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Abstract 

Disability is a state which questions one’s social standing. Individuals with disability 

are often seen shunned and sheltered from the society. It is understood that one 

cannot expect the world to revolve around us, rather we make adjustments to 

make life smoother. This thesis looks at non-verbal communication strategies 

within one case study who suffers from Cerebral Palsy and multiple 

communication needs. The major share of the thesis looks at the multimodal 

communication where the communication and bodily gestures gain prominence. 

 

Cerebral Palsy, in an overview, (CP) is a group of permanent neurological 

disorder that affects one’s body movement and muscle coordination, commonly 

seen in an infant stage or early childhood caused by the damage to the brain that 
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hinders the brain’s ability to control movement and posture of the body. CP 

affects the outer layer of the brain that directs the muscle movements. Alongside 

a stationary characteristic, a lot of motor, sensory and intellectual impairments 

accompany the disorder. These characteristics mark the beginning of life for the 

CP injured and is seen affecting their physical, mental and social existence, limiting 

their abilities of motor and oral skills impairing the ability of speech. Physique 

alterations include changes in jaw structure, lips and tongue making it nearly 

impossible in articulating words (Geytenbeek, 2011). 

Communication is an integral part of any relation. Feelings and emotions are often 

conveyed through communicating it in two different ways- verbal 

(psycholinguistics) - that involves a lot of ideas, messages conveyed through 

words and speech for communication and non-verbal (psychobiological) - 

involves facial and bodily expressions. 

My prime target is the latter’s way of communication, how these non- verbal 

communication can be interpreted, how do the family members and personal 

assistants decipher the expressions and understand subtle nuances. The 

complexity of communication within this group is further intensified by the power 

structures and decision makers in the society. It also tries to look at different 

models of communication and the strategies to make communication effective 

among the disabled group.  

Communication is very mutable and through this dissertation I try to analyze 

techniques that gives visibility to varied experiences and turning them into 

representations of certain ideas. Also it tries to unravel the emerging problems 

within the communication arena, misinterpretations thus reaching a conclusive 

hypothesis that communication is constantly irregular and fluctuating according 

to distinctive time, person and space. 
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CHAPTER 1 

Introduction 

Life tends to be hard and challenging for a person without any physical or mental 

ailments; living with a long term condition or being a mentally or physically disabled 

person is an advent of trauma in reality. Life style has been fluid every era; people 

move from countries and continents following different reasons either to settle 

down in their lives or live in harmony with the soul.  

There always exist a distorted perception of disability within individuals; which 

necessarily flyspecks towards abnormality. Mason identifies that the medical model 

of disability and its studies target to oppression of all people, specifically both abled 

and disabled. The disabled person is impaired from his/her normal functions 

objectifying them as powerless, insecure, frail, uncomfortable and embarrassed 

(Rieser and Mason, 1992, pp.78). I would like to address the disabled as ‘differently 

abled’ through the process of my writing. When the neutral elements within the 

differently abled are dismissed they are portrayed as ingredients of charity, pity, 

hatred, comedy dependence and gazed objects among the so called normal people. 

This argument initiates the question as to what is being normal or who is considered 

to be normal. According to Erich Fromm, a normal person is “the person who is 

able to fulfil the social role he has been given and to work in the fashion that 

contemporary society requires of him” (Fromm, 2001, pp. 119). Thus, a normal 

person is someone who lives in the present world, takes his/her abilities for granted 

and lives in accordance to the rules of the society. According to the WHO, 

Disability is ‘any restriction or lack (resulting from impairment) of ability to perform 

an activity in the manner or within the range considered normal for a human being’ 

(WHO, 1981). Relatively this concludes that a disabled is deformed not only in 
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his/her physical characteristics but is also excluded from the society for not leading 

an ordinary life.  

From time immemorial the disabled have been seen as different and oppressed, 

quoting from Davis (1997)  

“For centuries, people with disabilities have been an oppressed and repressed 

group. People with disabilities have been isolated, incarcerated, observed, written 

about, operated on, instructed, implanted, regulated, treated, institutionalized, and 

controlled to a degree probably unequal to that experienced by another other 

minority group” (pp. 1).  

These prejudices do not stem from individuals but they can be collective responses 

within certain cultural norms or standards, though it is not proven scientifically. It 

is high time that these so called constructs are demolished, to pave way for a newer, 

open generation where equality and living in harmony matters. 
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CHAPTER 2 

Background 

Communication serves as a necessary requisite to form any relationship without 

which man; as a social being feels disadvantaged. Leading an equal life means that 

one’s wishes and needs are accounted and done with full satisfaction. As language 

is very fluid which can be twisted according to human needs, it can also prove to 

be an important tool of empowerment. 

Communication can be both verbal and non- verbal. Verbal communication 

channels itself through interpersonal, intrapersonal, written and public 

communication, while non-verbal communication uses a wide range of instruments 

for imparting the message, which include gestures, eye contact signs etc. it has 

become a common place theory that individuals resort to a lot of non-verbal 

communication almost unknowingly, over the years. Mehrabian (1971) a researcher 

found out that 70-90 % of a person’s communication is based on non-verbal cues 

in the form of eye contact, body gestures and only a small percentage comprises of 

the actual words spoken.   

We live in a rapidly changing environment, our values, desires, prejudices are 

systematically entitled on ‘voices’. If voices cannot be heard; can it be summarized 

that the power of communication has ended? Voicing for the voiceless always 

underpins the disadvantaged, disabled, minority, the under-represented and highly 

vulnerable in the society. Acquiring this serenity can prove to be hard without 

access to positive communication, a track in non-verbal communication.  
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Positive communication 

Is an achievable task with people who are disabled but, has the ability for speech, it 

becomes a dilemma when the person is speech impaired and has serious disabilities. 

A mode of communication is said to be positive when the speaker recognizes the 

service user (no matter how severely disabled he/she is) as an individual rather than 

being objectified. Positive communication gives more importance to maintaining 

good eye contact and using respectful words. It is not the disability that is projected 

but the individual. One should understand that a disabled person’s self-esteem and 

social justice is derived from their wider social conditions and relations in the 

society (The Equality Studies Centre 1994; Finkelstein, 1995). So the intensity of 

the value of communication depends on our profound understanding of a disabled’s 

oppression. No man should feel oppressed and secluded because of a certain bodily 

phenomenon. Positive communication can reduce the gap between the abled and 

disabled, as one ultimately feels secure at a place where you are treated as a human 

being. Henceforth, the main aim of any communication is to build effective bond 

and relationship with an individual. Every individual is accustomed to a certain way 

of communication and when it does not culminate in desired effects it loses its 

value. 

“Certain social groups deserve so-called special considerations and 

entitlements. They deserve these for the perfectly good democratic reason 

that, without them, they would be open to abuse and exploitation by more 

powerful groups and forces (government, markets and corporations, for 

example) which could not be relied on to protect the rights and interests of 

others. As an idea and an ideal, then, democracy acknowledges that between 

the many different interests in a society there are unequal relations of power, 
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and so it acts to give power to those interests which on their own are less 

equal than others.” (Lucy & Mickler, 2006, p. 2).  

 

It is therefore interesting to note the meaning of humanness according to Martin 

Buber, a 20th century widely accepted philosopher ranked among the existentialists 

for his exuberant thoughts. His idea of I-Thou and I- It concept has gained world 

acclaim. The I- You concept revolves around two individuals who has mutual 

respect, empathy, care and trust, it is a relationship of total involvement of two 

selves. On the contrary the I-It concept objectifies the other, this pair views the 

other self as being dependent, exploited and exteriorized. As the positive 

communication it is indeed important to genuinely discover humanity, trust and 

belief from within the, I-You relationship and constantly reaffirming it to the 

disabled service user, through ones actions (Roth, 1994). This essay tries to 

evaluate from a Nordic perspective, on how non-verbal and positive 

communication can help in effective communication. 

The Nordic health care system is world renowned for the immensely effective care 

they give in promotion of equal access of health care opportunities and freedom of 

high-quality health care for all. Nordic countries’ health care models are widely 

accepted and looked up to be followed by globally. From the readings in health and 

lifestyle in the Nordic countries, it can be found that both health and lifestyle are 

advancing towards creating a Nordic smart health tech and as part of that 

advancement a vast array of exhibitions and presentations are demonstrated for 

reaching it out to the public.  A literature review based on the Nordic perspective 

summarizes the following:  high quality and equitable health care options for all, 

smart, digital and mobile health care solutions. The Nordic region are considered 

to be pioneers of ‘sustainable healthcare’. 
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CHAPTER 3 

Theoretical Framework 

 

Communication presents itself in three models- 

Linear model- studied by Laswell (1948) in Wood (2009) which explains it as a one 

way process where there is a sender who delivers the message and a receiver who 

listens to it. 

 

Fig: 1 

 

Source: Wood, J. T. (2009). Communication in our lives (4th ed.). Belmont, CA: Thomson-

Wadsworth 

 

Interactive model- Schramm (1955) in Wood (2009) understood the limitation in the 

linear model thereby coming out with a model that is interactive in which both the 

sender and receiver can acquire feedback.  

 



14 
 

Fig: 2 

 

Source: Wood, J. T. (2009). Communication in our lives (4th ed.). Belmont, CA: Thomson-

Wadsworth  

Transactional model- addresses the gaps of both the other models to make 

communication a better experience. It works on the foundation that 

communication is an ongoing and continually changing experience- as people and 

situations may change, each element is related to the other and the process also 

relies on the person- their beliefs, attitudes and self-esteem (Wood, 2009). 

Fig: 3 

 

Source: Wood, J. T. (2009). Communication in our lives (4th ed.). Belmont, CA: Thomson-

Wadsworth  
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3.1 Communication Theory 

Communication theory is a popular discipline that studies how information is 

transmitted via all mediums (visual, auditory and media). Today the world revolves 

around how communication is meaningfully articulated among humans. Humans are 

the only known species who has language to their choice to communicate. 

Communication theory tries to understand what a human tries to communicate 

and how it is meaningfully interpreted by the receiver. There are also several other 

theories that concentrate on the cultural and social aspect of communication, but 

communication theorists are more inclined to analyze the meaning within 

communication. 

The origin of communication theory dates back to the 1920s which related to 

information theory formulated by Harry Nyquist, a researcher who published a 

paper called ‘Certain Factors affecting Telegraph Speed’. The original information 

theory can be traced from Claude Shannon’s paper ‘A Mathematical Theory of 

Communication’ presented in 1948, proposed that meaning and the communicative 

message must be treated in isolation, which is indeed a very sharp contrast from 

the present era where information is interpreted via conveying its meaning. 

Apart from the models of communication presented above it is worth 

understanding the other models for enhancing effective communication. Aristotle, 

a classical philosopher of Ancient Greece who is one among the best of his kind 

proposed a theory of communication called the Aristotle’s Model of Communication 

before 300 BC. He found out the importance of audience role of communication 

in his model. Aristotle was of the opinion that a speaker should change his speech 

according to the audience and situation. 
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Fig: 4 

 

Source: Communications Theory; Aristotle’s model of communication. Also 

available at: https://www.communicationtheory.org/aristotle%E2%80%99s-

communication-model/. 

 

Aristotle’s model of communication led to an array of developmental theories in 

communication, it is worth mentioning a few in order to present effective 

transmission of information. Harold Lasswell Model of Communication (1948) follows 

the Aristotlean model and considers communication as an object. According to 

Lasswell an effective way towards communication happens through a five way 

process that includes- who, what, which channel, to whom and with what effect. 

Lasswell’s model caters to a multi-cultural society with multiple audience as a 

backdrop. Theodre M Newcombe’s Model of Communication (1953), according to this 

model, its founder, Theodre claims that communication has the prowess to 

maintain social relationships and equilibrium in the society, thus the message is 

never seen as a separate entity. He gives importance to the social pattern of the 

society and claims that, communication is very important to sustain relationships.  

 

Non- Verbal mode of Communication is commonly considered as an important tool in 

the communication arena. This mode of communication features heavily on body 

language, gestures, eye movements and environmental factors. Non- verbal 

beahviour is often referred to as tells because they talk about a person’s present 

state of mind (Navarro, 2008, 2011). 
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Fig: 5. a model of non-verbal communication 

 
Source: Adapted from Eunson (1987) 

The case study that I have chosen as a subject unravels itself within the non-verbal 

mode of communication with subtle picks from the Theodre Newcombe’s model, 

that the message conveyed cannot be considered as a separate entity. It will be 

furnished with facts that communication has the ultimate responsibility in 

maintaining effective and efficient relationships in the long run.  

 

3.2 The ideology of Disability from a Nordic context 

 

The outlook towards infirmity is distinct in every country, looking at it from a 

Swedish welfare society context, the idea of disability or being handicapped was 

stressed or brought into notice from the 1950’s where it began as an individual trait 

and the society separating the disabled- physically; drifts in thought process among 

the so called power structures- the politicians and researchers had started 

immediately after in the 1960’s. They started to view them as people with 

disabilities, rather than pointing them as handicapped. Disability has ultimately 

become a social construct which can be formulated by a public policy. It is vivid that 



18 
 

a social construct is perhaps the after effect of an authoritative figure or group 

which formulates the policy, it deems that disability policy relates to someone or a 

problem that needs compensatory or ameliorative suggestion (Hahn, 1985, pp. 

294). The society imprints the status of dependency and incompetence among the 

disabled community. This ideology stigmatizes the disabled to be the sole point of 

interest among debaters for Independent Living. The Independent Living Movement 

(IL) was proposed in the American Civil Rights Movement. The movement 

perceived the dogma of right to self- determination in life for the people with 

disabilities. This right was further enhanced to the status of personal assistance 

when it became important for people with disabilities to be helped with their 

immediate and private needs. The primary goal of the IL was to promote the 

disabled to the main stream of society rather than excluding them from their 

participation in the society. The 1980’s witnessed the IL setting up two user-

cooperatives STIL in Stockholm and GIL in Gothenburg. 

 

3.3 Models of Disability 

 

Since many decades researchers and scholars have been asserting that disability is 

a construct which is both medical and social. In the olden ages the disability was 

mentioned as a handicap leaving room for a lot of negativity in the term. Over the 

years, it was based on the individual impairments and the structure and functionality 

of one’s body parts. 

Arguably many theorists have put forward various models of disability- Nagi’s model 

of disability- he tried to use the word disability, way back in the 60’s instead of 

handicap for them to feel more inclusive and reduce the social taboo. For him 

disability was the outcome of a person’s health conditions interacting with his/her 
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immediate environment, other characteristics that affect disability can be his/her 

own definition of the situation (Nagi, 1964, 1965, 1976, 1987). On the contrary 

WHO introduced the International Classification of Impairment, Disability and 

Handicap (ICIDH), who brought out the conceptual distinctions in Nagi’s model, 

pointing functional impairments as ‘disability’ and disability as ‘handicap’, this labelled 

that a disabled/ handicapped person is an unfit in the social role  irrespective of the 

barriers environment has placed on him/her. In 1993, the National Centre for 

Medical Rehabilitation Research Model supported the Nagi model that societal 

limitations pose to be a barrier towards full participation in the society and these 

barriers can be potentially reduced by public policies. Likewise, is a social model of 

disability that focusses on the individuals interactions towards the structure and 

function of the society (Grönvik, 2007). This social model projects the idea that 

functional impairments are a hindrance to produce gainful activities in the society. 

While a medical model or functional ability perspective focusses on a person’s 

functional ability and limitations, in this model, the individual does not have control 

over his disability. 

A comparative study of how disability is viewed in an Eastern culture is worth a 

mention. It is indeed contrasting to understand that disability was a cultural myth 

till the recent era. Experiments and explorations in the field have enhanced 

considerable development.  

‘The east is east and the west is west and the two shall never be intertwined’, 

Rudyard Kipling. It is a challenge to club both the occidentals and oriental culture 

especially looking at it from a model of disability. India is a country that is fast 

growing both economically and democratically. There might be an awe of surprise 

to analyze that disability was not given due importance till the last few years. The 

United Nations Convention on the Rights of Persons with Disabilities (UNCRPD, 



20 
 

2007) and the World Report on Disability (World Health Organisation and World 

Bank, 2011) highlighted the needs of the disabled on a global level. The UNCRPD 

stood for promoting equal rights, social justice, respect, social inclusion and equal 

standards of life for a disabled in the society. The Millennium development goals 

(MDG) tried to address issues of child mortality, TB, HIV but during an agenda in 

2015 the MDG did not address the issue of disability. Only 2% of the disabled 

community have access to rehabilitation or user friendly services (Durocher et al, 

2012). Since being a growing economy it can be noted that people with disabilities 

face extreme poverty stricken life style (World Health Organization & World Bank, 

2011). From the data, it is quite understandable that there are organizations or 

government that is responsible for developing policies in favor of the disabled and 

presumably it would get better in future. So when the interventions within the 

system is limited being a disabled becomes highly rejected in this culture. Moreover 

due to the highly increasing population it is difficult to manage finances in this sector. 

There are insufficient tools or services available for the disabled, for example an 

electronic wheel chair cannot be afforded by a middle class family because either 

it’s too costly or it is not customized. One can go ahead talking about the infra 

structural incapacities too like hearing aids, ramps in public transport or restaurants 

etc. Much of the challenges are irrationally related to cultural norms molded 

historically and passed down through generations. While reading a CNN article, I 

came across Catherine Novi, the regional coordinator for the rehabilitation 

projects of Handicap International saying that family of the disabled thought that 

the disability was due to karma which has carried forward from his/her previous 

birth. She believes that it is the attitudinal differences that hesitate to accept the 

disabled in the community (Reported by Monica, CNN, 2013). But everything does 

not seem dark on the other side as after the issue of Right of Persons with 
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Disabilities Act 2016, issues and challenges have been taken up to be resolved and 

hence a Smart Cities Mission, a government initiative was founded in 2016 by the 

Prime Minister to ensure the welfare, security, social inclusion and participation in 

everyday life. It is an ongoing project that is progressing to attain its full objective 

through transforming the nation’s attitude. By 2020, India will be initiating a socio- 

economic transformation (Swavlamban- translated, as doing things for oneself) 

where India is learning from globally best acclaimed practices and technologies in a 

prospect towards digital and personal inclusion.  
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CHAPTER 4 

Disability and postmodernism 

 

Many debates and thoughts about the human body has pushed the theoretical boat 

forward. Postmodernism is one among them that has forced the society to rethink. 

Postmodernism was first identified as a theoretical movement in the early 1980s, 

but said to be around many years ago as a cultural movement. It was formed as a 

result of both world wars and Hegelian idealism. Postmodernism gives the idea that 

identity is a construct. According to Corker and Shakespeare (2002) the state of 

normalcy cannot exist without an impairment. There are lot of debates surrounding 

the meaning and characteristic of explaining disability. Disability is described as 

‘inability’ and impairment as ‘a natural defect’ by Pothier and Delvin (2006).  The 

elements that qualify towards a definition from a post conventional is that the 

perception of disability varies according to the social and political contexts 

engrained in a society and hence theory cannot fix definite parameters and 

boundaries for disability categorization. From a conventional binary thinking of 

Rosemarie Garland Thomson’s disability can be worded from a cultural milieu as,  

an overarching and in some ways artificial category that encompasses 

congenital and acquired physical differences, mental illnesses and retardation, 

chronic and acute illnesses, fatal and progressive diseases, temporary and 

permanent injuries, and a wide range of bodily characteristics considered 

disfiguring, such as scars, birthmarks, unusual proportions, or obesity....The 

physical impairments that render someone ‘disabled‘ are almost never 

absolute or static; they are dynamic, contingent conditions affected by many 

external factors and usually fluctuating over time. (1997: 13).   
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When capitalism showed its emerging face into the society, the caption ‘survival of 

the fittest’ reveals the fallacy of certain individuals over the other. Capitalism was 

seen to be exclusive among certain groups of the population which indirectly 

swelled up a sea of inequality between an individual and an individual with disability. 

These disabilities were perceived to be of no use to the competitive profit cycle” 

and “would be excluded from work” (Russell, p. 60). A certain power structure 

came into action and the disabled were supposed to adjust to the needs of those 

in power. Russell points out the gap through his statements which are worth 

mentioning;  

The social consequence would be that the disabled were perceived as not 

capable of working at all. The injured workers, the congenitally disabled 

would be excluded from the workforce, demeaned socially…generally all 

disabled people came to be viewed as ‘unfit’…the surplus population, in 

conjunction with the elderly, the unskilled, those injured on the job, the 

unemployed who would never get a job (p. 61). 

 

 

4.1 The Other 

The state of disability also depends on the class, culture, gender, age, race and 

ethnicity which creates a maze like structure that complicates the experience and 

significance of it. Even though it is evident that disability is viewed 

contradistinctively, trends to universalize the concept has never diminished. Since, 

the creation of the self came into existence as a theoretical aspect, the concept of 

‘otherness’ too evolved as retaliation. Simone de Beauvoir, a philosopher 

uncontested; based her ideas of the ‘other’ on Hegelian concept of the Master- Slave 

Dialectic, though she renames the terms as ‘the self’ and ‘the other’. The subject is 
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all encompassing while the other seems to be irrelevant or inessential.  Disability 

always remained the ‘other’ in the societal paradigm. Crang, a cultural geographer 

describes the idea of ‘othering’ as ‘a process (...) through which identities are set 

up in an unequal relationship’ (1998, pp.61). Othering extends beyond a personal 

level to a collective formulation of social attitudes and actions. According to Jackson 

and Hogg (2010) “Othering is rooted in…in-group favoritism and out-group bias. 

In-group favoritism suggests a person deemed similar…to the [Self] will be treated 

well or better than a dissimilar person and will receive some favoritism in 

interactions” (p. 520). In this power hegemony the other is perceived negatively 

with less self-respect and less admired.  Edward Said (1978) finds the dissimilarities 

of the normal and the other, the idea of normalcy is deep rooted in the idea of 

traditionally accepted while the other is confined to the lesser accepted and 

abnormal. The othering of the abnormal or the disabled is a subconscious process 

of marginalizing them from the normal scenario. Fitzgerald (1999) is of the opinion 

that a deepened silence prevails in marginalization of one group in the society and 

that is the disabled. Richards writes (2008)  “people with disabilities or illnesses are 

often reduced to the status of malfunctioning bodies and viewed as lacking capacity 

to put forward their point of view” (p. 1719). The impairment always tries to play 

the role of a subdued force in the life of the disabled. “This is not simply because 

of the impact of the impairment itself (the organic disability), but also because of 

the way in which society responds to disability (the social view of disability)” 

(Fitzgerald, 1999, p. 269). 

Disability studies have been extensively read and has had its strides both in 

literature and society, about how to eradicate marginalization and provide inclusion. 

It is rather difficult to surpass the normalcy and support the abnormal without a 

voice. By voice, I mean a representation either by an individual or an agency who is 
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ready to be the spoken form of the disabled. It is well articulated in the words of 

Simpson (2011) “the role of the academic (and professional) in challenging 

Otherness and creating more ethical and reciprocal relationships with people with 

disabilities is bearing in mind that to talk of the Other is not to talk of subjects, but 

is instead to talk about subjectivities and subjectification” (pp.553). Levinas 

(1961;1967) says it is better to view the other as a subject rather than an object. 

Being said so, the voice needs to be listened by being subjectified, and to attain that 

subjectivity one has to communicate in the context of the social system. 

Communication is not just physical, mental and economic but meaningful when 

articulated in the right way. 
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CHAPTER 5 

Problem Definition 

The onset of the 90’s saw the societal acceptance of disabled and considering 

personal assistance as a social service. The Disability Commission declared that 

personal assistance to the differently abled should improve freedom of choice, 

autonomy and continuity in everyday life, it also deemed that support and service 

is to be given to everyone who falls under the LSS scheme. LSS, the Act concerning 

support and service for persons with certain functional impairments, is an 

enforcement law that entitles and guarantees good living conditions and 

environment for people living with extensive permanent functional impairment and 

need help in all spheres of life. To be entitled to have this benefit the individual must 

have qualified on the grounds laid by the law. There are certain criteria’s that need 

to be satisfied and this includes: the individual having an intellectual disability or 

autism, have permanent impairment due to brain damage or have some lasting 

mental and physical impairments where the main cause is not ageing. All those 

individuals who qualify these norms need extensive support in leading a quality life. 

The LSS offers its service users support through various measures- advice and other 

personal support- given to individuals who need help from experts that include 

social workers, speech therapists, also some rehabilitation services; personal 

assistants- individuals with serious physical impairments who have not reached the 

age 65, are given personal care support with the help of one or more personal 

assistants. Each municipality in Sweden offers services in accordance to the hours 

of help needed by the service users, it takes the full monetary responsibility if the 

user needs assistance for fewer than 20 hours, if the hours of personal assistance 

exceeds 20 hours then the service category changes to LASS 

(Lagenomassistansersättning), act concerning compensation for assistance. 
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Personal assistance supports the quality and condition for service users to gain full 

participation in the society and enhances the possibility to “live as others do” (Act 

1993: 387, § 5; Act 1993: 389). Personal assistance does not cater to only looking 

after the basic needs but also support them with a wide range of activities and 

services available which includes leisure, work life, social interactions and reduce 

social isolation (Grönvik, 2007). This benefit is regulated within the Assistance 

Benefit Act, the Swedish Social Insurance Agency has the right to take decisions on 

assistance benefits. Isolation can be the worst verdict in a disabled persons life, thus 

to reduce it and feel inclusive the government is ready to provide a contact person, 

who can be at many times be family or someone in the family who can provide 

support, in most cases a God man (in Swedish), Ombudsman, takes the role as a 

support worker. 

 

In accordance to the Swedish reform of personal assistance, disability and a person’s 

environment are inversely related because the disability is not a fault of the 

individual and it thus creates space for change (SOU 1991:46). Apart from personal 

assistance in Sweden there are numerous External Assistance Providers (EAP). 

Norén (2000), suggests that there are three main types of EAP’s; the municipalities, 

user co-operatives and private firms. These EAP’s according to Swedish Law are 

responsible employers of the personal assistants who take care of their finance, 

recruitment and also gives due importance to working conditions. 
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5.1   Purpose 

The purpose of my study is to humbly rethink the communication norms and 

evaluate the offered personal assistance within the differently abled (both physically 

and mentally). Being a personal assistant myself, it is indeed exciting to look at the 

possibilities both from a Swedish (Nordic) and Indian perspective (the country that 

I hail from). It focusses on how these differently abled communicate, how do their 

parents or personal assistants perceive them, does effective sign language help in 

communication and ultimately from a postmodern view to problematize the idea of 

disability.  

5.2   Research Aims 

Humans are always prone to communicate with each other in every possible way, 

which indeed takes us to the time when language was signed, from there language 

has advanced to a great extent and is developing with time. The time of signing has 

been replaced with language; though language has attained its supremacy over signs 

and pictures, the question of language comprehension within disabled still remains 

open and unanswered, as there are no hard and fast rules how communication 

among disabled are measured. Hence interventions occupy a large space in 

literature. The research questions according to this thesis can be; 

1) What meanings do Mr X convey through different gestures? 

2) What kind of resources do the personal assistants and Mr. X have access to? 

3) What role does Mr X play in the communication sphere? 

4) How does power structure affect the communication? 

5) Major challenges in communications and interventions?  
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Some of the hypothesis can be: 

The society often has a tendency to construct several ideologies based on space 

and time, the society tried to materialize a social construct of disability and it is 

rooted in the power structure that has created it. 

Communication can be misinterpreted if it lacks apt word and situation. Thus, 

communication can be challenging in the world of non-verbal.  Strategies can pave 

to an easy way for effective comprehension. 
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CHAPTER 6 

Methods 

Qualitative method is used through observation and personalized interview.  A case 

study is adopted for the research purpose. The research participants were family 

of Mr X and personal assistants working with CP injured. In-depth interviews were 

performed in the family home; with both family members and 8 personal assistants 

(one being the sister of Mr X), where the case study is adopted from. This type of 

information collection helps the families and personal assistants to directly share 

their experiences and clarify dubious questions involved in the process. These 

experiences are transcribed and analyzed to attain results. Two types of 

questionnaire were designed (see appendix), one catered to the parent and one for 

the care taker of the service user.  

The results and findings of both are summarized in words and are destroyed after 

evaluating. The content validity of the questionnaire was based on review of 

literature on disability and living independently and various communication 

theories. The validity of the questionnaire was based on the responses of the 

attendees. The questionnaire was designed in English, though the mother tongue of 

none of the respondees were English. Each questionnaire contained 15 open ended 

questions which helps the respondees to think and answer descriptively. Questions 

were formulated following the research aims and challenges that were read in 

different literature, health and Nordic life style. 

Qualitative method was specifically used to understand and interpret the complex 

gravity of reality, it is effective in interpreting the human side of an issue. Participant 

observation method was used to decipher the strategy analysis. Field notes from 

Daglig Verksamhet were also interpreted for greater insight. This type of method 
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was used to create more spontaneity and exploratory ground of research. The 

researcher used this method as it seems to be more meaningful and culturally 

pronounced for the participants engaged in the process. The data was gathered 

through Quota sampling method and inferences have been summed up through 

interviews conducted. The researcher tried to explore the communication 

challenges through wording the questionnaire in such a way that it offers answers 

to research questions. The questions were simple and clear and hence the response 

rate and completion of it were on time (Bowling, 2014, p. 277). 
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CHAPTER 7 

Analysis through a Case study: 

It all happened thirty three years ago when the baby X came into existence. A world 

of excitement surrounded them when they first became parents. They were too 

young to realize the pangs of parenting as the husband was twenty three and the 

wife twenty, unimaginable from a European perspective. We have heard of teenage 

pregnancies from a western point of view but marrying the love of your life and 

having kids, of which the feeling was amazing, recollects the mother. Nothing did 

they know about the baby until he was three years of age. He stopped or could not 

continue breast feeding, he was underweight and had difficulties with swallowing 

which made it worse as he could not have any baby foods. He wasn’t walking and 

had a hunch on his back that made his parents to consult their pediatrician, resulting 

in a lot of diagnosis and tests leaving the result that he would be mentally and 

physically impaired for life. Now that he’s been diagnosed with cerebral palsy too, 

agonized the parents to the utmost, slipping them into a state of severe depression.  

Cerebral palsy or CP injury was the faintest term that the parents knew about and 

as they were very young they did not feel comfortable to manage or cope with the 

situation. On the contrary there wasn’t much help from the midwives either (based 

on personal experience). So slowly they started to live with the situation. It was a 

really hard time, remembers the mother, with no external help they were forced 

to flee from Germany to Sweden (as the father was Swedish), read and learn more 

about CP injury and living with a disabled. In Germany having a disabled child is like 

being in the dark, the mother could not work, which indeed was the most 

immediate action as they were striving hard to make both ends meet. The husband 

was looking for work and they also took turns doing off hand jobs to babysit. Hence 
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they were forced to leave Germany and settle in Sweden, a welfare state where 

disability hits the top list of values. ‘I think, the best decision we took was moving 

to Sweden’ says the mum. 

The term CP injury encompasses the ideology of complete or partial impairment 

or paralysis of the brain, it is a disorder that affects the brain and results in motor 

deficiencies. The name cerebral palsy refers to the part of the brain that is affected 

and palsy refers to paralysis. Some areas of the brain are dormant which leads to 

complete or partial muscle paralysis. According to CPD, Centre for Disease 

Control and Prevention, the signs of cerebral palsy include limited muscle control, 

abnormal reflex responses, controlled coordination and communication 

deficiencies (Birth Injury guide).Since the development of speech and facial 

expressions are very limited communication strategies prove to be difficult and 

challenging to be implemented. The severity of each case is different. At the age of 

six, a PEG (percutaneous endoscopic gastronomy) surgery was actioned in a 

hospital in Stockholm, as baby X was continuously losing weight and always felt 

malnourished. This surgery has helped the baby in having a good intake of nutrition 

as he had trouble feeding orally. After that, he also had an operation to remove the 

hunch from his back and a rod was inserted to support the back bone. All these 

were the results of good governance, the parents knew where to seek help and the 

means to contact. Both parents now started to work and there were assistants to 

look after the baby. Life became even harder when his parents found out that there 

is another baby on its way. Baby X was sent to barn och ungdomsboende (children 

and youth housing). This housing is tailored to the special needs of the differently 

abled individuals. In order to get a place in this housing an individual needs to meet 

certain criteria, according to the LSS law, the disabled are classified into three- a) 

class 1- persons with developmental disorders including autism b) class 2- people 
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with disability following an adulthood caused by some external violence or bodily 

disease in the later years c) class 3- people who have major and permanent physical 

and mental impairments and those who need support in performing all their daily 

chores especially feeding, personal hygiene, washing and communicating. My service 

user falls into category/class 3; he needs help and support with the basic needs of 

life. He was placed in the barn och ungdomsboende for several years for educational 

and housing purposes, the parents recall that his development was a bit stunted. 

He was often seen moody and sleepy. This made the parents to take an abrupt 

decision of moving him from this housing to his own home. The step was a hurdle 

to achieve as the power agencies (the government) was not an easy nut to crack. 

By this time, the parents were separated which left the mother as a sole fighter and 

provider for her son. Successfully out of the power maze, the mother brought him 

to their own home for an active life (personalized abstract from an interview with 

the mother). It should be understood that CP injury is an irreversible change and 

the only thing that can be done is find out strategies, interventions and tools to help 

them feel inclusive and lead a quality life.  

 

7.1 Data Gathering 

An observational analysis of communication with CP injured 

According to my case study Mr X, suffers from severe CP injury with limited 

coordination of muscles, no communication of any sort and is wheel chair bound. 

As specific areas of the brain control varied motor functions, a damage in these 

areas result in disabling the body. Depending on the brain damage and the intensity 

of it, there are three types of Cerebral Palsy; they are-  
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a) Spastic Cerebral Palsy- a common type of CP, people with this type of 

cerebral palsy have both weak and stiff muscles and have problems in 

coordination. Due to this spasticity, the stiff muscles become overactive and 

cannot function jointly or in coordination with the other muscles thus 

producing awkward movements.  

b) Ataxic Cerebral Palsy- in this type of CP, the area of the brain that 

controls movement, posture and balance are damaged, the people who fall 

in this category has problems in controlling movements and uncontrollable 

trembling is an after effect. 

c) Athetoid Cerebral Palsy- this type of CP, the brain damage occurs on the 

sphere of voluntary movements, people affected with this type of CP has 

poor control over their voluntary movements of muscles and joints (Fact 

Sheet, Australian Government).  

Apart from the uncontrolled movements, there are other areas also that are worth 

mentioning. As its common with CP injured to have difficulties with sight and 

hearing, my service user has problems in fixing his gaze, uncontrolled eye 

movements, but he sometimes wears power glasses to see clearly similar is the case 

for several CP injured). Though he has small difficulties in hearing, he can hear and 

respond to voices and noises in the near vicinity. Many of the CP injured have 

epileptic episodes and my service user is no exception. On an average he has a 

mixed series of epileptic seizures that may last long and become really stiff, most of 

the days in a week. Pain is an inevitable pang of the CP injured. Drooling is seen 

in most CP injured cases, this unintentional and uncontrollable loss of saliva from 

the mouth shows that these kind of people face abnormalities in swallowing and 

difficulty in closing the mouth. My service user also has uncontrollable drooling with 
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also breathing difficulties, the muscles that control the lung function is inadequate 

thereby leading to difficult breathing. 

No two individuals are the same, similarly no two CP cases are the same, a mixture 

of different symptoms can be seen in the same individual. In order to work 

effectively with a disabled, an assistant must incorporate a plethora of interventions 

to enhance qualitative care.  

Mr X cannot unclench his hands, walk or talk, along these lines communicating with 

such a person undoubtedly is a contest. Developing a key communication strategy 

is a challenge, as communication is highly fluid. It is the responsibility of the assistant 

or a family member to actively listen in order to communicate effectively. A CP 

injured person may not be able to speak, thus the assistant must ensure to become 

his/her voice. Leaning forward and giving proper eye contact is extremely important 

as you are dealing with an individual who has flesh and soul. Some CP injured people 

make use of different types of instruments to aid the communication process, for 

example computer assistance to talk- a computer set program that the person uses 

to communicate. In such a state the computer program becomes the voice of the 

individual, though many have criticized that it is a machine that lacks human intellect 

and emotions. It is very important not to judge the person whom you care for. It 

is indeed not professional to complete the sentence for the person whom you are 

communicating for even if they are slow and unclear speakers. 

My service user understands simple instructions like eating, reading and going to 

bed through appropriate signals or sign language (Teckenspråk). He goes to the 

Daglig Verksamhet (DV) a day house activity center which helps him to maintain his 

social life, the DV professionals communicate with their inmates through sign 

language. I spent a day along with my service user in the DV just to observe the 
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communication skills. I found out that the service users were kindled in all their five 

senses- as soon as they enter the center; they have a meeting where the assistants 

brief about the days’ activities. Then, they talk about the day of the week through 

a definite color and a tactile prop. I visited on a Thursday and it was known as a 

brown day signaling a mustache. According to their abilities the activities are 

tailored- some have gymnastics, some go for a long walk or listen to music. My 

service user stands on a structure called staskal, (is a standing shell) so he can stand 

and have a different posture. This standing shell, for decades have been accepted as 

a popular form of therapeutic procedure for people who spend more hours in 

sedentary positions. Sitting still in the wheel chair for long time can cause 

osteoporosis, muscular pain, cramps, weakness, spasticity and constipation. 

Therapists Ginny Paleg and Roslyn Livingston reviewed a lot of literature before 

reaching the conclusion that standing programs resulted in better outcomes   with 

people who have brain damage. They found out from mixed evidences that the 

standing posture helped in improving bone mineral density and also with the bladder 

(Elena, 2015). Hence Mr X, stands on the skaskal several times a week, both in the 

DV and over the weekend at home, he spends around thirty to sixty minutes on 

the program. During this time, the personals communicate with him by saying things 

he likes, letting him touch soft toy structures, listen to music, he also goes around 

the whole home, which otherwise he cannot do while on a wheel chair. It improves 

his mobility and mental state. I personally think, he communicates well if he is a bit 

uneasy or discomforted for any reason, and I understand that he becomes happy if 

we found out why he was uncomfortable, it is through a non-verbal gesture that 

we notice he is calm (example his smile). It is widely accepted that movement is 

really important even though there might be persistent difficulties, prolonged rest 
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can lead to a weak, fatigue, reactive depression and physiological deconditioning 

(Willer and Leddy, 2006). 

Smile or the face of the person is an ‘undeniable reality’ according to Levinas (1979). 

Levinas brought out the famous concept of the ‘face of the other’, the face of the 

other is a living presence of another who is felt socially and ethically (1979). ‘The 

face is a living presence; it is expression… The face speaks (1979, pp. 66). Apart 

from the face, the other person is represented by a physical presence, bodily 

gesture, voice, and action but the face is a clear canvas of the most exposed and 

expressed part of a human body and hence facial expression need close evaluation 

especially while communicating with the non- verbal. Perceiving an individual as 

unique is important to feel socially inclusive. As a separate entity it is crucial for 

them to feel recognized and respected. Though Mr X shows subtle changes to 

communicate himself, as a personal assistant it is important to attend to the cue in 

order to show increased participation and autonomy of the individual. 

 

7.2 Mutuality: live the moment  

“If you relate to him as well and relate sincerely, that builds a relationship and he 

connects with you” (Support Worker for a client with severe intellectual disability) 

(Johnson et.al, 2012). This is very evident in the case of Mr X as he feels very 

comfortable and secure when we share the moments with him, examples include 

cracking jokes, doing collaborative activities and even listening to music and making 

a few dance steps. Reciprocity is an essence to build any social relationship which 

in turn boost positive environment. Once the sincerity and respect is gained, it is 

easy to understand the individuals sophisticated mood change, the shifting eye gaze 

may suggest he is bored of the conversation, close attention to body language and 



39 
 

sounds or respiratory pattern can give assistants an idea to their likes and 

preferences. It is indeed important to act according to situation and not just follow 

the routine, just because it says so in the paper or chart. No two days are similar, 

some days the service user may be very disturbed or with shifted emotions, so it is 

crucial to behave appropriately and professionally that can offer a me-time for the 

service user. Several studies prove that the responsiveness and sensitivity of the 

partner to these subtle behaviors correlate to greater initiations within people who 

have profound intellectual disability (Bartolotta and Remshifski, 2013, Neerinckx 

and Maes, 2016).  

7.3 Apt communicative atmosphere 

Creating an optimal environment is necessary for effective communication. Face to 

face communication can be considered as the best means to enhance 

communication as messages are not falling through the gaps and are interactive. 

Interactions are mandatory to feel that the message is conveyed. Often gone 

unnoticed is the background noise, these noises can lead to unnecessary 

disturbances and distractions which causes problems for both speaker and the 

listener. This can be avoided by communicating important messages at quieter or 

comfortable times. Maintaining a good posture and eye to eye is recognized greatly 

for enhancing the process. Meeting new people also helps in making the disabled 

feel worthy. There are varied activities that happen across the city that follows the 

communicative trend, examples are music café, Eldorado functioning in Dalheimers 

Hus, where many people join the fun and exchange warm conversations. The 

Dalheimers Hus also offers water gymnastic lessons with swimming to increase 

physical and mental activity. 
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Fig: 5 

 

A wide range of sign language is used with my service user to convey messages. 

During eating, a particular sign is shown to make him understand what he needs to 

do, like swallowing. He is always given short and crisp statements so he has clear 

ideas as to what the message pertains. It is important that we talk slowly with low 

voice because if he hears sudden loud noises he has an epileptic seizure. Patience is 

the most wanted and to be cultivated behavior with the assistants, the non-verbal 

may consume more time to respond so waiting patiently means that we value their 

response. 

7.4 Understanding the gaze 

The families establish an affective bond with the help of communication strategies 

that has evolved during time and age. These strategies are analyzed to meet the 

person’s need and manifestations. The warmth that the family shares helps them to 

identify and comprehend the gaze and feeling expressed in different scenarios. This 

means that the family interprets the emotions and feelings through gestures and 

transforms them into words. Love and affection helps the family to strengthen the 

bond and recognize the gestural nuances. As the person with CP cannot use the 

verbal form using words, they demonstrate their feelings in a particular way, 

through constant observation and analysis the family is able to decipher the actions 
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in a desired way. Constant dialogue with the person would make communication a 

more rewarding experience. The dialogue specifies that both the family and 

personal assistants considers their communication valuable. 

‘My son sometimes makes noises like yaaaa… or oooo.. or sometimes laughs 

loudly which may seem to be non-understandable for others while for me it 

suggests that either he is happy or uncomfortable depending on situations. 

Sometimes when I read to him, he turns his head towards the blinds 

suggesting he is bored and wants to sleep, while other days he shows his 

disapproval by being very firm and noisy’ says the mum of Mr X. 

Despite the fact that the person does not communicate with words, the 

family/assistant should not remain speechless in the communication process; by 

maintaining a steady communicative process they offer a comfortable environment 

not only for the person to communicate but also for a deeper consideration of 

them as irreplaceable segments in the society. 

An assistant to Mr X, who is also his sister pronounces that; 

‘I would go an extra mile in offering any emotional support to Mr X, and if necessary 

fight for his rights if not met and often expand on activities he gets amused with’. 

When asked about the challenges Mr X faces, another senior assistant recollects 

that, ‘I often feel helpless to distinguish what Mr X is trying to say and it is important 

to try different ways to calm him and over the years it has been successful through 

a trial and error method’. 

Through this observation of several factors of communication and deducing results 

it helps the care givers to reflect and adopt interactive strategies to make 

communication efficient.  
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CHAPTER 8 

Data Processing and analysis 

The data gathered are analyzed with the help of certain communication strategies. 

8.1 Communication Strategies 

Communication strategies are constantly evolving and constant changes and 

adaptations are irreversible. Communication can be both unaided and aided. 

Unaided includes speech, sign language, gesture, body language and facial expression 

while aided which is also called Augmentative and Alternative communication 

(AAC) includes picture cards, boards, signs and technology. These systems work 

well to enhance comprehension and expression. There are many disabled who use 

AAC and take communication as their sole responsibility. My service user does not 

use the AAC as he has limited coordination of muscles and rolling eyes, but he 

comprehends stories (says the mum) that are read to him and also looks at pictures 

in the book. I have always had the comprehension of Mr X, always under question, 

through readings it is quite clear that people with complex communication 

difficulties do not perceive words, pictures or texts clearly, then the inference lies 

on the fact that they are responding to non-verbal cues like touch, tone of the voice 

and actions (Griffiths & Smith, 2016). This can sometimes be very challenging as 

people have different preferences to communicate with a person. According to Ball 

& Lasker (2013) it is better to formally document the ways of communication or 

sign languages via a personal communication diary (PCD), this can help in 

interpreting certain behaviors. Most of the daily centers where the differently abled 

go for recreation have their prime focus on sign language to convey effectively. 

 

Fig: 6, (reference from my observation in the Daglig Verksamhet) 
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Fig: 7, the days of the week are signed using different colours and props (reference 

from my observation inthe Daglig Verksamhet), these colours and signs are 

universally acceptable. 

 

 

Since, the spring 2000, sign language started showing its emergence in all spheres 

of life, in 2000 a National Disability Policy Action was established that gave way to 

tremendous options for accessibility. Resources among them pinpointed 

accessibility and equal opportunities for the disabled to cultural events and 

developing national programs for increasing competence levels of people working 

with disabled. Many cultural programs are run throughout the city to multiply 

ethnicity, cultural values that are disabled friendly too. The city libraries have 
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information, books and videos provided in sign language for better comprehension 

and inclusion. The SVT broadcasts the daily news in the sign language so that the 

differently abled feel that they are a part of this world. Recently an exhibition, a 

mass of its kind was hosted in Gothenburg called Liv och Fungera (26-28 March, 

2019) which exhibited a plethora of technologies used for assisting disabled- ranging 

from various varieties of wheel chairs, to assisted cars and unavoidable technologies 

that can make life easier and active. It is quite often seen that a disabled person is 

often confined to solitary life style and not engaging in worldly activities, but with 

fairs like this, it gives more inspiration and confidence as to how these new assistive 

technologies can be used and the benefits of them. I personally found the fair very 

thoughtful, inclusive and adapted to all kinds of disabilities ranging from cognitive to 

bodily dysfunctions. 

Example of an assistive technology, liftskynke or the lifting rag 

Fig: 8. Nordic Innovation, 2018 

 

Approximately 1.5 million people in Sweden have some kind of disability, according 

to the Swedish Disability Policy with the UN Conventions on the Rights of Persons 

with Disabilities tries to achieve maximized equality and participation for disabled 

in the diversified society. Alongside with this exhibition a conference on 

communication was also conducted that focused on everyone irrespective of 
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disability had the right and need to communicate. The West Sweden 

Communication Carnival is arranged every year, this year (2019) with the theme: 

Participation; the main goal of this carnival is to help give assistance in creating a 

meeting place for everyone who is interested in communicative difficulties and 

support- Augmentative and Alternative Communication (AAC) (Liv och Fungera).  

Communication always happens when there are meaningful interactions between 

people. These interactions involve the usage of the sensory organs to increase 

intelligibility and logicality. The most common tool of communication is language 

that is both temporal and spatial; involving the time and distance factor. People 

around the globe communicate in different ways applying different technological 

tools through interaction. By communicating technologically ignoring the fact of 

time and space we are actually creating a virtual reality of communication by 

imagining we are around in the same atmosphere. So the ‘room’ becomes a 

communicative space that we build and expand together. Language falls into the sub 

category of communication that aids the process and it can be considered as the 

most structured form of exchanging ideas. Ethics also play an important role in 

communication, as there are cultural differences in the thought of what is suitable 

in a particular situation. Some cultures avoid euphemisms and communicate bluntly. 

The fog of uncertainty increases when we think about communicating with people 

who have severe disabilities. Many debaters argue that there are a lot of policies or 

strategies that are created for the benefit of the disabled but it seems very rare to 

find any disabled person being actively engaged in the process. If that is the scenario, 

are the power structures coming into action would be an apprehensive question. 
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8.2 Justice, Participation and Power 

Sweden being a welfare state has always tried to address challenges and amend 

perspectives on disabilities and policies in order to create equal and democratic 

care for the differently abled in the society. The Swedish disability policy focusses 

on the democratic principles of care and human rights, reinforcing that irrespective 

of disability every individual has the right to fully participate in the society and make 

decisions for themselves. Justice does not entirely depend on providing the apt 

material necessities and social resources but also in articulating and communicating 

their experiences and perspectives (Barnes, Mercer & Shakespeare 1999, Stuart 

1996). Nancy Fraser’s Theory of Social Justice targets the concept of parity of 

participation- it surfaces the fact that it is not congruent to feel that some individuals 

are denied equal participation in the social context (Fraser 1997, 2000, 2001, 2003). 

Fraser also argues that social justice must include equal respect for participants in 

the society to achieve the social esteem (Fraser 2001, pg. 29).The benchmark of 

Parity of Participation can be analyzed through the extent of people participating 

actively in the society. Sweden’s statistics reads that only 79% of the adult 

population engages in paid work while 55% of disabled are employed (disabilities 

that affect work). This scenario is similar in all Nordic countries- Norway- 44% 

disabled are employed and half of these work part-time, Danish studies also reveal 

a similar or even lower participation of disabled people at work. Thus people with 

disabilities face cultural misrecognition and mal-distribution in many instances 

though it may go unnoticed (Pettersson, 2015).   Apart from social justice, 

redistribution and recognition also play an important role in disability thinking. 

Redistribution is places gravity on individual liberties enhanced with democratic 

equality, relying on socio-economic redistribution in the society; while recognition, 
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rooted in Hegelian philosophy focusses on ideal responses and reciprocity within 

the social subjects (Pettersson, 2015).  

For any government, especially looking at it from a welfare government/state 

founded on social justice as redistribution, a disabled is primarily viewed as a bivalent 

collective caught between the political and economic structures as well as the 

cultural and value based structures in the Nordic model (Pettersson, 2015). The 

Nordic system heavily relies on various agencies for its law framework to be put 

into action within the basics of democratic participation and redistribution. 

Disability as in any sphere of the world was viewed in its medical terms until the 

1970’s. Håkan Gustafsson (2005) describes how disability was viewed throughout 

history as a stigmatized characterization of an individual (Pettersson, 2015). Thus, 

normalization as an ideology sprung up to view it as a goal towards full integration 

and inclusiveness of people with intellectual disabilities. This normalization became 

an integral part in making amendments in legislation, policy making and government 

committees. The section 3 of the Swedish Special Services Act (1986) propounded 

that people with disabilities must be facilitated to live as normally as possible in the 

society, though after a while the idea of normalization was scraped off (Pettersson, 

2015).  

In a welfare state, like Sweden, evaluation, pre-requisites and judgments on a 

disability and individual needs are carried out by public authorities. When a disabled 

person applies for compensation for the services, he/she is evaluated both by 

medical and legal authorities. The greater the need for compensation, the greater 

is the person in control of the authorities (Lindberg & Grönvik 2011, pp. 93).This 

control is relative as, the greater the control; one’s autonomy, self-esteem dignity 

and integrity are at stake. The assumption remains that impairments and needs are 

heterogeneous and these needs should be wholly met, but the legitimate question 
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arises for those who cannot speak for themselves. If a particular person cannot 

make a decision for himself/herself, the responsible decision maker is under 

constant debate. So, the public authorities, or the stake holders are constantly 

responsible for compensations and control. From my personal point of view, I hold 

the opinion that the government should be responsible for the outlet of funds to 

ensure equality, but it is also a sad reality to project the fact that these disabled 

people are objectified. Though there are many resources that are available for the 

differently abled to feel included, the ethical value of humanity is being missed or 

even overlooked upon. 

The statistics from 1959-1998, a study conducted in County of Västra Götaland, 

Jönköping and Halland, there were 901,928 live births among which 1770 were 

considered to have Cerebral Palsy and the severity of motor impairments were 

seen in 1683 subjects (Himmelmann, 2006). Cerebral Palsy is a disorder that needs 

therapeutic treatments and interventions of several experts to increase the quality 

of their life. The family and the personal assistants play a crucial role here in 

explaining the symptoms and ways towards a communication strategy, but often 

these sensitive thoughts seem to be invisible to the health care professional. The 

expert deals with every case scientifically and theoretically, the family's 

communicative interference does not show estimated development in either the 

diagnosis or well-being. This communication gap between the immediate 

family/personal assistants make the family search for resources that can supplement 

the development of the person. Consequently, the care experience falls as a solitary 

responsibility of the family and most commonly the mother figure. In my case study 

too the mother was seen devastatingly desperate and anxious to understand what 

was best for her child. ‘Anxiety and depression is quite common among parents 
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growing children with disability, but having a child with cerebral palsy at home 

increases the levels of dejection’, quotes the mother. 

This does not undermine the help and support of the health care professionals, they 

are an irrevocable factor in giving the right treatment, prescription of drugs that 

can alleviate the negative and chronic symptoms of the disorder. The health services 

can be coordinated so it involves the family also in the care process. Sweden is well 

known to have an extremely coordinated system so that the health professionals 

can play an effective role in the patients’ life, although this is the scenario, many a 

time the family felt that they were not involved in the decision making process. It 

was indeed difficult to find literature on this behalf, and it ultimately identifies the 

gap in literature regarding the communication process (Palisano, 2010). The health 

care professional looks upon the person as an object of study or experiment, the 

biomedical way of thought often ‘verticalizes’ the information sharing procedure, 

which in turn hinders the communication process (Baltor, et al, 2014). I remember 

an instance, where Mr X’s mother had a difference of opinion when the health 

professionals suggested a Keto supplemental drink instead of proper food. The 

family wanted Mr X to have proper meals so he could taste what enters his system, 

but the professionals assumed that the variations in food might reflect assumptions 

which inhibited development. Through communicating with the family effective 

communication on the disorder, therapeutic conditions, symptoms and measures 

of rehabilitation can easily pave way for efficacious care shares. 

Due to the fact that a person affected by Cerebral Palsy has a lot of therapeutic 

necessities, it is important to have attend meetings and services in order to 

understand the needs and socialize with the others who share similar experiences 

and situations. Participating as a responsible social citizen form the fundamentals of 

the society. By joining these rehab groups it helps both the disabled and their 
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families, a considerable change in their outlook towards life. The cities in Sweden 

offer a lot of activities where people can meet and participate in the events creating 

a relationship and amiability with others examples include, music cafe, swimming 

pool activities, reading, dance and gym groups that promote the ideology of 

participating and living in togetherness. 

The whole of the Nordic region has similar visions towards disability, which 

promotes equality and strongly prohibits exclusion and violation of human rights. 

The Council for Nordic Co-operation on Disability has been operating since 2013 

and plays a definitive role in taking inter-governmental decisions for the upliftment 

of the disabled in the society. The Nordic Council of Ministers Action Plan for Co-

operation on Disability is for the period 2015 - 2017, focuses its integral areas on 

human rights, freedom of movement and diversity. These councils are extremely 

important as they contain members from all the Nordic region, who ultimately 

decides the welfare of their vicinity, hence the disability council can gather more 

knowledge to promote to an enhanced life style for the disabled. 
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CHAPTER 9 

Research Ethics and Limitations 

The participants of this interview are maintained anonymous and the questionnaire 

did not contain any questions or information that is identifiable. The participation 

towards this questionnaire was purely voluntary. This way of collecting data has 

decreased the bias and cultural interferences as questions pertaining to that was 

not included. Beneficence was maintained to avoid social and psychological risks 

and all respondents were treated with respect for their community, values and 

ethics. 

This research has used quota sampling as its base for findings. Through this type of 

sampling, more liberty was used to choose respondents who might be relevant to 

the research topic as they can directly relate to the experiences and can furnish 

more information on the study. The study has chosen 8 respondents who are in 

direct contact with the service user. The probable error using this sampling can be 

generalization based on pre-set conceptions. This questionnaire has not been tested 

elsewhere so the results need further testing. Qualitative research methodology 

has high chances of ‘emic perspective’ (Harris, 1976) as this perspective helps the 

researcher to get an insider view of the respondents, on the contrary the 

subjectivity has given the researcher a chance for interpreting the ideas and feelings 

of the respondees.  Participation in the research was voluntary and it gave freedom 

to the respondees for not answering questions that they did not understand. But 

all the questions were answered without fail. Although all the questions were 

answered, the researcher cannot undermine the possibility of participants tweaking 

the truth and being distracted. 
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Symbolic interactionism is the basic canon that is rooted in human relationships 

that helps in evaluating the meaning of experiences. This philosophy was used in 

preparing the questionnaire allowed the researcher to understand human beings in 

relation to their immediate society and their actions are analyzed through social 

interactions. Thus, in symbolic interactionist method an individual is continually in 

the process of interacting actively with the freedom of choice (Baltor et. al, 2014). 
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CHAPTER 10 

Conclusion and Inference 

This study on communication within the disabled has tried to explore the intense 

value of the same in a normal setting from a post-modernist perspective. The text 

is discussed from a Nordic perspective and also has hints of glimpses of an Indian 

outlook towards disability. Although communication is a widely read, debated and 

discussed topic, more research needs to be done in effective integration of a 

communicative message. The Nordic government has integrated movements that 

has produced achievements in the field of disability, these achievements have led to 

immense social inclusion of the same. Among these remain promoting freedom of 

movement and remove the barriers they face in everyday lives. Supporting and 

strengthening the rights of people with disabilities, providing an inclusive 

environment where everyone feels safe and counted without discrimination (Maria, 

2016). 

In relation to the non-verbal theory, the research found out that Mr X conveys 

certain meanings through certain gestures. Signing, without fail plays an inevitable 

role in Mr X’s communication spectrum. Maintaining proper eye contact and 

adapting to Mr X’s mood resulted in efficient communicative atmosphere. The care 

takers was also seen to implement certain different adaptive methods to find out 

the real meaning of the message. It was understood through his voice tonality on 

how he felt. It was understood that Mr X could not have hands on, communicative 

technologies like AAC, so non-verbal methods were used to communicate with 

him. There are equal chances to be right and wrong in the non-verbal 

communication, facial expressions of Mr X are considered prime importance in this 

context. The face is considered to be the most expressive part of one’s emotional 
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disposition, he smiles signaling a positive response, but it necessarily does not mean 

a complete submission, on the other hand it favors the ability of communication. 

Touch is also recognized as a basic human need, over the research the researcher 

has understood that touch is allied to sensory recognition and better psychological 

well-being in Mr X. The findings also prove that Mr X values his personal space at 

times. It’s a personal bubble that people like to be in, Mr X shows that by breaking 

eye contact, rubbing his eyes or making an expressionless face. Mr X plays the 

major role in this communication sphere, both the family and the assistants adjust 

according to Mr X, so he plays the role of the horse rider. Though communication 

is a double process, in this case Mr X paves the way to make the surroundings- his 

communicative atmosphere. It is seen from varied directions that there are power 

relations working to claim that Mr X has a good, vital life. It is undoubtedly clear 

that the state or the government has control over his finances, as every transaction 

is documented. The state often considers the disabled as an object supposed to 

enjoy these benefits rather than viewing them as subjects with life and soul. Looking 

at the power struggle within this scenario, the most powerful figure can be the 

figure claiming to understand what Mr X is saying. Here the family and the carers 

are placed in that role- because the family is present, the parent takes up a more 

authoritative figure and interprets on his behalf and these visions can be equally 

right and wrong. The researcher found it difficult to analyze Mr X’s communication 

vibes when the dominant figure came into play especially on instances where the 

powerful agent decides what he should eat or do. But it can also be concluded that 

everyone or every agency is working towards the betterment of the quality of life 

of Mr X. 

The accomplishments in the legal framework has minimized the stigma that rested 

on these individuals, once, but one cannot conveniently forget the challenges that 
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still pertains in the job market, health care and education. Efforts have been 

constantly on pace to improve the knowledge of disability and human rights in the 

UN, to make the Nordic voice heard globally. The communication challenges can 

indeed prove a difficult situation, but when the carer for the disabled are ready to 

take the extra step in understanding them, communicative atmosphere will relish 

to be the beginning of a beautiful relationship. 

The Nordic countries have gone a long way in providing exclusive research on the 

situation of people with functional impairments and how to cope and compensate 

with them in society’s available environments. The Nordic countries have emerged 

with an environmental-relational model where the individual is viewed as an integral 

part of the society, looking into how the impairments affect their lives and how 

they can be analyzed, following this formula, the Nordic countries have come up 

with a wide range of services to make the differently abled- counted. 
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Appendix: 

Questionnaire 1 

With complete respect for your privacy and rights, I would humbly request you to 
answer these questions as far as you remember. As I am in the process of writing 
about communication within the differently abled, these answers in the 
questionnaire are highly valued. It is advisable to say,  

“I would rather mute myself to that question” rather giving a false information. 

Your answers will remain anonymous, but shall be used for further improvements. 

 What is your child classified as? When was the classification made?  

1) I certainly understand that being a parent of a differently abled child can be 
highly challenging, how did you cope the situation when you were first 
introduced to it? What was your mental state? 

2) How old is the child now? 
3) What were the early childhood character traits that indicated the 

classification? 
4) Was it someone from your family or you who brought into attention of the 

need for care? 
5) Is anyone in the family line (both maternal and paternal) assessed of the same 

criteria? 
6) Was this information sensitively conveyed to you by authorities (doctors, 

nurse practitioners, psychologists etc). 
7) Did your child have any kind of education, if yes, has it positively endured 

him/her in life? 
8) Does your child have any social assistance? Do you think it’s effective? 
9) Do you think your child can live a normal life without assistance in future?  
10) What challenges do you face or have you faced over the years with 

respect to movement, eating, daily chores and complete physical wellbeing? 
11) Do you think your child may outgrow some of the challenges now 

faced? 
12) I understand that “Courage is not lack of fear, but moving on in spite 

of it”, what keeps you and family moving, do you recommend any 
motivational triggers? 
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13) What is it that weighs your mind the most, now in the present 
scenario? 

14) Are the challenges affecting your or your family’s life?  

 

Questionnaire 2 

 

1) What role do you have as a care giver- Family or Personal Assistant? 

2) If you personally cannot give the assistance is there anyone else who could do 

the things you do?  

3) Does your service user need double assistance? 

4) What kind of assistance do you give?  

5) What are the main challenges that you face while assisting?  

6) What do you feel personally about those challenges?  

7) As a care giver, apart from the medical equipment you use, what new medical 

support equipment can be used additionally?  

8) Can your service user communicate? If so how? 

9) Are there any communication devices used?  

10) How do you interpret communication if no equipment’s are used? Please cite 

examples.  

11) Do you receive any help from physicians or medical professionals for the 

welfare of the service user?  

12) Who holds the responsibility of taking decisions on behalf of the service user, 

if she or he can’t?  

13) Does the state in anyway control your or your service users rights, duties?  

14) As a care giver what would you do differently to enhance your service user’s 

quality of life?  

15) How do you think your service user can attain a sense of freedom and equality?  


