kleck, R.E. (2003). Perceived gaze direction and the processing of
facial displays of emotion, Psychological Science, 14, 644-647.

Anstis, S.M., Mayhew, J.W., & Morley, T. (1969). The perception of where a face or
television “portrait” is looking, American Journal of Psychology, 82, 474-489.

Arthur, M. (2004). Patterns amongst behaviour states, sociocommunicative, and
activity variables in educational programs for students with profound and
multiple disabilities, Journal of Developmental and Physical Disabilities, 16,
125-49.

Arvio, M., & Sillanpdi, M. (2003). Prevalence, aetiology and comorbidity of severe
and profound intellectual disability in Finland, Journal of Intellectual
Disability Research, 47, 108-112.

Ayyildiz, E., Akg¢in, N., & Giiven, Y. (2016). Development of preverbal
communication skills scale for children with multiple disabilities and visual
impairment, Journal of Human Sciences, 13,2668-2681.

Baron-Cohen, S., Wheelwright, S., Hill, J., Raste, Y., & Plumb, 1. (2001). The
“reading the mind in the eyes” test revised version: A study with normal adults,
and adults with Asperger syndrome or high-functioning autism, Journal of
Child Psychology and Psychiatry, 42, 231-251.

Bates, E., Benigni, L., Bretherton, 1., Camaioni, L., & Volterra, V. (1979). The
emergence of symbols: Cognition and communication in infancy. New York:
Academic Press.

Bellamy, G., Croot, L., Bush, A., Berry, A., & Smith, A. (2010). A study to define:
Profound and multiple learning disabilities (PMLD). Journal of Intellectual
Disabilities, 14,221-235.

Bogaard van den K.J.H.M, Nijman, H.L.I., Palmstierna, T., & Embregts, P.J.C.M.
(2018). Self-injurious behaviour in people with intellectual disabilities and co-
occurring psychopathology using self-harm scale: a pilot study, Journal of
Developmental and Physical Disabilities, 30, 707-722.

Bott, C., Farmer, R., & Rohde, J. (1997). Behaviour problems associated with lack of
speech in people with learning disabilities, Journal of Intellectual Disability
Research, 41, 3-7.

Brady, N., Steeples, T., & Fleming, K. (2005). Effects of prelinguistic
communication levels on initiation and repair of communication in children
with disabilities. Journal of Speech, Language and Hearing Research, 51, 451-
470.

Bruce, S., Godbold, E., & Naponelli-Gold, S. (2004). An analysis of communicative
functions of teachers and their students who are congenitally deafblind.
Rehabilitation Education for Blindness and Visual Impairment, 36, 81-90.

Clark, G.N., & Seifer, R. (1983). Facilitating mother-infant communication: A
treatment model for high-risk and developmentally delayed infants. Infant
Mental Health Journal, 4, 67-82.



Rebecka Lindholm 42

Coia, P., & Handley, A.J. (2008). Developing relationships with people with
profound learning disabilities through intensive interactions. In M.S. Zeedyk
(Ed.), Promoting social interaction for individuals with communicative
impairments: Making contact (pp. 102-118). London: Jessica Kingsley
Publishers.

Crais, E.R., Watson, L. R., & Baranek, G.T. (2009). Use of gesture development in
profiling children’s prelinguistic communication skills, American Journal of
Speech-Language Pathology, 18, 95-108.

Crais, E.R., & Roberts, J. (1996). “Assessing communication skills”, Edts., M.
McLean., D.B. Bailey., & M, Wolery., Assessing infants and preschoolers with
special needs, 2: nd edition, Upper Saddle River, NJ: Merrill/Prentice Hall.

Elgie, S., & Maguire, N. (2001). Intensive interaction with a woman with multiple
and profound disabilities: A case study. Tizard Learning Disability Review, 6,
18-24.

Ephraim, G.W.E. (1982). Developmental process in mental handicap.: A generative
structure approach. PhD thesis, Brunel University.

Evenhuis, H.M., Theunissen, M., Denkers, 1., Vershuure, H., & Kemme, H. (2001).
Prevalence of visual and hearing impairment in a Dutch institutionalized
population with intellectual disability. Journal of Intellectual Disability
Research, 45, 457-463.

Felce, D., Bowley, C., Baxter, H., Jones, E., Lowe, K., & Emerson, E. (2000). The
effectiveness of staff support: Evaluating Active Support training using a

conditional probability approach. Research in Developmental Disabilities, 21,
243 —255.

Felce, D., & Perry, J. (1995). The extent of support for ordinary living provided in
staff housing: The relationship between staffing levels, resident characteristics,
staffiresident interactions and resident activity patterns. Social Science &
Medicine, 40, 799-810.

Forster, S. (2008). HOP Hanging Out Program. Interaction for people at risk of
isolation. Oakleigh: Vic.

Gliga, T., & Csibra, G. (2007). Seeing the face through the eyes: a developmental
perspective on face expertise, Progress in Brain Research, 164,323-339.

Grove, N., Bunning, K., Porter, J., & Olsson, C. (1999). See what [ mean?:
Interpreting the meaning of communication by people with severe and
profound intellectual disabilities. Journal of Applied Research in Intellectual
Disabilities, 12, 190-203.

Guess, D., Roberts, S., Siegel-Causey, E., & Rues, J. (1995). Replication and
extended analysis of behaviour state, environmental events and related
variables among individuals with profound disabilities, American Journal on
Mental Retardation, 100, 36-50.

Guess, D., Roberts, S., & Guy, B. (1999). Implications of behaviour state for the
assessment and education of students with profound disabilities. In A. C. Repp



Rebecka Lindholm 43

& R. H. Horner (eds) Functional Analysis of Problem Behaviour — From
Effective Assessment to Effective Support, pp. 338-94, Wadsworth, Belmont.

Hogg, J., Reeves, D., Roberts, J., & Mudford, O.C. (2001). Consistency, context and
confidence in judgements of affective communication in adults with profound

intellectual and multiple disabilities. Journal of Intellectual Disability
Research, 45, 18-29.

Hood, B.M., Willen, J.D., & Driver, J. (1998). Adults eyes trigger shifts of visual
attention in human infants, Psychological Science, 9, 131-134.

Hostyn, 1., Daelman, M., Janssen, M, & Maes, B. (2010). Describing dialogue
between persons with profound intellectual and multiple disabilities and direct
support staff using the Scale for Dialogical Meaning Making, Journal of
Intellectual Disability Research, 54, 679-690.

Janssen, H., Riksen-Walraven, J., & Van Djik, J. (2006). Applying the diagnostic
intervention model for fostering harmonious interactions between deafblind

children and their educators: a case study, Journal of Visual Impairment and
Blindness, 100, 91-105.

Lancioni, G.E., O’Reilly, M.F., Singh, N.N., Sigafoos, J., Didden, R., Olivia, D.,
Campodonico, F., De Pace, C., Chapparino, C., & Groeneweg, J. (2005).
Assessing a microswitch-based stimulation procedure for eye-blinking

responses in a young woman with profound multiple disabilities. Perceptual
and Motor Skills, 101,212-216.

Langton, S.R.H., Watt, R.J., & Bruce, V. (2000). Do the eyes have it? Cues to the
direction of social attention, Trends in Cognitive Sciences, 4, 50-59.

Landis, J. R. & Koch, G.G. (1977). The measurement of observer agreement for
categorical data. International biometric society, 33(1), 159-174.

Leaning, B., & Watson, T. (2006). From the inside looking out: An Intensive
interaction group for people with severe learning disabilities: Dilemmas and
compromises. British Journal of Learning Disabilities, 34, 103-109.

Lhatoo, S.D, &Sander, J.W. (2001). The epidemiology of epilepsy and learning
disability. Epilepsia, 42, 6-9.

Lovell, D., Jones, R., & Ephraim, G. (1998). The effect of Intensive interaction on
the sociability of a man with severe intellectual disabilities. The International
Journal of Practical Approaches to Disability, 22, 3-8.

Lowe, K., Felce, D., & Blackman, D. (1995). People with learning disabilities and
challenging behaviour: the characteristics of those referred and not referred to
specialist teams, Psychological Medicine, 25, 595-603.

McClintock, K., Hall, S., & Oliver, C. (2003). Risk markers associated with
challenging behaviours in people with intellectual disabilities: a meta-analytic
study, Journal of Intellectual Disability Research, 47, 405-416.

McConkey, R., Morris, 1., & Purcell, M. (1999). Communications between staff and
adults with intellectual disabilities in naturally occurring settings. Journal of
Intellectual Disability Research, 43, 194-205.



Rebecka Lindholm 44

Mellstrom, B.P., Saunders, M.D., Saunders, R.R., & Olswang, L.B. (2005).
Interaction of behavioural state and microswith use in individuals with

profound multiple impairments. Journal of Developmental and Physical
Disabilities, 17, 35-53.

Mundy, P., Delgado, C., Block, J., Venezia, M., Hogan, A., & Seibert, J. (2003).
Early social communication scales (ESCS), University of Miami,
https://www.researchgate.net/publication/228984460 Early social communica
tion_scales ESCS.

Mundy, P. & Stella, J. (2000). Joint attention, social orienting, and nonverbal
communication in Autism, In a A. M. Wetherby., & B. M. Prizant (eds).
Autism spectrum disorders: A transactional developmental perspective, Paul H.
Brookes Publishing Co.

Nakken, H., & Vlaskamp, C. (2007). A need for taxonomy for profound intellectual
and multiple disabilities. Journal of Policy and Practice in Intellectual
Disabilities, 4, 83-7.

Nakken, H., & Vlaskamp, C. (2002). Joining forces: Supporting individuals with
profound multiple learning disabilities, Tizard Learning Disability Review, 7,
10-15.

Nettelbladt, U., & Salameh, E-K. (2007). Sprakutveckling och sprakstorning hos
barn. Del 1, Fonologi, grammatik och lexikon. Lund: Studentlitteratur AB.

Nind, M. (1996). Efficacy of intensive interaction: Developing sociability and
communication in people with severe and complex learning difficulties using
an approach based on caregiver-infant interaction. European Journal of Special
Needs Education, 11, 48-66.

Nind, M., & Hewett, D. (1994). Access to communication: Developing the basics of
communication with people with severe and complex learning difficulties using
an approach based on caregiver-infant interaction. London: David Fulton.

Nind, M., & Hewett, D. (2001). A4 practical guide to intensive interaction. Plymouth:
British Institute of Learning Disabilities.

Nind, M., & Kellett, M. (2002). Responding to individuals with severe learning
difficulties and stereotyped behaviour: Challenges for an inclusive era.
European Journal of Special Needs Education, 3, 265-282.

Petry, K., & Maes, B. (2006). Identifying expressions of pleasure and displeasure by
persons with profound and multiple disabilities. Journal of Intellectual and
Developmental Disabilities, 31, 28-38.

Rowland, C., & Schweigert, P. (2005). Enhancing the acquisition of functional
language and communication. In a S. Sacks & R. Silberman (eds). Educating

students who have visual impairments and other disabilities, Baltimore, Paul
H. Brookes.

Rowland, C., & Stremel-Campbell, K. (1987). Share and share alike: Conventional
gestures to emergent language for learners with sensory impairments, In a L.
Goetz., D. Guess., & K. Stremel-Campbell (eds). Innovative program design



Rebecka Lindholm 45

for individuals with dual sensory impairments, Baltimore, Paul Brookes
Publishing.

Stillman, R., & Battle, C. (1985). Callier-Azusa scale: scales for the assessment of
communicative abilities, Texas, Callier Center for Communication Disorders.

Striano, T., & Reid, V.M. (2006). Social cognition in the first year, Trends in
Cognitive Sciences, 10, 471-476.

Thomas, D., & Woods, H. (2003). Working with people with learning disabilities:
theory and practice. London, Jessica Kingsley Publishers Ltd.

Tomasello, M. (1995). Joint attention as social cognition, In a C, Moore., & P. J,
Dunham (eds). Joint attention: Its origins and role in development, New
Jersey, Lawrence Erlbaum, Hillsdale.

Topbas, S. (2008). Dil Gelisimini Destekleme, In a Siileyman Eripek, Eskisehir, A.U
(eds). Ozel egitim, A¢ikdgretim Fakiiltesi Yayini.

Topbas, S., Mavis, 1. & Erbas, D. (2003). Intentional communicative behaviours of
Turkish speaking children with normal and delayed language development,
Child: Care, Health & Development, 29, 345-355.

Van Splunder, J., Stilma, J.S., Bernsen, R.M.D., & Evenhuis, H.M. (2006).
Prevalence of visual impairment in adults with intellectual disabilities in the
Netherlands: Cross sectional study. Eye, 20, 1004-1010.

Watson, J., & Fisher, A. (1997). Evaluating the effectiveness of intensive interaction
teaching with pupils with profound and complex learning difficulties. British
Journal of Special Education, 24, 80-87.

Watson, J., & Knight, C. (1991). An evaluation of intensive interactive teaching with
pupils with profound and complex learning disabilities. The British Journal of
Special Education, 24, 80-87.

Westling, D.L., & Fox, L.L. (2004). Teaching students with severe disabilities,
London, Pearson.

Wilder, J., & Granlund, M. (2003). Behaviour style and interaction between seven
children with multiple disabilities and their caregivers, Child: Care, Health and
Development, 29, 559-67

Whittington, A., & Alexander, K. (2001). The feelings group: A group to enhance
the emotional literacy of adults with learning disabilities. Clinical Psychology,
6, 36-40.

World Health Organization. (1992). The ICD-10 classification of mental and
behavioural disorders: Clinical descriptions and diagnostic guidelines.
Geneva: World Health Organization.

Zeedyk, M.S., Caldwell, P., & Davies, C.E. (2009). How rapidly does intensive
interaction promote social engagement for adults with profound learning
disabilities?, European Journal of Special Needs Education, 24, 119-137.



Rebecka Lindholm Appendix A 1

o

X\

Abo Akademi
Humaniora,
psykologi och teologi

Informerat samtycke om klientens deltagande i forskningsprojekt

Terapimodellen Hanging out Program (HOP) utvecklad av talterapeut och doktorand
Sheridan Forster fran Australien, baserar sig pé intensiv interaktion med personer
med grava och multipla intellektuella svdrigheter i risk for isolering.
Interaktionsmetoderna grundar sig pd naturlig vixelverkan, dir forskaren stoder
deltagarens initiativ att kommunicera pre-verbalt. En 6kad social gemenskap 6kar
livskvaliteten och vialmaende hos deltagaren. Intensiv interaktion har en stark
vetenskaplig grund, och Sheridan Forster har format ett terapiprogram utgaende fran
de pre-verbala kommunikationsteknikerna. Forster utvecklade HOP med
motivationen att alla madnniskor har ritt till daglig kvalitativ interaktion. Med hjélp
av HOP kan personer med grav utvecklingsstorning erbjudas en kvalitativ

interaktionsstund med personer 1 sin omgivning.

Syftet med den hér studien &r att utreda effekterna av HOP modellen pé pre-verbala
kommunikationsformagor hos personer med grav utvecklingsstorning. Etiskt tillstdnd
for studien har beviljats av den etiska nimnden for psykologi och logopedi vid Abo

Akademi och av Karkulla Samkommun.

HOP terapin utfors en gang per dag, 20 gdnger under 1 ménads tid, 10 minuter per
session. Terapin utfors pa ett for deltagaren bekant och tryggt utrymme. Varje
tillfille videoinspelas och skriftlig dokumentation pa vad som skett under terapin
gors efter varje session. Alla dokument och inspelningar férvaras konfidentiellt och
bakom las. Deltagarnas identitet kommer inte fram i avhandlingen. Efter
terapiperiodens slut kommer en sammanfattning och analys av materialet att goras.
For att ta reda pa effekterna av HOP terapin kommer kommunikativa tecken under

sessionerna att raknas.
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Ifall positiva effekter konstateras kan personal vid Karkulla Samkommun utbildas av

experter for att anvdnda modellen med klienter i risk for isolering.

Ert tillstand for deltagarens deltagande &r frivilligt och ni har rétt att avbryta
deltagandet nir som helst utan att ange orsak. Sé fort studien &r klar, delar jag gérna
med mig av resultaten om ni sd 6nskar. Under tiden, om ni har fragor gar det bra att

kontakta forskaren eller handledarna:

Forskare: Rebecka Lindholm
Kontaktuppgifter: relindho@abo.fi, 0407222249
Fakulteten for humaniora, psykologi och teologi

Amneslinje: Logopedi
Abo Akademi 2016

Handledare:
Pirkko Rautakoski, professor i logopedi,
pirkko.rautakoski@abo.fi, 022153631
Pia Lindevall, ledande terapeut vid Kirkulla Samkommun,
phaline@karkulla.fi, 0247 431 237

Jag har ldst igenom

. . (Anhdrigas namn)
informationen

om studien och godkinner att

. (Deltagarens namn och
ar
fodelsedatum)

2016 deltar i forskningen som utreder effekterna av HOP modellen pa pre-verbala

kommunikationsférmagor hos personer med grav utvecklingsstorning.

Jag ger tillstdnd at att

. . .. . (Forskarens namn)
talterapisessionerna fér video- och ljudinspelas.



mailto:relindho@abo.fi
mailto:pirkko.rautakoski@abo.fi
mailto:phaline@karkulla.fi

Rebecka Lindholm

Jag ger tillstdnd

till att forskaren vid behov kan f& bakgrundsinformation som é&r relevant for studien

ger inte tillstand

av personal som kdnner deltagaren vil.

Jag ger tillstdnd

ger inte tillstand

Appendix A continues

till att forskaren far tillgang till deltagarens patientjournal pa boendet for

bakgrundsinformation.

Jag ger tillstdnd

till att materialet far anvéndas av ledande talterapeut Pia Lindevall i utbildningssyfte

ger inte tillstdnd

for personal vid Kéarkulla Samkommun.

3

Ort, datum, underskrift
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Table 7
Percentage of social engagement for each variable during each therapy session
Session Variable Client A Client B Client C
S1

Eye gaze Away 78.25 86.33 79.33
Body 4.67 9.00 20.17

Face 17.07 4.67 0.50
Orientation Away 0.00 84.67 52.50
Body 100.00 11.83 44.17

Face 0.00 3.50 3.33
Vocals No vocals 100.00 99.17 76.00

Vocals 0.00 0.83 16.33

Interaction 0.00 0.00 7.67
S2 Eye gaze Away 63.17 58.50 87.00
Body 28.50 34.67 11.67

Face 8.33 6.83 1.33

Orientation Away 92.00 45.50 73.83

Body 8.00 49.50 2.50

Face 0.00 5.00 0.67

Vocals No vocals 92.17 100.00 83.83

Vocals 5.67 0.00 7.17

Interaction 2.17 0.00 9.00

S3 Eye gaze Away 63.50 65.83 87.83
Body 21.67 28.00 11.50

Face 14.83 6.17 0.67
Orientation Away 58.83 63.67 83.50

Body 25.17 32.50 12.67

Face 16.00 3.83 3.83
Vocals No vocals 99.33 100.00 88.00

Vocals 0.67 0.00 8.00

Interaction 0.00 0.00 4.00

S4 Eye gaze Away 55.83 65.67 47.50
Body 34.72 29.00 48.17

Face 9.44 5.33 4.33

Orientation Away 0.00 58.00 31.33

Body 100.00 24.50 56.67

Face 0.00 17.50 12.00

Vocals No vocals 97.78 100.00 83.33

Vocals 0.56 0.00 9.33

Interaction 1.67 0.00 7.33
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Session Variable Client A Client B Client C
S5
Eye gaze Away 50.50 62.07 35.46
Body 17.50 30.24 19.62
Face 32.00 7.69 44.92
Orientation Away 1.67 59.68 13.95
Body 69.83 31.56 48.23
Face 28.50 8.75 37.83
Vocals No vocals 99.83 57.29 90.07
Vocals 0.17 42.71 3.07
Interaction 0.00 0.00 6.86
S6
Eye gaze Away 54.39 85.50 22.33
Body 32.82 13.17 65.50
Face 12.79 1.33 12.17
Orientation Away 35.88 71.50 7.17
Body 55.15 28.50 68.50
Face 8.97 0.00 24.33
Vocals No vocals 90.08 86.17 79.83
Vocals 1.53 13.83 5.83
Interaction 8.40 0.00 14.33
S7
Eye gaze Away 17.72 26.67 0.00
Body 69.62 66.33 87.74
Face 12.66 7.00 12.26
Orientation Away 26.58 7.17 85.80
Body 73.42 69.67 2.53
Face 0.00 23.17 11.67
Vocals No vocals 92.17 96.17 85.80
Vocals 5.67 3.83 2.53
Interaction 2.17 0.00 11.67
S8
Eye gaze Away 5.30 53.67 69.00
Body 26.92 35.67 19.53
Face 67.78 10.67 11.47
Orientation Away 0.20 67.33 56.45
Body 90.18 22.67 13.98
Face 9.63 10.00 29.57
Vocals No vocals 83.89 68.50 89.78
Vocals 10.61 31.50 4.30
Interaction 5.50 0.00 5.91
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Session Variable Client A Client B Client C
S9
Eye gaze Away 79.03 59.17 46.33
Body 9.51 34.50 27.33
Face 11.46 6.33 26.33
Orientation Away 49.90 63.00 61.67
Body 40.19 30.33 22.17
Face 9.90 6.67 16.17
Vocals No vocals 79.42 95.50 81.67
Vocals 1.55 4.50 8.17
Interaction 19.03 0.00 10.17
S10
Eye gaze Away 71.49 23.67 47.74
Body 2.98 68.67 34.18
Face 25.53 7.67 18.08
Orientation Away 54.04 8.67 48.10
Body 39.36 88.33 36.53
Face 6.60 3.00 15.37
Vocals No vocals 87.45 87.83 78.48
Vocals 2.98 12.17 10.13
Interaction 9.57 0.00 11.39
S11
Eye gaze Away 38.61 39.67 79.83
Body 12.55 5.67 0.83
Face 48.84 8.67 19.33
Orientation Away 30.69 23.00 71.17
Body 32.63 60.33 13.83
Face 36.68 16.67 15.00
Vocals No vocals 77.22 98.33 80.00
Vocals 2.51 1.67 7.83
Interaction 20.27 0.00 12.17
S12
Eye gaze Away 31.00 31.17 90.33
Body 4.50 61.00 4.00
Face 64.50 7.83 5.67
Orientation Away 32.33 29.50 66.17
Body 10.33 59.67 8.50
Face 57.33 10.83 25.33
Vocals No vocals 83.67 100.00 87.67
Vocals 0.67 0.00 5.83
Interaction 15.67 0.00 6.50
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Session Variable Client A Client B Client C
S13
Eye gaze Away 55.33 54.67 55.17
Body 10.00 36.67 44.29
Face 34.67 8.67 0.00
Orientation Away 42.17 43.17 51.07
Body 37.67 44.50 33.57
Face 20.17 12.33 15.36
Vocals No vocals 91.50 81.33 84.64
Vocals 6.00 18.67 4.64
Interaction 2.50 0.00 10.71
S14
Eye gaze Away 39.66 40.50 57.33
Body 2.69 56.83 21.00
Face 57.39 2.67 21.67
Orientation Away 33.50 25.00 67.83
Body 66.50 72.00 13.17
Face 0.00 3.00 19.00
Vocals No vocals 99.75 100.00 88.67
Vocals 0.25 0.00 5.17
Interaction 0.00 0.00 6.17
S15
Eye gaze Away 77.93 24.00 54.67
Body 9.39 71.33 20.67
Face 12.68 4.67 24.67
Orientation Away 58.45 49.17 52.67
Body 37.79 50.00 27.83
Face 3.76 0.83 19.50
Vocals No vocals 88.50 99.67 92.83
Vocals 0.70 0.33 3.00
Interaction 10.80 0.00 4.17
S16
Eye gaze Away 26.36 33.50 67.88
Body 38.76 64.50 13.25
Face 34.88 2.00 18.87
Orientation Away 28.10 23.67 85.76
Body 43.02 75.50 13.58
Face 28.88 0.83 0.66
Vocals No vocals 79.84 96.00 78.48
Vocals 2.13 4.00 12.25
Interaction 18.02 0.00 9.27
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Session Variable Client A Client B Client C
S17
Eye gaze Away 17.25 44.83 55.00
Body 42.89 52.50 26.50
Face 39.86 2.67 18.50
Orientation Away 18.88 45.67 51.33
Body 60.37 52.33 21.17
Face 20.75 2.00 27.50
Vocals No vocals 82.52 96.67 83.83
Vocals 9.32 3.33 7.50
Interaction 8.16 0.00 8.67
S19
Eye gaze Away 47.84 71.83 70.43
Body 28.02 23.00 28.49
Face 24.15 5.17 1.08
Orientation Away 50.80 80.50 24.19
Body 35.54 15.50 75.81
Face 0.00 4.00 0.00
Vocals No vocals 99.09 100.00 81.72
Vocals 0.68 0.00 16.13
Interaction 0.23 0.00 2.15
S20
Eye gaze Away 33.67 19.67 62.33
Body 35.17 60.67 6.83
Face 31.17 19.67 30.83
Orientation Away 30.17 6.17 40.50
Body 38.17 58.50 12.50
Face 31.67 35.33 47.00
Vocals No vocals 79.83 99.67 77.50
Vocals 14.33 0.33 7.00
Interaction 5.83 0.00 15.50
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H Y P UPPFOLININGSBLANKETT

Namn:

Ifyllarens namn:
Datum:

Tid:

Plats:

Vad hande?

Vad gick bra?

Vad gick inte bra?

Vad prévar jag pa nasta gang?

Uppféljningsblanketten fylls i efter varje HYP-stund.
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H Y P SAMMANFATTNINGSBLANKETT

Namn:
Ifyllaren namn:
HYP-periodens boérjan:

HYP-periodens avslutning:

Vad gick bra:

Hurdana meddelanden upptackte vi att hon gav:
Vad gick inte bra:
Vad larde vi oss:

Sammanfattningsblanketten fylls i efter varje HYP-period.
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Forbattrad preverbal kommunikation hos personer med grav psykisk
utvecklingsstorning med hjilp av terapimodellen Hanging Out

Program”

Pro gradu-avhandling i logopedi

Institutionen f&r humaniora, psykologi och teologi, Abo Akademi

Tillimpning av terapimodellen "Hanging Out Program” (HOP) kan forbéttra
preverbal kommunikation hos personer med grav psykisk utvecklingsstorning.
Rebecka Lindholm har inom ramen for sin pro gradu-avhandling vid Abo Akademi
gjort ett projekt med tre personer med grav psykisk utvecklingsstorning vid Kérkulla
Samkommun. Projektets mal var att undersoka om anviandningen av en individuell
HOP-terapiperiod pa tjugo terapisessioner leder till en forbéttring i deltagarnas

preverbala kommunikation.

Resultaten visar en forbéttring i de flesta analyserade preverbala kommunikativa
handlingarna. Resultaten kunde emellertid inte valideras med statistisk signifikans.

Ett storre antal deltagare skulle behovas for att bekrifta resultaten.

Svérigheter med kommunikation &r ett &terkommande problem 1 arbete med personer
med grav psykisk utvecklingsstorning. Bristfallig kommunikation {f6r dessa personer
kan 1 vissa fall leda till bland annat social isolering. Anvindningen av HOP-
terapimodellen &r ett lovande redskap for att forbéttra kommunikationen mellan

personer med grav psykisk utvecklingsstorning och deras kommunikativa partner.

Ytterligare information fas av:

Rebecka Lindholm
Logopedistuderande
Logopedi/Abo Akademi
0407222249
rebecka.lindholm@abo.fi

Pirkko Rautakoski
Professor 1 logopedi
Logopedi/Abo Akademi
02 215 3631
pirkko.rautakoski@abo.fi



