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Module 1 

The module is planned for 4 hours but it can be adapted according to the participants. 

This module will be delivered in just one training session. Along with some information 
on how the training session should be implemented, the module has some theoretical 
content and a list of resources the trainer can use in order to prepare the session. 

Summary  

Module 1 will set up the basics to understand community inclusion and how 
professionals can act as promoters for inclusion. 

It will help professionals to understand how they can support their clients and work 
together with the community, using community resources and providing for 
opportunities to inclusion. 

Module 1 is targeted to frontline professionals, the ones that provide clients with 
opportunities to “use” community resources, with heterogeneous levels of schooling. 

The trainer should use the content of the module to prepare the session, with PPT’s or 
any other approach that s/he feels convenient.  

Recommended time is 4 hours, but it can be adjusted according to the participants. 

 

Aims 

By the end of the training, participants should have a clear idea about: 

 What does the UN Convention say about the right to live included in the 
community 

 The 3 pillars to Inclusion 
 What is community inclusion and all the variables that can affect it 

 How they can act as promoters to inclusion 

 

Session Plan 

1 Getting to know the participants 20 minutes 

2 Explanation on the MINCE project 5 minutes 

3 
The UN convention 15 minutes 

Exercise 5 minutes 

4 
The 3 pillars to Inclusion 20 minutes 

Exercise 40 minutes 
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5 
What is community inclusion and its components 25 minutes 

Exercise 30 minutes 

6 
Barriers to community inclusion 20 minutes 

Exercise 40 minutes 

7 Feedback and evaluation 20 minutes 

Resources needed/recommended 

Computer, data projector, PowerPoint presentations, flipchart, markers, blank sheets, 
copies to participants of the exercises and the list of resources. 

MINCE project in a brief 

Inclusive communities are about a society that is strengthened by diversity, 
inclusion, respect and justice for all people, regardless of their individual abilities. 

Throughout times, several steps have been taken to achieve this goal. 
People with disabilities have been, more or less, included and integrated in society. 
However, for people with severe intellectual disabilities this is still a big challenge. 
They still are the invisible citizens, most of the times kept away from the eyes of 
society, remaining in segregated settings. 

MINCE aims to foster the inclusion of people with severe intellectual disability 
emphasizing the learning process of the society in developing the Model of 
Inclusive Community Education. 

In order to give some clarity to our work, we need first to set straight the definition 
of “severe intellectual disabilities”. Who are we referring to? Within the MINCE 
project, people with severe intellectual disabilities are people whose mental and 
sensory functions and vocal and speech functions are impaired, and who may have 
severe physical, psychological and/or sensory or multiple disabilities in addition to 
intellectual disabilities. This understanding is important because we are also aiming 
at another group, people with mild intellectual disabilities, which will act as 
facilitators and mediators to social inclusion. Those will have also a training course 
that will enable them to act as mediators for inclusion of their peers with more 
support needs. Only 3 to 4 percent of people with an intellectual disability fell into 
the category of severe intellectual disability. Although the number seems low, we 
are talking about 450 to 600 thousand people in Europe. For most of them, 
community inclusion is still a long away from being a reality. They live their lives 
away from the community settings, and, when they use them, they do it mostly in a 
non inclusive way, e.g. going in groups of people with disabilities to a theatre or a 
park, taken by the professionals that work at the service providers. They do not do 
it by themselves or with a personal assistant, or even with a family member.  
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We know that one of the key aspects for ensuring inclusive communities is to have 
organisations and professionals that are working open to the communities, using 
community and mainstreamed services. 

Organisations and professionals play a huge role on the provision of such 
approach. 
Schalock and Verdugo1 (2012a) say that “organisation change efforts frequently fail 
because, regardless of the intervention(s) tried, leaders and managers have failed 
to change the deeply ingrained assumptions, generalisations and images that help 
organisational personnel understand the world and experience (or visualise) the 
future (p. 6).  

With this curriculum, we hope to provide some tools and reflections that will help 
this organisational shift from inside, e.g. from the way professionals perceive their 
role in changing community settings and believes, making a path to a more 
inclusive community. 

The United Nation Convention on the Rights of Persons with 

Disabilities (CRPD) and community inclusion  

Article 19 of the UN Convention it’s about the right to live included and in the 
community. 

The UN Convention for people with a Disability  
Article 19 – Living independently and being included in the community 
 
States Parties to the present Convention recognize the equal right of all persons with 
disabilities to live in the community, with choices equal to others, and shall take 
effective and appropriate measures to facilitate full enjoyment by persons with 
disabilities of this right and their full inclusion and participation in the community, 
including by ensuring that: 
 
a) Persons with disabilities have the opportunity to choose their place of residence 
and where and with whom they live on an equal basis with others and are not obliged 
to live in a particular living arrangement; 
 
b) Persons with disabilities have access to a range of in-home, residential and 
other community support services, including personal assistance necessary to 
support living and inclusion in the community, and to prevent isolation or segregation 
from the community; 
 

                                                            

1   Schalock, R.L., & Verdugo, M. A. (2012). A leadership guide for today’s disabilities organizations. 

Overcoming challenges and making change happen. Baltimore, MD: Paul Brookes. 
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c) Community services and facilities for the general population are available on an 
equal basis to persons with disabilities and are responsive to their needs. 
 
To learn more on the Convention visit 
http://www.un.org/disabilities/ 

Although for people with mild or moderate intellectual disabilities the access to 
mainstreaming services and to the community has been addressed already by the 
states and also by the organisations, persons with severe and profound intellectual 
disabilities are still struggling to have their right to inclusion recognised and 
implemented. 

The believe that for them the services still need to be segregated, that they cannot 
really profit from inclusive settings, that society will not accept them, are pulling them 
away and keeping them hidden from society. 

It is important to understand that article 19 it’s not about independent living per se. 

It’s about living included in the community. This does not mean that you need to live 
independently. 
Some people will never be able to live independently. And some people may not want 
to live independently. 

Article 19 and the CRPD aim at interdependence, self-governance and self-
determination. 
It does not say that people with disabilities need to be independent from other human 
beings.  
Article 19 is about people with disabilities being full citizens, people with meaningful 
and realistic choices and people with both rights and responsibilities in their 
community. 
 It is about the quality of life a person can enjoy when supported in the way and extent 
needed.  
And this applies too to people with severe intellectual disabilities. 
 

Choice, support and inclusion 

Article 19 identifies in a clear way the three pillars to community inclusion. 
If we read it carefully, we will see that in order to exercise this right, people with 
disabilities need to have the right to Choose, have the right Support and to be 
Included. 
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Choice 

People with disabilities – and also with severe intellectual disabilities – should have the 
possibility to be involved in the process of setting up and decide about the place of 
residence. 
We know that people with severe intellectual disabilities can communicate.  
They can show us if they are happy or comfortable in a certain environment or 
situation.  
Their cares can also tell us about this. 
What we still see is that people with severe intellectual disabilities have limited options 
when it comes to decide where to live. Communities continue to create alternative and 
segregated residential options different from those available to others in the 
community. 
Families can also play a very important role in what comes to empower people with 
severe intellectual disabilities to make choices. It is important that parents understand 
that they need to provide an environment and opportunities to learn how to make 
choices and take decisions. These can be as simple as to decide the toy you want to 
play with, or the food you want to have, and providing your child with different options is 
key for the learning process of decision making. 
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Support 

People can get formal and/or informal support. 
Formal supports are the disability related services, financial assistance, and 
information and planning provided or funded by governments. 
Informal support is all the unpaid assistance provided by families, neighbours, friends 
and others in the community. 
Supports may be focused on the person with intellectual disabilities, on the family or 
both.  
They can include assistive devices, physical aids, assistance with personal care, 
support in decision making, housekeeping, preparing meals and managing money. 
Families can act as supporters but they also need support to play that role adequately.  
From a very early stage, parents and family can promote community inclusion by 
ensuring that their child with disability “uses” the community based services, attend 
leisure and cultural activities in community settings, and that s/he is seen as a member 
of society. However, parents and family cannot do this if they do not have the right 
support and if the community services and settings are not accessible. For instance, 
how can parents take their son or daughter with a severe or profound intellectual 
disability to a restaurant if the restaurant does not have a fully accessible bathroom 
(e.g. where they could change a dipper to an adult) and it’s not wheelchair accessible? 
 

Inclusion 

The concept of community inclusion is not new. However, this was never an issue for 
people with intellectual disabilities and their families.  For many people with physical or 
sensory disabilities, it is more or less usual to receive a service or accommodation 
which enables them to participate fully in the existing education system, access 
transportation or health care in much the same way that others in the community do. 
On the other hand, for people with intellectual disabilities there are no single or simple 
adaptations which enable them to participate on an equal basis with others. The only 
way to ensure real inclusion for people with intellectual disabilities is if communities and 
mainstream systems (social, political and economic) are designed to include all its 
citizens. This paradigm shift is reflected in the CRPD, not only through article 19 but 
also on many other articles (3, 24, 26, 27, 29, 30), addressing participation and 
community inclusion. 
Attitudes from society play a major role in the inclusion process. 
Fear, prejudice and ignorance can often be the cause for social exclusion.  
People with severe intellectual disabilities, because they have been kept away from 
mainstreaming settings, are often perceived as “less” human, with no feelings, wishes, 
dreams and abilities. 
What you do not know is often scary. And because the communities are not aware of 
these people they tend to disregard them as valued individuals that can contribute and 
take part in society. 
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One of the key issues to community inclusion is, in fact, inclusive education.  
The natural supports children with intellectual disabilities receive from their non-
disabled peers and the community when they go to school are fundamental to their 
inclusion in the community as they grow into adulthood. 
 
 

 
Figure 1 Three pillars to community inclusion 

 

What is community inclusion? 

Everyone can live and be included in the community. Community inclusion is for all 
people, not just for the ones with less significantly challenges.  
Experience in countries such as the UK, Canada, USA, New Zealand, Norway and 
Sweden have demonstrated beyond doubt or debate that institutions do not need to 
exist (or continue to exist) to serve the needs of certain groups of people. 
Research from numerous institutional closures have unequivocally demonstrated that 
persons with “severe” disabilities, those with challenging behaviours, people who are 
“medically fragile”, and persons of advanced age (who have lived in the institution for 
many years) can all be successfully supported in community. 
We are now much more aware of the role played by the surrounding environment and 
rules of society on the level of limitations usually associated with disability. We know 
now that they are, together with the individual characteristics, the determinants of 
disability (if we think about disability as the lack of correspondence between individual 
needs and environmental responses to those needs).  
Several studies and reports show us that people, regardless of type or extent of 
disability, flourish and thrive when they live in the community, with adequate support. 

Community 
Inclusion

Choice

SupportInclusion
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In order to achieve community inclusion, we need to focus on our communities and 
systems of support and less on the person’s disability. Doing that, we will be building 
stronger and more inclusive communities, therefore contributing to social cohesion. 
 
Community inclusion is one of the dimensions of social inclusion. Social inclusion takes 
place at multiple levels, from the individual, community and local levels, to the regional 
and national levels. We will focus on the community level, looking at individual and 
societal commitments needed to achieve it. 

Visibility 

People need to be recognised, noticed and have their voices heard. 
This means that they need to be seen in community mainstreamed settings. They need 
to use community services, attend to leisure and cultural activities, to live in the 
community. 
Visibility is the first step to community inclusion. Without this, there is no possibility to 
build on further levels of inclusion. 
People with severe intellectual disabilities and/or more extensive needs for support, are 
still institutionalised in several countries in Europe. 
And, even when they are living with their families, they still are “invisible citizens”, since 
the community is not prepared – physically and attitudinally – to embrace them as full 
members.  
According to Puumalainen (2011), active participation in community is strongly 
connected to participation in work, social, and leisure activities, as well as to the use of 
computers, and also relates heavily with communication skills. Having this in mind, it is 
easy to understand why it is so difficult for people with severe intellectual disabilities to 
be visible and fully included.  

Access to social interactions 

If people with disabilities (also with severe intellectual disabilities) are prevented to 
engage in society’s activities and social networks they will be always left at the margins 
of society, with no acknowledgment of their existence. They will always be a “problem” 
to be solved by special services, that should keep them safe and away from 
mainstream settings that are not prepared to have them. 
Service providers and families must make sure that they provide people with the 
opportunities they need to build on social networks. And the community must also 
organise itself in a way that will enable participation for all groups and people, 
regardless of their abilities. 

Rights 

Rights should be properly recognised and people should know about and how to claim 
them. This is important also for people with severe disabilities. This means that we 
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need to make sure that they have access to this knowledge on a way that they can 
understand, and also the families and the professionals must be aware of the rights. 

Consideration 

Policy-makers need to take into account the needs and concerns of people with severe 
intellectual disabilities. Most of the times, this group is not recognised as being part of 
the stake-holders, thus not considered by policy-makers when writing laws and/or 
policies. 
There is the need to provide policy-makers with information and knowledge about the 
specific needs and concerns of this particular group of citizens, in order to ensure that 
they are taken into account at the proper political levels. 

Resources 

The existence of resources is the ultimate step to be able to be included in society. 
Even individuals that have all their rights recognised cannot fully take part if they lack 
adequate resources. 
Although financial resources play a big part of this picture, they are not the guarantee 
of community inclusion per se. 
In order to take part people need, aside with financial resources, to be recognised, 
respected, have the proper adaptations of physical conditions, transport and time. 
Without all these areas covered, having money will not provide for community 
inclusion. 
 
Community inclusion can be considered a success when people have a feeling of 
belonging, have social relations (not with paid staff), experience various social 
roles and have the opportunities and resources to do the things that are important to 
them. 
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Figure 2 – Components of a successful community inclusion 

 

Barriers to community inclusion 

Attitudinal barriers are the strongest impediment to community inclusion of people with 
disabilities. 

There are some preconceptions regarding the issue, strongly embedded in society. 

The idea that people will be rejected, taken advantage of, get lost, or be somehow hurt 
in the process, is one of the myths. 

The lack of resources, financial and others is also advanced as a reason not to try 
community inclusion.  

The question of liability is also a big “no” to engage people in community activities. 
Who will be responsible if people get hurt or damage something? 

All of the above are “reasons” people use not to engage on the shift that is needed to 
ensure people with high dependency needs are able to take part and be included in 
community settings, and contribute for the maintenance of segregated social 
responses. 

Although changing laws and policies may favour social inclusion, it will not change the 
unequal relation of power and the cultural believes that support and promote social 
exclusion. 
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In order to achieve this, we need to change the way people perceive disability and the 
cultural and social constructs related to this, especially if we thing about people with 
severe intellectual disabilities. 

The barriers that are referred to with more consistency in the literature are: 

Attitudinal barriers 

Communication barriers 

Physical barriers 

Policy barriers 

Social Barriers 

 

Attitudinal barriers 

These are the most basic and that contribute to all the other barriers. 

Among the attitudinal barriers we can include stereotyping and stigma. Sometimes 
people just assume what people with disabilities can and cannot do, that they are 
unhealthy, unaware of what is going on, detached from society, etc.  Having this 
believe, they react and interact with people with disabilities is a certain way, that will 
lead to discrimination and social exclusion. 

It is also true that disability is still sometimes seen as a personal tragedy, a misfortune, 
a punishment… this understanding of disability will also lead to discrimination and 
exclusion, and set the tone on how people with disabilities are treated – in need of pity 
and protection, not able to stand up for their rights, etc. 

Although we believe now that disability is not a personal deficit or shortcoming but 
indeed the result of a lack of harmonisation between a person functional needs and the 
environment (both physical and social), there are still a lot of people that have not 
come away from the “old” model. 

This is why it is so important to show the community not only what are the skills and 
competences of people with disabilities, but especially that regardless of the level of 
disability people have the right to be included in mainstream settings and to use 
community facilities and services. 

Communication Barriers 

We experience communication barriers every time that there are differences between 
communication channels and communication skills. This is something that can happen 
easily if we think about people with severe intellectual disabilities. They can experience 
difficulties at hearing, speaking, reading, writing, and or understanding, and most of the 
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times use different ways to communicate than people who do not have these 
disabilities.  

However, they do communicate. It is our role as professionals but also as fellow 
citizens, to act as communication facilitators between the environment/society and 
people with severe intellectual disabilities, namely by the use of assistive technology.  

Physical barriers 

When we refer to physical barriers we are talking about structural obstacles in natural 
or manmade environments that prevent or block mobility. We know that people with 
severe intellectual disabilities may also present difficulties at psychomotor level, with 
mobility problems. So this group can also be affected by the existence of physical 
barriers. Among them we can identify steps and curbs, narrow sidewalks, inaccessible 
public transports and leisure equipment, etc.  

Policy Barriers 

The fact that policy makers can be unaware of the needs and abilities of people with 
disabilities may result in the lack of policies that will enable and promote community 
inclusion. Also, the unfamiliarity on this subject can result on laws and regulations that 
do not take into consideration the needs of this specific group, failing to tackle the 
relevant issues.  

As a result, people may be prevented to have the opportunity to participate in or benefit 
from national funded programs, services, or other benefits, but also see denied 
the reasonable accommodations needed to be able to take part in their community. 

Social Barriers 

When we talk about social barriers we are referring to the conditions in which people 
are born, grow, live, learn and age that may play an important role in the way people 
with disabilities function. When thinking about people with severe intellectual disabilities 
we know that they are less skilled in what comes to education and training, with more 
health problems, with lower incomes, with high levels of dependency, etc. 

As a result, people may be prevented to have the opportunity to participate in or benefit 
from national funded programs, services, or other benefits, but also be denied of 
the reasonable accommodations needed to be able to take part in their community. 

 

Annex Exercise sheets 
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Exercise sheet 1 (5 minutes) 

Article 19 of the Convention on the Rights of Persons with Disabilities (CRPD) it’s 
about the right to Live Independently and Be Included in the Community.  

In order to implement it, governments and societies must: 

• Enable people to __________   ___________about how and where they live; 

• Provide ______________ so that people who have a disability can live in the 
____________;  

• Ensure that ______________ services and systems are available and ____________ 
to people with disabilities on an ___________   ___________ with others. 

 

Words missing 

Make choices /choose 

Support 

Community 

Mainstream 

Accessible 

Equal basis 
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Exercise sheet 2 (40 minutes) 

In two groups, discuss about the 3 pillars to community inclusion. 

 Do you agree with this model? 
 Do all 3 pillars play the same role/have the same importance in the promotion of 

community inclusion? 
 How and where can professionals play a bigger role? 
 Challenge yourself. What are your believes about what people with severe 

intellectual disabilities can achieve? 

Give the groups 20 minutes to discuss. After that, they should present their findings to 
the other group. 
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Exercise sheet 3 (30 minutes) 

Community Inclusion 

Divide the participants in 2 groups.  

After filling the diagram with the components of a successful community inclusion they 
should try to order them by order of importance. 

The group should try to answer to questions like: 

In order to promote community inclusion where should you start? (at the individual 
level? at the organisational  level? at community level? simultaneously?)  

 

 

  

Community
Inclusion
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Exercise sheet 4 (40 minutes) 

Barriers to Inclusion 

Give each participant a sheet with the 2 questions and instruct them with the following 
idea: 

“Think about someone with severe intellectual disabilities that you know of. 

Now, try to answer to these questions.” 

Give people time to think and write (around 10 minutes). Then, ask people to share 
with the group what they have written. Write down on a flipchart the challenges and 
needs in two columns. It is expected that some of them will be repeated, that is OK. 
After having the table with problems and needs, gear the discussion in to the role they 
can play on overcome the barriers. On another flipchart sheet write down the roles 
identified. This whole part of the exercise should not take more than 30 minutes. 

Questions 

For this particular individual, what are the main challenges for community inclusion? 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________ 

 

What would it be needed to overcome them (identify people, resources, etc)? 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________ 
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Online resources and information 

http://inclusion-international.org/wp-content/uploads/2010/05/Global-Report-Living-
Colour-dr2-2.pdf  accessed 25/01/2017 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/250877/
5086.pdf  accessed 25/01/2017 

http://www.pmldnetwork.org/PMLD%20Definition%20factsheet%20-%20standard.pdf  
accessed 24/01/2017 

http://www.dhs.state.il.us/OneNetLibrary/27896/documents/By_Division/Division%20of
%20DD/ResidentialDirectorCore/Module5RDCCommunityInclusion.pdf  accessed 
31/01/2017 

https://www.cbm.org/article/downloads/54741/IPCM_Handout_02.pdf  accessed 
31/01/2017 

https://nbacl.nb.ca/module-pages/barriers-to-inclusive-recreation/ accessed 31/01/2017 

https://aspirelr.com.au/assets/document/1448239266-csdis003_sample.pdf  accessed 
31/01/2017 

http://www.adcet.edu.au/resource/5154/social-model-of-disability-not-just-for-disabled-
academics/  accessed 01/02/2017 

http://www.ohcc-ccso.ca/en/inclusive-community-organizations-a-tool-kit  accessed 
01/02/2017 

http://www.dhs.vic.gov.au/__data/assets/pdf_file/0007/596941/cis_cbppractice_pdf_07
10.pdf accessed 01/02/2017 

http://www.inclusive-
education.org/sites/default/files/uploads/booklets/IE_Webinar_Booklet_13.pdf 
accessed 03/03/2017 
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Module 2 

The module is planned for 6 hours but it can be adapted according to the participants. 

This module will be delivered in just one training session. Along with some information 
on how the training session should be implemented, the module has some theoretical 
content and a list of resources the trainer can use in order to prepare the session. 

 

Summary  

Module 2 will reflect about the importance of professionalism and ethics in the 
promotion of community inclusion. 

It will help professionals to know new strategies of intervention based in ethical 
principles and to raise awareness for the limits of their intervention, taking into account 
their rights and duties, as well as the client’s.  

Module 2 is targeted to frontline professionals, the ones that work directly with the 
clients, many times, in tense, conflict and crisis situations. In this sense, this module 
will empower the professionals with skills to prevent emotional exhaust and burnout 
syndrome, trough strategies that promote their wellbeing and an optimist vision of their 
professional and personal life. 

The trainer should use the content of the module to prepare the session, with PPT’s or 
any other approach that s/he feels convenient.  

 

Recommended time is 6 hours, but it can be adjusted according to the participants. 

 

Aims 

By the end of the training, participants should have a clear idea about: 

 The fundamental principles of professional ethic applied to working with persons 
with severe intellectual disability 

 The application of fundamental principles of professional ethic in the role of 
caregiver 

 Rights and duties of professionals and clients 
 How to promote an inclusive environment at professional and community level 

 What are professional risks and burnout? How to prevent them? 

 

Session Plan 

1 Getting to know the participants  20 minutes 
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2 Fundamental principles of professional ethic  40 minutes 

3 Rights and duties of professionals and the clients 2 hours 

4 Inclusive environment at professional and community level 1, 30 hour 

5 Professional risks and burnout 40 minutes 

6 Analysis of case studies  1,30 hours 

7 Feedback and evaluation 20 minutes 

Resources needed/recommended 

Computer, data projector, PowerPoint presentations, flipchart, markers, blank sheets, 
copies to participants of the exercises and the list of resources. 

Fundamental principles of professional ethic  

Ethic is a word that comes from the Greek and, according to several authors, has two 
possible origins: the first has to do with the Greek word éthos, which can be translated 
by custom or use; the second is also written éthos and has the meaning of character 
property. Aristotle, considered the "father" of ethics, began by constructing a model 
based on usages and customs (empirical ethics), and then moving towards a model of 
ethical propositions (normative and metaethical ethics) 2. 

According to several theorists, a consensual definition means that morality is the set of 
values upon which we construct our attitudes, from what we call our decisions, while 
ethics deals with the practical outcome of these moral judgments, that is, the attitudes 
we have towards people and things around us. Ethics always refers us to an imperative 
relationship of duty that depends on the value we attach to the values that underlie 
action3. 

Ethics is a fundamental domain in affirming the human and social dimensions of each 
individual and gains particular relevance when in the interpersonal relationship there 
are people with disabilities, namely severe disabilities, who need support in decision 
making or simply in the exercise of basic rights of citizenship. 

The concept of effectiveness and quality is, many times, hampered by the absence or 
insufficiency of debate around ethic and deontology, which is indispensable for 
understanding the dimension of organisation´s mission and the deontological duties 
that underlie the role of leaders, professionals, volunteers, parents and even disabled 
people themselves as the first reference of all action. 

An ethical organization is one that, in an assumed and objective way, makes the client 
and his participation, the reference of all his activity. This organisational attitude implies 

                                                            

2  Project CODETHOS, Bases Gerais do Código de Ética da CODEM.   
3  Idem.  
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strengthening the mechanisms of self-advocacy, self-determination and mobilization of 
families and a permanent debate and evaluation on the effectiveness of interventions, 
taking into account the real impact that they have on the subjects of the action. 

Professionalism and ethical behaviour is a cornerstone for direct support worker 
practice. Professionalism is the conduct, aims, or qualities that characterize or mark a 
profession or professional person.  

Professionals can seek this ethical reflection as a different attitude, a sharing of powers 
and knowledge with families and with people with disabilities themselves. In an ethical 
model of intervention, the professionals are, fundamentally, partners of the clients, 
mediators who help to choose paths, specialists who give the right support in the exact 
moment.  

Ethical Code 

An ethical organisation is one that, in an assumed and objective way, makes the client 
and its participation the reference axis of all his activity. This organisational attitude 
implies strengthening the mechanisms of self-advocacy and mobilization of families 
and a permanent debate and evaluation on the effectiveness of interventions. 

In the area of services providers for people with intellectual disabilities, several 
organisations, already, have adopted a Code of Ethics. A Code of Ethics is a reference 
for the intervention of organisations, as well as a tool to defence and safeguard the 
rights of people with intellectual disabilities. 

The focus behind the implementation of a code of ethics is to provide a framework to 
assist service providers, people with disabilities and their families to work together to 
improve the quality of services and the inclusion of people with intellectual disabilities in 
the community. 

Generally, a Code of Ethics should be compromised by the following standards: 

1. Service Access 
2. Individual Needs 
3. Decision Making and Choice 
4. Privacy, Dignity and Confidentiality 
5. Participation and Integration 
6. Valued Status 
7. Complaints and Disputes 
8. Service Management 
9. Protection of Human Rights and Freedom from Abuse and Neglect 

 

For more information about the Code of Ethics, please refer to the list of resources.  
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Rights and duties 

Supporting individuals who have a severe intellectual disability is a permanent 
challenge for their carers. Support work can be carried out by paid direct professionals, 
family members, or volunteers but the main principle should be based on ethical 
conduct, which respect the individuals and promote their rights, autonomy, 
independence and self-determination.  

Support can be offered in a variety of different environments including residential, 
vocational, recreation and leisure. In all areas of support work, specific knowledge 
about disability is a key issue, to guide the professionals. 

Professionals who support individuals with disabilities, particularly caregivers who are 
employed as direct support workers, are expected to develop professional’s values, 
behaviours and personal resilience. This means having insight into when your own 
performance, conduct or health might put clients at risk, as well as taking action to 
protect them and promote their potential. 

To implement this, the following key competences are essential:  

 Assess the strengths and needs of clients; 

 Plan and provide services; 

 Link to resources (personal; relatives; organisational and communitarian);  

 Advocate; 

 Demonstrate professional and ethical behaviour; 

 Tailor a person centred support intervention focused at each client’s needs. 

This addresses the importance of practising an ethically behaviour, with integrity and a 
respect for diversity: 

 Respecting the equal rights of all clients, according to the UN Convention on 
the rights of persons with disabilities; 

 Be aware of your own feelings and attitudes to disability;  

 Be aware of your own feelings and attitudes towards difficult decisions in the 
care of people with severe intellectual disability; 

 Show respect for the client’s right to make decisions about all aspects of their 
lives;  

 Appreciate that inclusion begins with us and depends on commitment to the 
development of a fully accessible and inclusive service.  
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Values and Attitudes 

Everyone has different values and attitudes. What one person may value may differ 
from what another person values. People attitudes are reflected in the way they 
respond to situations, activities or people. It’s the actions or thoughts about others that 
reveal what a person values or not. As a professional, it is important to have a positive 
attitude towards people with intellectual disability, and play also the role of a caregiver, 
to ensure that your actions and thoughts are in accordance with organisational mission. 
Many people do not fully understand their own attitudes or values until those attitudes 
or values are challenged. Values are the beliefs that guide a person’s behaviour. They 
are influenced by a person’s family upbringing, educational background, 
socioeconomic status, religious beliefs and by society. Although most professionals 
have had some professional training to develop their job as caregiver, very few have 
studied ethical behaviour and even less have assumed the organisation’s values, so 
important to professional practice. 

In professional practice, good intentions or the desire for self-realisation are not enough 
to work in a service that provides support for people with intellectual disabilities. The 
provided service must be offered attending to the specific needs of each client, 
because each person is a unique individual. The personal beliefs and values of each 
professional should not prevail to the detriment of organisational mission, vision and 
values. 

The professionals must have an adaptive and flexible behaviour based on 
organisational ethical standards that aim to improve permanent good partnership 
amongst professionals as well as in professional-family, professional-client and 
organisational-community relationship. 

The only real way of implementing professional and organisational ethics values is to 
ensure they are shared by the professionals who work at the organisation. In order to 
achieve this, professionals must share a sense of pride in being part of the 
organisation. Professionals represent and project the public image of the organisation, 
and are many times its visible face and exert a major influence on how and in which 
direction it is moving. To ensure a high level of professional commitment of an 
employee to its organisation it's important to promote internal methodologies to 
evaluate it. Supervision and a continuum monitoring of professional performance 
represent a determinant role in guarantee of a quality intervention. The permanent 
feedback among supervisor and the professional; allowing for time and space to 
discuss cases and personal/professional difficulties in a multidisciplinary way, are a 
successful methodology in the promotion of a balanced organisational environment, 
which stimulate motivation and strength the professionals´ feeling of organisational 
belonging 

Ethics is the standard that professional's belonging to a professional class must follow 
and complacency it's his great enemy. Since all humans are fallible, organisations must 
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be prepared to manage their ethical learning by building on what they get right, learning 
from mistakes and analysing inconsistencies in a transparent way. 

The client is the reason for the existence of the service. People with severe intellectual 
disabilities are often lifelong clients, for whom the organisations, in several cases, 
become their home. Thus, it is essential to understand the importance of the space 
inhabited by a client and dedicate time to it. A quality care implies valuing a client, their 
circumstances, specific needs, desires and their surroundings. The professionals must 
be proactive and create a space which focuses on personal abilities and on the added 
value of this persons for the community instead to reinforce a common sense idea of 
disability which labels these people as excluded from society, without competences or 
with a challenging behaviour.  

Therefore, professionals should be able to find enough time in which to observe each 
client, get to know them and develop an empathy relationship with them. It is ethically 
unacceptable that professionals said/felt that do not have time to reflect on 
organisational care model, on the quality of their services or how time is spent with 
clients. It is important to promote an internal reflection on how clients spend their time, 
whether there is enough variety of activities and if the time of professional support is 
adequate to their needs.re model, on the quality of their services or how time is spent 
with clients. It is important to promote an internal reflection on: 

 how clients spend their time; 

 whether there is enough variety of activities and if have in account the opinion, 
the desires and the accessibility to all clients, and 

 if the time of professional support is adequate to their needs. 

Personal Beliefs  

As mentioned above, all people have a set of attitudes and values that influence the 
way they live and how they relate to others. When working directly with people with 
intellectual disabilities and families, the professionals may find they own values and 
attitudes challenged. It is crucial that professionals are aware of their own values and 
attitudes to understand individual differences and to be able to work professionally with 
people with intellectual disabilities and their families. At any time, the professionals may 
find that some of their values conflict with the values of the person and the person’s 
family they support. It is important to acknowledge this and to ensure that all actions 
undertake are in the best interests of the supported person. To deal with these 
conflicting values it is really important the support of the supervisor and the case 
analyse in a multidisciplinary team.  

The role of professionals does not include imposing their values onto a family or 
providing change to the values and attitudes of people with intellectual disabilities they 
support.  



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

31 

Managing Personal and Professional Boundaries  

An important part of being a professional is establishing a clear understanding of what 
is appropriate and inappropriate behaviour when working with individuals with severe 
intellectual disabilities and their families. When this happens, it can be difficult to 
manage these personal and professional boundaries. Many people establish a close 
relationship with the person they support, and when working with someone on a very 
intimate level it can be easy to do so. Establishing a friendship outside of work with the 
person you support can have both a positive and a negative effect on your role as a 
professional. Although a friendship can make the work more enjoyable, it can also 
make it difficult to carry out some duties that professionals are required to do as part of 
their job. 

Many people with severe intellectual disability have had many different support 
professionals, they come and go throughout their life span and they may establish 
relationships differently from people in the general community. People with severe 
disabilities have a very restricted circle of support and relationships, where the 
professionals are, most of the times, included. For this reason, in many circumstances, 
it is difficult for them to see the person of support exclusively as a professional, who is 
paid for his work, which can lead to a misunderstanding of roles. 

It is fundamental that professionals are fully aware of the roles and responsibilities of 
their job and the expectations of the organisation. They should ask for help to 
understand behaviours/situations that are challenging their professional boundaries. 

Confidentiality  

People with intellectual disabilities and their relatives often have many different persons 
come into their lives for a wide range of reasons. This can include providing respite to 
the family, providing therapy services to the person with disability, providing specific 
support and so on. People with severe intellectual disabilities often have much more 
external assistance than most of the general population. The variety of professionals 
coming into a person´s home can sometimes make them feel exposed and that their 
life is continually being assessed by strangers. When working with a person with 
severe intellectual disability and their family, it is important to respect their privacy, their 
personal business, their familiar management, and treat this as personal or confidential 
information. All professionals, both paid and voluntary, are bound by a confidentiality 
agreement, meaning that professionals are not allowed to disclose the person’s 
personal information to others. The importance of confidentiality when working with 
people with severe intellectual disabilities and their relatives should be part of the Code 
of Ethics. 

The relationship between professionals and people with intellectual disabilities should 
be transparent and based on mutual trust. Since the beginning, the people with 
disabilities and their family must be informed about the existence of some exceptions to 
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the confidentiality rules. These exceptions must be explained, as well as all the 
procedures involved. In this exceptions are often included all the situations likely to 
cause harm or injury to the individual or to another person if not disclosed. 

Privacy and dignity  

Privacy relates to all information and practices that a professional learn about or 
undertakes and that are of a personal or sensitive nature. Professionals often get to 
know more about the person they support and their family than other people.  They are 
also, sometimes, required to assist the person they support with some very intimate 
tasks, such as personal care. In the particular case of people with severe intellectual 
disabilities, the level of dependence could be high which increases their exposition to 
vulnerable situations. Professionals need to have this into account and ensure that the 
person´s privacy is respected and, simultaneously, guarantee the protection of their 
rights, dignity and individual value. 

Decision-making and choice 

People with severe intellectual disabilities are individuals with their own needs and 
wishes. They are partners in the services that they receive and must be consulted 
regarding all decisions that affect them. Decision-making and choice can range from 
making small decisions about what to have for lunch or what to wear for the day, up to 
where to live or the choice of a service provider.    

Professionals support people who may have decision-making difficulties to be able to 
make appropriate decisions. The professionals should not make decisions for the 
person but instead help them to understand their choices and the consequences of 
each option. Professionals should make sure they promote the individual right to make 
decisions that affect a person’s life and, at the same time, ensure that any foreseeable 
risks that can cause loss or harm are avoided. In some instances, professionals may 
be faced with a situation where the person they support is making a decision that can 
lead to harm. In this case, they should ensure that the person is aware of all of the 
potential consequences and is able to make an informed decision. In such 
circumstances, professionals should report the situation to their supervisor or bring it 
for discussion at a team meeting. 

Module 3 explores in a more detailed way how to empower people with severe 
intellectual disabilities to make choices and take decisions. 

Inclusive environment at community level  

Inclusion refers to being involved in the local community where a person lives and 
being seen as a valued member of that community. Being involved in the community 
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means using the local shops, doctors, pharmacy, community centre, school and also 
working or using leisure services within the community. 

For people with a severe intellectual disability, community participation is even more 
important. Historically, people with (severe) intellectual disability have been removed 
from their community and lived in institutions or stayed exclusively at home. They had 
"no need" to go into the local community, but also, institutions did not give them the 
opportunity to participate in their community. As such, many people with (severe) 
intellectual disabilities have had limited contact with their local community and local 
community members have had limited contact with them.   

“Inclusion requires addressing barriers that create exclusion. These barriers occur at all 
levels of society and across multiple environments in which people engage. Barriers 
can be found within attitudes, knowledge, skill sets, relations between people and 
groups or between individuals and organisations, behaviours and practices (such as 
professional or organisational practices), policies and other structures.”4 
This necessarily means that the intervention should be focused on different 
environments, levels of society or stakeholders: 

 personal and home barriers;  

 barriers in disability services (e.g. residential, day services or activities 
occupational centres);  

 barriers in non disability organisations (e.g. city council, hospital, shops, 
neighbourhood house, etc.); 

 barriers and opportunities in non disability organisations / community; 

 barriers of policy, program delivery, facilities and infrastructure across non 
disability organisations and community. 

“Inclusion work needs to be structurally in-built into organisations across all levels. An 
organisational environment that supports and focuses on embedding change to support 
citizenship was advocated as a key enabler, as was the building of relationships 
between all stakeholders (people with a disability, staff, organisations and 
communities). Staff won’t change from ‘carer’ to ‘facilitator’ or inclusion worker unless 
they have organisational support to do so. Organisations need to systematically 
support and require staff to practice in this way. This includes clear and concrete 
practices, priorities and directions around the work, as well as skill sharing 

                                                            

4   Wilson, Erin and Elena Jenkin (2010), “Organising Inclusion Work: Key Factors for Success”,  in 

More  than Community Presence: Social  Inclusion  for People with  Intellectual Disability. Proceedings of 

the Fourth Annual Roundtable On Intellectual Disability Policy. Bundoora: La Trobe University, pp.55. 
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encompassing mentoring, formal and informal training, ‘checking in’ on staff and 
debriefing.5”  

Professional risks and burnout 

Support professionals working in services for people with severe intellectual disability 
can be at risk of stress and burnout at work. Given that staff well-being has implications 
for the quality of life of the staff themselves and the persons they support, this is an 
important issue.  

Working with people with high level of dependence and who demonstrate challenging 
behaviours can be stressful, particularly for new or inexperienced staff. 

The relationship between support professionals and clients is based in rules of conduct 
(behaviours, attitudes, form of treatment and provision of services, among others), 
which must be known and fulfilled by all actors (professionals, clients and relatives). It 
is from this professional and daily relationship that situations of conflict, disrespect, 
negligence, abuse, mistreatment and discrimination can arise, that must be identified, 
signalled, intervened and constantly prevented. 
Professionals should be accompanied in a differentiated way from the other caregivers, 
because they are at risk of physical fatigue, emotional stress, feelings of guilt, 
incapacity, insecurity and burnout. 

Maslach (1993, 1998)6 proposed the definition of burnout most frequently accepted in 
the scientific community, stating that this phenomenon results from a prolonged 
response to situations of professional stress, with burnout functioning as a rupture in 
the adaptive process to stress, leading to poor maladjustment to the labour situation. It 
consists of three key components7: 

                                                            

5  Wilson, Erin and Elena Jenkin (2010), “Organising Inclusion Work: Key Factors for Success”, in More than 
Community Presence: Social Inclusion for People with Intellectual Disability. Proceedings of the Fourth Annual 
Roundtable On Intellectual Disability Policy. Bundoora: La Trobe University, pp.56. 
6  Maslach, C. (1993), “Burnout: A multidimensional perspective”, in FENACERCI (2011), Roteiro para a 
Prevenção e Intervenção em Contexto Institucional – Situações de maus-tratos a pessoas com deficiência intelectual 
e/ou multideficiência, pp. 28. 
7  Idem 
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 Emotional Exhaustion: Characterized by an over-solicitation or exhaustion of 
the emotional resources of the professional. This component can coexist with 
feelings of frustration and tension that occur when professionals perceive 
themselves as not being able to be responsible for others and feel 
psychologically fragile (Maslach & Jackson, 1981). 

 Depersonalisation: defined as an affective distance, emotional indifference or 
insensitivity to others, colleagues and clients, beneficiaries of their services and 
care.  

 Reduced Personal Accomplishment: defined as the reduction of feelings of 
competence and pleasure associated with professional performance.  

Prevent burnout can be very demanding for the professionals, since dealing with other 
people’s emotions, crises and problems on a daily basis can be very stressful. 
Professionals have a responsibility to support all their clients to the best of their 
abilities. Defining boundaries help professionals to maintain a close and supportive 
relationship without becoming too personally involved with the client´s problems. 

Often the concept of burnout is confused with other theoretical concepts, namely with 
stress. “(…) Stress is defined as a set of biological, cognitive, behavioural and 
emotional reactions that arise in response to an external occurrence. These reactions 
are directly related to the event that triggered them, tending to disappear when the 
event ceases. This is a non-specific response of the organism, resulting from the most 
diverse situations, including work-related situations. It should also be clarified that 
stress can produce adaptive responses rather than anxiety, which induces misaligned 
responses.8” 

                                                            

8  Idem.  
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Some suggestions on what professionals can do to reduce burnout risk and avoid or 
relieve stress, are: 

 Professional supervision; 

 Be familiar with your personal signs of stress and define coping strategies (such 
as: avoid negative thoughts; emotional support groups; practise hobbies, and 
others); 

 Identify a healthy way to relax when you feel stressed;  

 Take time out for yourself and share your difficulties with your team; 

 Try to identify what it is the source of stress (work related or personal);  

 Promote team meetings to discuss cases; 

 Develop training/information sessions about this theme; 

 Share tasks and responsibilities; 

 Promote outdoor activities with your team. 
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Annex exercise sheets 
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Exercise 1 

 

On the basis of the content worked about ethics and professionalism, the participants 
must form working groups (minimum of 2 and maximum of 4 elements) and analyze at 
least of two the following case studies. 

The analysis should be guided by the following questions: 

 What do you do in this situation? 
 Did you ever dealt with a similar situation? What do you do? What went well? 

What went wrong? What could be improved? 
 What does the organisation expect from you in this situation?  
 What do you expect from the organisation in this situation? 
 If you have a colleague in this situation what do you tell him/her? 
 If you have a client in this situation what do you tell him/her? 

Other relevant questions can be added. 

Case 1 

John is supporting Clare to volunteer at the local veterinary clinic. Over the last few 
days you have noticed that Clare has started to ask him personal questions about your 
girlfriend. She has also started touching your arm when talking to you and holding your 
hand on occasion. Because of her disability you believe that it means nothing and it is 
just her being friendly. 

 Case 2 

Marie is a person who likes a clean house. Marie supports Ben who is 35 to go to the 
gym. He lives alone in his own apartment. When Marie arrives to pick him up to go to 
the gym, she noticed that there are pizza boxes and empty beer cans all over the 
lounge room floor.  

Case 3 

Carl has been supporting Patrick in the community for several months. Patrick has 
some inappropriate behavior when he first meets people. Carl has been supporting him 
to acknowledge people appropriately when he is introduced. During one of his regular 
visits, he says "hello" to a person in the group, offers his hand and give a hug. 

Case 4  

Steve is 21 years old and has a girlfriend that his mother does not know about. Steve 
and his girlfriend had had protected sex relations. He has asked that to his personal 
assistance don´t tell his parents.  
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Case 5 

Fred is supporting Sam and met at the supermarket another colleague who also works 
with Sam. Fred asked his colleague if she has heard about Sam’s parents’ divorce. 
 
Case 6 
Emma is a person with severe intellectual disability. Emma is supported by Susan, her 
personal assistance. Emma wants to have lunch at the neighbourhood pizzeria but 
Susan never is available. Susan feel insecure because Emma has a lot difficulty in 
swallows, drools a lot and a messy eater. 
 
Case 7 
Christine is a mother of a person with severe intellectual disabilities, who is attending at 
the organisation “Welcome”. Christine think that the professionals who support her 
daughter aren´t enough competent for the job. Christine doesn´t tell them her opinion, 
because she has fear. However, she already comments this situation at the 
supermarket.  
 
Case 8 
Paul is a caregiver that works at 25 years in an organisation for adults with intellectual 
disabilities. Paul says that “I treat individuals I support like my own child or family”.   
 
Case 9 
 “Help” is an organisation for adults with severe intellectual disabilities. “Help” has a 
good contact with the community resources and promote a several activities with the 
local partners. Recently, “Help” organized an open seminar to the community about 
participation and inclusion of people with intellectual disabilities. In this seminar the 
clients participated at the beginning with a theatre performance based on fairy tale and 
at the end they sang kid’s songs. All the people cheered a lot. 

 

Case 10 
Teresa is a personal assistance of Sonnia since 5 years. Recently, Sonnia was 
diagnosed with dual diagnosis and sometimes is very difficult managing her behavior. 
In this situation Sonnia became very aggressive for Teresa. Teresa likes to work with 
Sonnia but she feels tired and afraid. However, when Sonnia is stable, she is a lovely 
person and they have a good friendship. Teresa tried to talk with Sonnia mother´s 
about this situation but her mother underestimated her words.  
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Exercise 2 

This exercise aims to promote individual or collective reflection on the impact of stress 
and burnout on professional activity. 

 

1. Do you know what your personal signs of stress are? List them here.                          
  

2. What do you do to relieve your stress?  (this question is creating self 
awareness)  

 

3. What does your organisation do to relive the professional stress?  
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Online resources 

 

http://www.assistid.eu/adminbackend/resources/pages/s-clifforddefining-social-
inclusionridd.pdf  accessed 13/02/2017 

 

https://www.aucd.org/docs/resources/pie_adults_Nov2014_families.pdf accessed 
13/02/2017 

 

http://onlinelibrary.wiley.com/doi/10.1111/j.1741-1130.2011.00319.x/abstract accessed 
13/02/2017 

 

http://disabilityconnections.org.au/sites/default/files/news/2010/05/317993-upload-
00001.pdf accessed 03/03/2017 
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Projeto CODETHOS, Bases Gerais do Código de Ética da CODEM, accessed 
15/02/2017 

 

Rouget, Deb (2010), “Some Reflections on What Might be Needed to Assist People 
with Disabilities to Become Authentically Included” in the Community, in More than 
Community Presence: Social Inclusion for People with Intellectual Disability. 
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Bundoora: La Trobe University, pp. 68, accessed 28/02/20107 
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ecological model of social networks and community participation”, in Research in 
Developmental Disabilities 38, Elsevier, pp. 18-29 accessed 28/02/20107 
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accessed 28/02/20107 
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Module 3 

The module is planned for 5 hours but it can be adapted according to the participants. 

We will approach some theoretical content about decision making and self-
determination concepts, along with some clues on how can professionals promote 
autonomy and independence of people with severe intellectual disability. 
It will also provide a list of online resources the trainer can use in order to prepare the 
session and give the participants. 

Summary  

Module 3 will give the participants some knowledge about concepts like autonomy, 
self-determination and self-advocacy, when targeting people with severe intellectual 
disabilities. 
It will also give some clues on how professionals can promote autonomy and 
independence when working with people with severe intellectual disabilities. 
The trainer should use the content of the module to prepare the session, with PPT’s or 
any other approach that s/he feels convenient.  
Recommended time is 5 hours, but it can be adjusted according to the participants. 

Aims  

By the end of the session participants should have a clear idea about: 

The concepts and principles of self-determination, advocacy, self-advocacy 

How they can promote empowerment and advocacy for people with severe intellectual 
disability 

How to promote autonomy and independence for people with severe intellectual 
disabilities 

Session Plan 

1 Getting to know the participants 20 minutes 

2 Key concepts about empowerment and advocacy 30 minutes 

3 Promoting decision making and self-determination 30 minutes 

4 
Self-determination principles 30 minutes 

Exercise 20 minutes 

5 
Decision making/Choice making 30 minutes 

Exercise 20 minutes 

6 Strategies for increasing choice making opportunities 20 minutes 

7 Choice-making formats 20 minutes 

8 Choice making skills 20 minutes 
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9 
Promoting choice making into daily contexts 20 minutes 

Exercise 20 minutes 

10 Feedback and evaluation 20 minutes 

Resources needed/recommended 

Computer, data projector, PowerPoint presentations, flipchart, markers, blank sheets, 
copies to participants of the exercises and the list of resources. 

Empowerment and advocacy for people with severe intellectual 

disabilities 

People with severe intellectual disabilities and/or more complex needs of support are 
still been seen as not able to take control or to decide about their own lives.  

This believe has not changed much, even with the paradigm changes related with the 
concept of disability itself. In fact, putting the focus on the relation with the environment 
and functionality, did not result (in practice) on the real empowerment of people with 
severe intellectual disabilities, that are still seen as a group that needs to be protected 
and with little capacity for advocacy and empowerment. 

One of the reasons for this is in fact related with the level of expectations that families, 
professionals and society at large have regarding the ability persons with severe 
intellectual disabilities have to be self-determined or goal oriented. 

There is a perception of incompetence, derived from many years of custodial approach, 
and that resulted on the placement of these persons in programs designed jut to 
provide basic care and safety. 

In order to understand what empowerment and advocacy mean to people with severe 
intellectual disabilities we need first to understand the underlying key concepts, 
together with some misconceptions related with this issue. 

Key concepts 

Empowerment and advocacy are closely related with some core concepts, namely the 
concept of advocacy, independency, empowerment and decision making/choice 
making. 

Advocacy and self-advocacy 

When we talk about advocacy in the context of disability we talk about the way people 
are able to influence decisions about their own life and having their voice heard on 
issues that are important to them. Advocacy is crucial for promoting and protecting the 
rights of people with intellectual disabilities and improving their quality of life. In fact, it’s 
the existence of strong advocates that will enable persons with intellectual disabilities 
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to access to the support and the opportunities to exercise their rights. At the same time, 
advocacy can also be a way to prevent persons with intellectual disability from abuse, 
neglect and exploitation. When we think about people with intellectual disabilities we 
may conclude that they will need support from advocates in order to become self-
advocates. In some cases, namely for people with severe intellectual disabilities, they 
may never be able to advocate for themselves, relying always on others to do that. In 
these cases, others will be making decisions on behalf of the individual. Of course we 
cannot stress enough the importance of making sure that the decisions are true to the 
person’s interest and not influenced by the own believes of the advocate. 

In order to advocate for ones-self, people need to know their rights and how to assert 
them, get the right support to advocate effectively, have the opportunity to practise self-
advocacy and self-determination, have the opportunity to learn and develop the needed 
skills, and fully participate in their community. 

 

Figure 3 – The four pillars for self-advocacy 

Empowerment 

From an historical perspective (Cannela, O’Reilly & Lancioni, 2005), people with severe 
intellectual disabilities have not been considered as good candidates to empowerment. 

In fact, they have been disempowered systematically. Disempowered by their families, 
by the social services, by the professionals and, finally, by society. This is because 
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they have been seen as subjects of pity, not rights; deeply in need of protection, as 
opposed to empowerment and capacity building. 

As a result, they have been acting accordingly as individuals with little or no self-
determination, unable to take charge or take part on decisions about their lives.  

We know now that people with severe intellectual disabilities can, at some extent, be 
involved in decision-making and take some control of their lives (Lancioni, O’Reilly, & 
Emerson, 1996). 

Professionals play a huge role in the promotion of empowerment of people with severe 
intellectual disabilities, not only by providing them with the opportunities to learn and 
exercise the skills, but also by showing families how they can promote empowerment 
and involve their family members on the decision-making process related with the 
different life settings. 

Decision making/Choice making 

This is a core concept when we think about empowerment and self-determination of 
people with severe intellectual disabilities. 

It’s important to understand how professionals can promote and develop decision 
making/choice making skills of persons with severe intellectual disabilities. 

Although choice making is a skill that we develop naturally at a very early stage in life 
that is central for the building of decision making and, later on, self-determination, 
people with severe intellectual disabilities need to be taught how to make choices.  This 
means that it is not enough to provide the opportunity to choose if people have not 
learned how to make choices on the first place. 

Promoting decision making and self-determination 

Self-determination 

Self-determination is a construct that relates with two different aspects: one to 
individuals and the other to groups. In this module we will look at the first one. When 
thinking about individuals, we see that self-determination is closely influenced by 
cultural values, namely the ones related with parental authority and choice making for 
children (Turnbull & Turnbull, 2001). This is especially true when we talk about people 
with severe intellectual disabilities. In fact, these individuals will probably require a lot of 
support in the decision making process, either with motivation, available resources, and 
specific skills. Self-determination, understood as the ability to be the causal agent of 
actions or events in their own life, closely connected with control, needs to be re-
interpreted when we refer to people with severe intellectual disabilities. One of the 
reasons for not to apply the construct to these individuals, is the belief that they do not 
possess the needed skills to control their own lives and that will be more vulnerable 
and at risk without a "carer". According to Wehmeyer (2005), this strong connection 
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between control and self-determination is the reason why people with severe 
disabilities are seen as unable to be self-determined. The limitations in personal ability, 
the lack of opportunities, the way people perceive them, and the environments where 
they live, learn, work or play can constraint their self-determination. This is why families 
and professionals play such a big role in the promotion or inhibition of self-
determination. From an early stage, it is important to provide persons with severe 
intellectual disabilities with the opportunities to make choices and decisions, to use the 
community settings and services and to be involved. 

Principles 

The literature identifies a set of principles to self-determination. We will explore them 
and what they mean when we think about persons with severe intellectual disabilities. 

Freedom 

This means that a person is free to take decisions about their lives, like choosing where 
to live, with whom they live, what to do with their time. It means that even when people 
are supported by others or by organisations, they still have the freedom to take 
decisions. 

For people with severe intellectual disabilities, the possibility to take decisions should 
always be considered, and, with the right support, they may even be able to have their 
say in some of the issues/areas referred above. 

Choice 

Everyone has the right to choose how they want to live their lives. This is also true for 
persons with severe intellectual disabilities.  

For people with severe intellectual disabilities this means that they should receive 
adequate and proportionate support from family, friends, professionals and the 
community in order to allow them to exercise to the fullest their right to make their own 
choices.  

Authority 

This particular principle is related with finances and the purchase of goods and 
services. It means that the individual has a say in what comes to the services that s/he 
receives but also at the management of their money.  

For people with severe intellectual disabilities it means that the person will need 
support in order to ensure that her/his preferences and desires are duly taken into 
account when deciding about the services received and the management of property 
and money. 
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Dignity and Respect  

Everyone has the right to be treated with dignity and to be respected as a person. This 
means e.g. to have your privacy respected, to have the right to make mistakes and to 
take bad decisions. 

For people with severe intellectual disabilities it means that their network of support will 
allow them to take risks “safely” and in a way that will promote personal growth and 
increasing autonomy. 

 

Figure 4 - The principles for self-determination 

To understand self-determination we need to focus on the term volition. It relates with 
making conscious choices or having the will to make them. For people with severe 
intellectual disabilities this may be something really hard. But with the right support they 
can, indeed, be the causal agents of their life events. If a person cannot make 
decisions independently, s/he can have others taking those decisions but based on the 
person’s preferences, interests, values and skills, so the decision will be, in fact, a 
result of the persons will. 

Assessing self-determination 

For professionals working with people with severe intellectual disabilities, the issue of 
self-determination assessment can be a challenge. 

One of the reasons for this is the fact that for most people, self-determination is still 
seen as a synonymous of control of one’s life, something that we normally do not relate 
with people with severe intellectual disabilities. 
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It is also thought as having independent performance or behaviours and being self-
sufficient, characteristics not associated with people with severe intellectual disabilities. 
In fact, the need for extensive support in almost all areas of live of many people with 
severe intellectual disabilities is seen as a clear limitation to self-determination. 

People with severe intellectual disabilities were considered for long time has not able to 
learn and where placed in programs designed just to address their basic needs and 
safety. However, this perception has changed, namely due to parents activism and 
pressure to have their sons and daughters placed in environments were learning could 
occur and they could be in contact with their peers without disabilities. 

The difficulty to assess self-determination in individuals that have limited 
communication, challenging behaviour or sensory needs is something professionals 
know too well. 
Having this in mind, more important than the use of an assessment tool, professionals 
should focus on 3 key aspects of self-determined behaviour: choosing goals, 
expressing goals and taking action. All interventions aiming at developing self-
determination need to be planned around those 3 key competences. This can be done 
even for people with a high need of support. 

Decision making/choice making 

Historically, people with severe intellectual disabilities have had others making 
decisions and choices on their behalf, not being involved on the process. As a result, 
they often do not know how to define goals or objectives, how to identify possibilities, 
how to make decisions and to choose, how to evaluate results and to re-define new 
strategies to achieve goals. With the understanding that people with severe intellectual 
disabilities should have the possibility to be involved on decisions that affect their lives, 
even if they seem basic, professionals and families have started to grasp the need to 
provide them with opportunities to express their preferences, make choices based on 
those preferences, and act on them. The provision of choices is the way to reverse this 
pattern of external control and allow some internal control over owns life (Mithaug, 
2005). Of course, in order to make choices people need to be informed and aware of 
the implications of choosing. Although choice making is one of the most basic skills, it 
still needs to be acquired and developed. Most people with severe intellectual 
disabilities have not developed that skill or even had the opportunity to do so. The 
ability to make choices can be broke down to 4 skills: freedom and opportunity to 
choose, familiarity with choice options/activities, individual initiative to make choices 
and the development of skills and methods to select choices (Brown & Brown, 2009). 

Freedom and opportunities of choice 

As it was already referred, people with significant disabilities have been limited in their 
opportunities to make choices, although there is the understanding that they have the 
right to do it. The lack of real opportunities to make choices limits the development of 
choice-making skills and, consequently, self-determination. The fact that it is often 
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more effective and practical for professionals and families to direct activities then to 
provide for choices can be one of the reasons for not providing opportunities for 
choosing. The difficulties in communication and the time needed to identify the choice 
made can be reasons not to allow for people with severe intellectual disabilities to 
make choices. Although this is a strategy that can be challenging and time consuming, 
several studies have shown that when provided with the possibility to choose people 
with significant disabilities have increased their ability to communicate their desires 
(Browder, Cooper & Lim, 1998), have reduced their challenging behaviours (Lohrmann-
O’Rourke & Yurman, 2001; Cole and Levinson, 2002) and better chances to live 
independently and experience a better quality of life (Browder, Cooper, & Lim, 1998; 
Cole & Levinson, 2001; Lohrmann-O’Rourke & Yurman, 2001).  

Familiarity with choice options 

According to Wehmeyer (2007), the possibility to experience options and realising the 
consequences of possible choices is a pre-requisite to make sure that people with 
severe intellectual disabilities are able to choose effectively and independently. It’s the 
professional and the family responsibility to ensure that the person can gain experience 
and familiarity with choice options across different settings. It is important that people 
can identify their preferences within the choice options. This is something that must be 
taken into consideration when providing choices. 

Individual Initiative 

Self-directed behaviour is a result of cognitive, motivational and emotional factors, 
together with self-awareness of personal abilities and confidence. People with severe 
intellectual disabilities can experience difficulties in several of those factors. A self-
determined behaviour is only possible if the person initiates the choice-making action. 
This is called intrinsic motivation and it’s built by providing the person with a sense of 
choice over what happens and of acting upon the involvement in a competent way. 

Methods and skills in choice making  

Communication is a key issue for people with severe intellectual disabilities to make 
choices and have them recognised and respected. Sometimes they may be able to 
make the choice but unable to convey it to the professionals or the family, due to poor 
expressive communication skills. We will approach communication issues more deeply 
on module 4. 

In order to support effectively a person with severe intellectual disabilities professionals 
need to assess individual’s skills across all life areas. This means working closely with 
families to determine individual profiles, skills and needs and to be familiar with the 
communication methods within the different settings. Although everyone can learns 
how to communicate in a more effective way, individualised support it’s what will allow 
a person with severe intellectual disability to develop the ability to express their needs 
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and wants. Professionals have the responsibility to assist people in understanding what 
their choices are and realizing their dreams, but always with a “safety net”.  Self-
determination cannot be an excuse for placing people at risk on the grounds that s/he 
chose it. The choices provided need to ensure that people get the support they need to 
safely take the decision. 

Barriers to choice making 

Together with the lack of opportunities to choice making there are other barriers or 
factors that can influence the possibility of making choices for people with severe 
intellectual disabilities. Among them, the fact that some decisions need to be taken 
rapidly, the resistance to change from professionals, families and people with 
disabilities themselves, and the lack of proper training in how to promote choice 
making. 

Some decisions need to be taken in a short time interval and people with severe 
intellectual disabilities may not have the ability to process information quickly enough. 
This is often the case of safety situations (e.g. fire, injuries), need to respect times (e.g. 
doctor’s appointment, meals), or transport (e.g. getting in/out a bus or train). For people 
with severe intellectual disabilities that are living in institutions/residences there are not 
a lot of opportunities to make choices in what comes to staff or home rules, however, 
they still can be involved when those are being decided. 

Promoting autonomy and independence 

Strategies for increasing choice making opportunities  

According to literature, the training of professionals and families on how to increase 
choice making opportunities for people with significant disabilities is the way to ensure 
people have the possibility to take part and to be active agents of what happens in their 
lives. 

This can be done by letting them know the different formats they can provide for 
choice-making, the skills they need to teach, and how to promote choice making into 
daily contexts. 

Choice-making formats  

One of the challenges when we refer to people with severe intellectual disabilities lies 
in the need to sometime involve families or professionals to determine preferences or 
desires. Parsons & Reid (1990) found out that sometimes the person preferences were 
different than the ones the supporters referred, meaning that proxy preferences may 
sometimes differ from the person actual preference. One of the formats that can be 
used to determine the personal preferences is pictorial choice making. This is done by 
providing the person with pictures of the actual objects that are not in the immediate 
environment, thus increasing the choice making opportunities. However, some people 
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with severe intellectual disabilities may not be able to choose from pictures, needing 
the actual object.  

The use of a computer is also a valuable tool, since people can use micro switches to 
select upon a set of possibilities or to communicate their preferences.  

One other method to assess preferences is direct observation. In order to do this, 
professionals need to observe the choice someone makes when given the opportunity 
to choose. They need to identify the way the choices were presented and how the 
choice was made. People can choose from just one option (yes/no), from two options 
(one or the other/this or that) and three or more objects (pointing or selecting by any 
way). It is important to identify in which format the person can successfully choose, and 
also to identify how the choice is made. People can communicate their preferences by 
verbal skills, facial expressions, avoidance behaviours (e.g. turning away) or motor 
skills. People with more significant disabilities may express their preference and choice 
by just looking at an object, vocalise or make a subtle movement.   

Choice making skills  

As already pointed out, it is not enough to provide opportunities to choice making, 
people with severe intellectual disabilities need to learn choice making skills. Choice 
making skills are composed of 3 skills: affective, cognitive/discriminatory, and 
generalisation.  Affective skills are the skills that enable the recognition of preferences, 
cognitive/discriminatory are the ones that enable the identification of different options, 
and generalisation is the skill that will enable the person to choose in real like contexts.  
Sometimes people with severe intellectual disabilities are already making choices; 
however they are using an unacceptable way of conveying the choice, such as 
screaming or crying.  

Promoting choice making into daily contexts 

To be successful, choice making needs to be built into daily contexts. Meal times, 
leisure activities and occupational settings are frequently used by professionals and 
families to promote choice making. People then can choose between engaging in the 
activity, choose between activities, choosing when to terminate the activity, choosing a 
partner for the activity and even choose how to achieve a certain goal in the activity. It 
is important that the persons will is respected, once the choice was made. 

When promoting opportunities to choose is also important to make sure that they are 
non-controversial. Examples are personal grooming, leisure opportunities and clothing 
arrangements (e.g. people can choose what to wear or what to eat). Opposite to this, 
examples of controversial choice making opportunities are staying in bed all day or not 
going to the doctor when you are ill. 
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Annex exercise sheets 

Exercise 1 – 15 minutes 

Divide the participants in 2 groups.  

Give each group one exercise sheet 1. 
Ask them to, having in mind the self-determination principles, discuss on how can 
professionals promote each of the principles. 

Give them 10 minutes to discuss. After that, they should choose one of the group 
members to present the results to the other group. 

 

Exercise 2 – 20 minutes 

This is an individual exercise. 

Give one exercise sheet 2 to each participant. 

Ask people to think about the skills needed to make choices. Then they should order 
them by difficulty to implement with people with severe intellectual disabilities and 
advance with ideas how to overcome possible difficulties. 

 

Exercise 3 – 40 minutes 

Divide de participants in groups of 3 to 4. 

Give one set of sentences to each group (you should photocopy and cut them in 
advance). 
Ask them to group the sentences in 2 groups. 
One group should be for the sentences related with what the professionals should 
remember to do to promote choice and self-determination, and the other should be for 
the sentences about what professionals should avoid to do. 

Give them 15 minutes to do this. After that, each group should tell the others how they 
grouped the sentences. Allow for reflections and discussion between participants. 
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Exercise sheet 1 

Self-determination principles 

 

Dignity and respect 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
________________________ 

Freedom 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
________________________ 

Choice 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
________________________ 

Authority 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
________________________ 

Self‐
determination

Freedom

Choice

Authority

Dignity 
and 

respect
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Exercise sheet 2 

 

 

 

  

Freedom and opportunity to choose

Individual initiative to make choices

Familiarity with choice options/activities

Development of skills and methods to select choices
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Exercise sheet 3 

  

Provide as much information and explanation as the person needs 

Use a range of ways to provide information – using simple language or graphics 

Give time for people to engage in the situation 

People are more likely to want to be involved in things they have experienced.  

Give them opportunities to try. 

Make sure not to “lead” the person 

The topics for decisions needs to be tangible and easy to understand 

Some people are not verbal. Make sure you use a variety of possibilities to communicate 

Not treating people with respect 

Not involving people at every stage of the decision‐making/choice‐making process 

Editing or filtering the person’s ideas or will 

Assuming that persons with severe intellectual disabilities are not interested or do not 

want to take part on the decision‐making process 

Involve the family and other relevant people for the person 

Taking time to learn the person 
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Online Resources 

https://www.academia.edu/9578980/Self-
Determination_for_Those_with_Severe_and_Profound_Intellectual_Disabilities_A_Revi
ew_of_the_Literature_Self-
Determination_for_Those_with_Severe_and_Profound_Intellectual_Disabilities_A_Revi
ew_of_the_Literature?auto=download accessed 20/2/2017 

http://www.lynchburg.edu/wp-content/uploads/volume-9-2013/ShinS-Stroup-RentierVL-
Promoting-Self-Determination-Cognitive-Disabilities.pdf accessed 20/2/2017 

http://www.beachcenter.org/Research/FullArticles/PDF/SD14_Self-
determination%20for%20individuals.pdf accessed 17/2/2017 

https://prezi.com/lxe7qylaymx4/copy-of-findings-the-impact-of-sdlmi-on-student-self-
determination/ accessed 2/2/2017 

http://tash.org/wp-content/uploads/2013/10/agran-equity-and-full-participation.pdf 
accessed 19/2/2017 

http://www.crporegon.org/cms/lib010/OR01928264/Centricity/Domain/45/Documents/S
D4A_Self-Determination%20and%20Individuals.pdf accessed 15/2/2017 

http://www.sciencedirect.com/science/article/pii/S169726001500006X accessed 
16/2/2017 accessed 15/2/2017 

http://repository.uwyo.edu/cgi/viewcontent.cgi?article=1011&context=coe_facpub 
accessed 20/2/2017 

https://web.auburn.edu/institute/conference/xxvi/documents/presentations/CS21-
MegCooper-20160203-ATLI_Copy-POST.pdf accessed 14/2/2017 

https://www.youtube.com/watch?v=0MAsTRaR404 accessed 20/2/2017 

https://www.youtube.com/watch?v=keEQfgIBLmE accessed 20/2/2017 

http://www.platformemg.nl/wp-content/uploads/2012/08/inclusionofpeople.pdf accessed 
20/2/2017 

http://www.aqvx59.dsl.pipex.com/localplanningforadvocacy.pdf accessed 26/2/2017 

http://www.aqvx59.dsl.pipex.com/localplanningforadvocacy.pdf accessed 26/2/2017 

http://ngsd.org/sites/default/files/promoting_self-determination_a_practice_guide.pdf 
accessed 27/2/2017 

http://ac.els-cdn.com/S169726001500006X/1-s2.0-S169726001500006X-
main.pdf?_tid=75a44a24-0011-11e7-bc90-
00000aab0f27&acdnat=1488546244_efddc34aeb7471c8ba88202578108da3 
accessed 27/2/2017 
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http://academics.uky.edu/cohs/rhbphd/Documents%20for%20RHB%20NEWS%20Blog
/Kleinert%20ETDD%20artilce.pdf accessed 03/03/2017 

http://transitioncoalition.org/blog/webinar/using-the-self-determined-learning-model-of-
instruction-to-improve-academic-skills/ accessed 06/03/2017 
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Module 4 

The module is planned for 6 hours but it can be adapted according to the participants. 

Along with some brief theoretical information, this module will focus on providing 
practical tools that professionals can use in order to promote communication in 
different settings.  

This means that the trainer should go online and show the available resources, 
exploring them with the participants. 

It will also provide a list of online resources the trainer can use in order to prepare the 
session and give the participants.  
Recommended time is 6 hours, but it can be adjusted according to the participants. 

Summary  

Module 4 will provide participants with basic knowledge about communication and its 
importance when working with people with severe intellectual disabilities. It will also 
explore how it relates with community inclusion and how professionals can improve 
communication for people with severe intellectual disabilities. 

Aims  
By the end of the training, participants should have acquired a basic knowledge about: 
1. Communication and its components,  
2. Augmentative and alternative communication,  
3. How to assess communication,  
4. How to develop and implement communication with persons with severe intellectual 
disabilities and  
5. The importance of communication to community inclusion. 

Session Plan 

1 Getting to know the participants 20 minutes 

2 
What is communication? 1 hour 

Exercises 1, 2 and 3 40 minutes 

3 What is Augmentative/Alternative communication (AAC)? 30 minutes 

4 
Assessing communication 30 minutes 

Exercise 4 30 minutes 

5 
Developing communication tools 20 minutes 

Exercise 5 30 minutes 

6 
Community inclusion and communication 40 minutes 

Exercise 6 40 minutes 

7 Feed-back and evaluation 20 minutes 
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Resources needed/recommended 

Computer, data projector, internet connection, PowerPoint presentations, flipchart, 
markers, blank sheets, copies to participants of the exercises and the list of resources. 

What is communication? 

Every time 2 or more persons give or receive information one another we can say that 
communication is taking place. 

This exchange of information may be intentional or unintentional, involve conventional 
or unconventional signals, use linguistic or non-linguistic forms, and occur through 
spoken or any other mode. 

Every person communicates. However, the effectiveness and efficiency of the 
communication depends on several factors, individual and environmental. When we 
think about communication with people with severe intellectual disabilities we know that 
the effectiveness and efficiency can be hindered due to personal factors (e.g. motor 
constraints, cognitive constraints) but also to the difficulties of interaction with the 
environment. People with severe intellectual disabilities may develop unconventional 
and socially inadequate ways of communication, like screaming and aggressive 
behaviours. It is important that the persons supporting them understand that these are 
communication attempts, and that should be addressed as such.  

In order to be classified as communication, any behaviour must have a purpose or a 
reason to communicate, e.g. a need, a perception, an emotional state. This is why it’s 
important for the communication partner to establish a relation between such purpose 
or reason and the behaviour. This can be done by direct observation or by interviewing 
the ones that know the person very well and in different contexts. 

Some people with severe intellectual disability may find it very hard to master the skill 
of intentional communication. It can take a long time to reach this goal and sometimes 
it may not be achieved at all, but professionals and carers should have it as an 
inclusion goal at all time. By doing this, they will be promoting a communication friendly 
environment that will boost individuals skills to communicate effectively. 

Communication components 

Communication is much more than speech. In fact, we pass more information using 
non-verbal modes like facial expressions or body language than using an articulated 
speech. 

According to Hogdon (2011), communication is 55% visual (body movements, facial 
expressions, etc.), 37% vocal (intensity, volume, pace, intonation, etc.) and 7% verbal, 
and involves several skills, like being able to focus, take the information in and 
processing, storing, retrieving and sending the information. 
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The “normal” process of communication involves: reception, procession and expression 
of language, first by spoken language, then by reading and writing. The parents or the 
carers engage into communication first by imitating the child motor movements and 
vocalizations, leading to more movements and vocalizations by the child, and gradually 
those movements and vocalizations will gain meaning and intent. The child will evolve 
from a passive recipient of communication intents to an active communicator, initiating 
the communication in order to achieve what she needs and desires. For a child with 
multiple disabilities this learning process does not occur in the same way. When the 
child is not responsive to the parents or carers attempts to communicate they can stop 
or decrease their communication efforts. They may also start to anticipate the child 
needs and desires and not giving the child the opportunity to express them. As a result, 
communication development can stop and the child can develop a passive attitude 
towards communication. 

Receptive and expressive language 

These are terms that professionals used to describe listening, understanding and 
expression (through talking or other means such as signing). 

Receptive language 

Receptive language means the ability to understand information. It involves 
understanding the words, sentences and meaning of what others say or what is read. 
Receptive language enables you to gain information and meaning from routines, visual 
information, sounds and words, concepts and written information. 
In order to develop receptive language, people need to develop a set of skills. This 
means that they need to be acquired and present in order for us to say that expressive 
language exists.  
Pre-language skills must be present, and communication should occur using facial 
expression, gestures, imitation and eye contact, and there should be the ability to 
engage in reciprocal interaction with others and the recognition and follow of social 
norms. 
People also need to be able to focus on activities or tasks and to hold that attention for 
the time needed to complete them. Successful communication is not possible without 
the presence of receptive language, and this can be challenging for people with severe 
intellectual disabilities. 
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Figure 5 - Pre-requisites to receptive language 

Expressive language 

Expressive language means being able to put thoughts into words, sentences, 
gestures and writing in a way that makes sense to others. The use of expressive 
language allows a person to express their needs, thoughts, ideas, and engage in 
successful interactions with others. 

To develop expressive language there are a set of skills that need to be present, such 
as receptive language, the ability to sustain and maintain concentration long enough to 
perform a task, pre-language skills, motivation an desire to communicate, the ability to 
engage voluntary in activities normally associated with pleasure and enjoyment, and 
the ability to develop alternative ways of expressive language (e.g. signing). 

Receptive 
language

Attention and 
Concentration

Play skills

Social Skills

Pre‐language 
skills
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Figure 6 – Pre-requisites to expressive language 

Pre-intentional communication 

Before the establishment of intentional communication, we all use pre-intentional 
communication. This is not different for people with severe intellectual disabilities.  

Body movements, respiratory patterns, vocalisations, facial expressions, can all be 
giving meaning and interpreted by carers and communication partners. When this 
interpretation is consistent, the person with disability will learn that a particular action 
will lead to a particular effect, understanding the relation between cause-effect and can 
gradually become more engaged in communicate. 

A good example is the cry of the baby because s/he is hungry. At first, the baby cries 
because of discomfort, and the parents will interpret the crying as a request for food, 
giving the child a bottle or the mother’s breast. With time, the baby will learn that crying 
when s/he feels that type of discomfort results on being fed, so s/he will start to cry 
every time s/he has the same feeling. So, although at first this behaviour did not have 
communication intent, it will gradually evolve to deliberate, planned and intentional 
communication behaviour. 

Intentional and functional communication 

Having some degree of control over the environment (people and objects) can be a 
highly rewarding experience for people with severe intellectual disability. This can be 
achieved by successful communication. The reward for the communication effort must 

Expressive 
language

Attention and 
Concentration

Motivation

Fine motor 
skills

Play skills

Receptive 
language

Pre‐language 
skills
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be easily understood by the person with severe intellectual disabilities, in order to 
promote the will to communicate. 

It is important to understand that if a person is able to deliberately send, even if just 
one time and in a very particular setting, a message to others, it means that s/he has 
the ability to communicate intentionally. It means that it is possible, with the right 
support and encouragement, to learn how to convey messages to others and to 
engage into communication. 

We can identify intentional communication by observing behaviours. Does the person 
looks at people before pointing, gesturing or saying something? Does the person take 
you close to the thing/place s/he wants? All of those are behaviours that show 
intentional communication.  

After establishing the existence of intentional communication professionals should try 
to identify patterns on the messages that are intentional and non-intentional, if there 
are people that the person engages more frequently in intentional communication, 
places, situations, times of the day, and so on. All this information will allow starting 
working towards an environment that will promote effective and rewarding 
communication. 

Reading 

For persons with severe intellectual disability, reading should not be understood as the 
ability to interpret text. Although some of them may be able to acquire that skill, most 
persons with severe intellectual disability will not be able to do that. So, reading will 
refer to the ability to make sense and take pleasure from all types of visual and tactile 
representations. It also relates with being able to take pleasure and make sense from 
touching objects, hearing stories, handling and looking at books.  

The ability to focus and discriminate between objects, pictures, symbols and text is 
what we will refer to as functional reading. The high level of functional reading is when 
the persons can link people and activities with their symbolic representation. 

Writing 

For most persons with severe intellectual disabilities, writing will not be related with 
writing letters and words. Writing will be the ability to communicate about activities, 
experiences, feelings and thoughts using visual or tactile recordings. In some cases, 
the person (or the professional) will register information with a functional purpose. 
Registering daily activities may help the person to remember what was done and 
anticipate what is coming, giving a sense of control. It is also an opportunity to increase 
vocabulary and stimulate expressive language.   
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Sensory and motor factors 

Persons with severe intellectual disability may also have other sensory and motor 
difficulties that will interfere in communication. It’s important that professionals are 
aware of them and the way they may impact on communication. 

Sensory factors are the ones related with any of our senses: vision, hearing, taste, 
touch or smell. When loss of vision and hearing are involved, we talk about dual 
sensory impairment.  When the difficulty is with the way our brain receives and 
responds to information, we talk about sensory processing disorder. 

Hearing factors can impact on oral speech, receptive and expressive language and 
literacy. 

Vision factors can impact on the conceptual development, shared reference, accessing 
alternative and augmentative communication systems/devices and literacy. 

Dual sensory impairment can impact in all levels referred for vision and hearing.  

Sensory processing disorder can impact on experiential learning, social interactions 
and responsiveness. It also leads to limited vocabulary and poor concept development.  

Motor factors are responsible for lack of coordination, poor motor control, disarticulated 
speech, etc. Motor factors can be responsible for a serious of difficulties in 
communication, namely the inability or difficulty to produce oral speech, difficulties 
accessing alternative and augmentative communication systems/devices, difficulties 
with gestural communication and communication output particular to the individual and 
not recognised by others. 

What is Augmentative/Alternative communication? 

When an individual is unable to produce articulated and indelible speech we can use 
augmentative and alternative communication. We refer to augmentative communication 
when the person is able to produce some kind of oral speech but it needs to be 
supplemented and/or clarified and to alternative communication when the person is 
unable to produce oral speech. We can introduce AAC at any age and in any 
developmental stage, but early introduction will produce better outcomes. 

The use of AAC will provide an immediate means to communicate, facilitates language 
development, enables social interactions and supports full inclusion. 

Selecting the best AAC 

There are 3 forms of AAC: No-tech, low-tech and hi-tech. 

No-tech are normally non-electronic handmade devices, that do not require the use or 
the mastery of technology to be used. Even when a person is able to use low or high-
tech communication devices, it is useful to have one no-tech as a back-up system. 
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When selecting the best AAC professionals need to be aware of the persons motor, 
cognitive and sensory abilities. 

Examples for this are the communication portfolios. 

 

Figure 7 - Communication portfolio 

Low-tech devices use simple electronics, are normally battery operated and use pre-
recorded messages.  

Examples of low-tech devices are communication boards with pictures/symbols 

 

Figure 8 - Communication board 

Hi-tech devices use sophisticate electronics and are computer based systems. These 
devices allow for the user to generate own messages and for an array of access types. 
They can be controlled by direct access, eye scanning, or scanning and switching. 
They almost always require training to be used and are expensive. 
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Examples of hi-tech devices are eyes operated communication systems. 

 

 

 

 

 

 

 

 

Assessing communication 

In order to plan successful interventions, professionals need to know the current level 
of functioning of the person in what relates to communication.  

We have already talked about communication and its components, and those are the 
items that need to be assessed. 

Together with the assessment of receptive and expressive language, the existence of 
pre-intentional and intentional communication and of additional factors that influence in 
communications (sensory and motor factors), need to be taken into consideration when 
assessing someone’s level of communication and planning an intervention. There are 
several instruments that can be used to assess communication (see worksheet 1) and 
professionals can build their own. Communication assessment should focus on the 
existence of response to communication attempts, the way/form that response 
assumes, the recognition of sentences or words and the ability to follow up directions 
or make choices.  

It’s important to identify the forms of communication understood by the individual. 
Those can be: 

 Gestures/body language 
 Environmental cues (spoon to signal it’s lunch time) 
 Speech 
 Manual signs 
 Printed material 
 Signs, logos, pictures 

 Writing  

Figure 9 ‐  Eye operating AAC system 
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Assessment of current communication should occur in real contexts and preferably by 
direct observation. 

Inventory of Potential Communicative Acts (IPCA) by Sigafoos,  

and Woodyatt 

The IPCA is an interview/questionnaire assessment tool used with parents, teachers, 
or other familiar communicative partners of children with developmental or physical 
disabilities. It can be successfully used with persons with severe and profound 
intellectual disabilities. It promotes the unification of all communicative partners in the 
interpretation and responding to the potential communicative acts of the person with 
disability.  These acts are representative of the pre-linguistic stage of development. 

Communication can be done by vocalisations, breathing, body movements, facial and 
eyes movements, challenging behaviours, stereotyped movements and symbolic 
forms. The table below illustrates some potential communication acts. 

Vocalisation
s 

Body 
movement 

Breathin
g 

Facial/eye
s 
movement
s 

Challengin
g 
behaviour
s 

Stereotypi
c 
movement
s  

Symboli
c forms 

Makes 
sounds 
Cry 
Laughs 

Moves 
closer 
Moves 
away 
Pushes/Pull
s 
Points 

Rapid 
Slow 
Sigh 
Hold 

Gazes 
away 
Close 
eyes 
Stares 
Bite lip 
Frowns 

Aggressio
n 
Tantrum 
Self-injury 
Throw 
objects 
 

Arm 
flapping 
Body 
rocking 
Head 
weaving 

Speech 
Head 
nod 
Manual 
signs 
Eye 
point 

 

The inventory is organised around 10 communication functions: 

 Social convention 
 Attention to self 
 Reject/protest 
 Request an object  
 Request an action 
 Request information 
 Comment 
 Choice making  
 Answer 

 Imitation 

For each function a certain behaviour is observed. It may happen that the person has 
the same behaviour with more than one function. 
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This observation will allow the building of a grid that can be widely used by all people 
that contact with the person in order to promote an effective communication. 

Function 
 
Behaviour 

Social 
Convention 

Reject/Protest
Choice 
Making 

Answer 
Attention to 

Self 

Smiles X  X X  
Yells  X   X 
Laugh    X  
Moves 
away 

 X    

Hands out X    X 
Figure 10 - Example of a communication grid 

Communication matrix 

The communication matrix is a free online assessment tool 
(https://www.communicationmatrix.org/) that helps professionals and family members 
to assess communication and to establish an intervention/education plan for persons 
with severe communication disorders. 
It’s organised by communication function and allows the identification of 
communication behaviours and to rate them into 4 different categories: not used, 
emerging, mastered or surpassed.  

Communication behaviours are divided into 7 levels: 

1. Pre-intentional behaviour 
2. Intentional Behaviour 
3. Unconventional communication 
4. Conventional communication 
5. Concrete symbols 
6. Abstract symbols 
7. Language 

For each level there is a set of behaviours that are classified into the 4 categories 
referred above and coloured accordingly. 
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Figure 11 - Communication matrix example 

Developing communication tools 

How to promote clarity in adult communication 

Visual supports used to identify and promote comprehension of regular 
events/activities, new or different events/activities, sequence of events/activities, 
choices, etc. One example of this are the visual schedules. 

Some common problems relate with the time that a person with severe intellectual 
disability can take to create a message, leading to loss of interest from the 
communication partner, the changing of conversation topic, interruptions and 
advancing with words. The grammar may also be compromised by the need to convey 
the message quickly. When a communication board is being used, what is asked and 
what is said is determined by what is on the board. 

Personal dictionary 

Personal dictionaries can be a valuable tool when communicating with persons with 
severe intellectual disability. They have information about the individual reasons to 
communicate (functions or purpose) and the ways used to do it (means or modes). 
People engage in communication to make requests, asking and answering questions, 
to protest and to comment. They may communicate by speech, vocalisations, pointing, 
pictures, body movements, gestures, objects, written language.  

Basically, a personal dictionary should convey information about what a person do (a 
communication behaviour) and what does it mean, so others can respond adequately 
when they see the behaviour.  

Community inclusion and communication 

Being communication a key aspect of interpersonal relations it is not hard to 
understand why it’s so important to communicate effectively in order to be included in 
the different life settings (home, school, work, leisure, etc.). Communication is pivotal 
for community participation and quality of life. 
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2

3

4 

5 

One way to promote inclusion through communication is to identify communication 
partners and settings. This can be done using a circle of communication partners 
(Blackstone & Berg, 2003) that was developed from the concept of the Circles of 
Friends.  

Putting the person at the centre, the first circle will have the person’s life-long 
communication partners; the second circle will have close friends/relatives; the third 
circle will have acquaintances; the fourth circle will have paid workers; and the fifth 
circle will have the unfamiliar communication partners.  

By drawing such a circle it will be possible to identify the settings were the person 
moves and what type of language/communication skills s/he will need to interact at the 
different places. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 – Family 
2 – Friends 
3 – Acquaintances 
4 – Paid workers 
5 – Unfamiliar communication partners  
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How to promote a communication-friendly environment 

Professionals can find it challenging to create a communication-friendly environment 
for persons with severe intellectual disability. However, there are a number of things 
that can be done: 

 Get to know the person – identify activities and gratifications that are relevant 
for that particular individual 

 Give the person opportunities to interact (with you, with others, with the 
environment)  

 Share with others the way the individual uses to attract attention/communicate 
 Make sure that you have materials available that promote interaction (balls, 

toys, books, etc.) 
 When promoting communication when the person is performing a task, make 

sure that the task id easy, so the person can divide his/her attention 
 Promote activities that will allow interacting informally (e.g. activities performed 

in the floor instead of at a table) 
 Promote peer interaction, namely with others that are more efficient 

communicators 

 Make sure to build in choice making in many activities as possible. 

Intervention strategies 

Professionals can use a set of strategies to improve and promote communication for 
persons with severe intellectual disabilities and communication difficulties. 

To improve receptive language, professionals can: 

1. Promote and maintain eye contact 
2. Make sure instructions are short and clear 
3. Adapt the language to the level of the individual 
4. Split the information into smaller sentences (e.g. instead of saying “Pick the green 
pencil and paint the door”, say “Pick the green pencil” and once this instruction was 
followed say “Now paint the door with it”) 
5. Ask the person to repeat the instruction to make sure it was understood 
6. Use the concept “first/then” to allow the person to understand the order that need to 
be followed to complete the action 
7. Do the action that you are requesting, so the person can have a visual cue 
8. Use pictures, gestures, body language and facial expressions to help the 
comprehension of the instruction 
9. Describe verbally the actions being done by the person (e.g. say “Wash your hands” 
when s/he is doing that) 
10. Emphasise the word you want the person to learn bout and repeat it in different 
contexts 
11. Make sure that there is little or no background noise that can affect communication 
or distract 
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12. Be face-to-face when talking with a person 
 

To improve expressive language, professionals can: 

1. Name items together with the person during the different activities and in different 
settings 
2. Make sure to offer choices that will need the persons to make a request or to 
show/say what s/he wants 
3. After daily activities talk with the person about what you did, where you went, 
allowing different ways to express – gestures, drawings, words 
4. Use games to promote the use of expressive language 
5. Look at books together and talk about what you see – ask questions about what is 
happening and why 
6. Sing songs 
7. Model correct use of language by reading out loud 
 
 Professionals should be prepared to face some difficulties when engaging in 
communication with persons with receptive language difficulties. In fact, it is common 
that persons with this type of difficulty will also show attention and concentration 
difficulties, challenging behaviours, lack or low social skills, difficulties with sensory and 
auditory processing, low level of executive functioning, planning and sequencing, and 
difficulties with expressive language.  
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Annex exercise sheets 
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Exercise 1 (30 minutes) 

Show the video available at https://www.youtube.com/watch?v=Hp4PW17U_h8 

Promote a discussion about communication components that participants are able to 
identify and the way the professionals react to communication intents. 

 

 

Exercise 2 (5 minutes) 

Adapted from https://www.iidc.indiana.edu/pages/Communicative-Functions-or-
Purposes-of-Communication 

1. Mark with and (I) the sentences that refer to intentional communication behaviours 
and with an (N) the ones that refer to non-intentional communication 

_____ Jake sees that the teacher has a new toy on the table. He goes to the table, 
looks briefly at her, she says “try it” and he grabs it. 

_____Tim sees the new toy on the table and goes and grabs it. 

_____Jake takes his teacher by the hand, walks to the cupboard, and points upward. 
(the teacher knows his favourite toy is kept in that cupboard). 

_____Tim wanders around the room and goes over to tug at the handles of the cabinet; 
he does nothing to indicate he needs help; he is determined to meet his own need of 
getting a specific toy. 

_____Jake gives a “break” card to his teacher to request some down time. 

_____Tim screams and throws things after an intense morning; his teacher thinks he 
needs a break and directs him to a quiet corner of the room. 

 

2. Mark with and (I) the sentences that refer to intentional means of communication 
and with an (N) the ones that refer to non-intentional communication 

_____Signs “help” as he looks toward aide. 

_____Signs “help” when no one is in the room; does not look around for a person. 

_____Gives picture card to teacher in order to get popcorn. 

_____Flips picture card in repetitive manner, discards it, and reaches for popcorn. 

_____Presses button of electronic communication device with voice output to request 
puzzle. Looks toward the teacher and walks to help him/herself since no indication that 
this was not OK. 
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_____Presses button repeatedly on an electronic communication device and fixates on 
the action. After playing with it, he tires, and gets up to go get something else. 

Exercise 3 (5 minutes) 

Having in mind the different types of sensory and motor factors that can interfere with 
communication, link them with the possible impacts. 

 

 

 

 

 

 

 

 

 

 

  

Motor factors 

Hearing  factors 

Sensory processing disorder 

Dual sensory impairment 

Vision factors 

Social interaction 

Unresponsiveness 

Receptive language 

Expressive language 

Unresponsiveness 

Limited vocabulary 

Concept development 

Oral speech 

Literacy 

Assessing AAC 
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Exercise 4 (30 minutes) 

For this exercise you will need an internet connection and at least 2 computers. 
The trainer should have set up the user profiles on the communication matrix website, 
so the participants will not have to do it themselves. 

Dived the participants into 2 groups and ask them to go to 
(https://www.communicationmatrix.org/) and register with the profiles created. 

Now, ask them to thing about a person with severe intellectual disabilities and to fill in 
the matrix having that person in mind. It is desirable that all members of the group 
know the person, so the evaluation will make sense. 

After obtaining the communication profile, promote the discussion about the usability of 
the tool in programming interventions to promote effective communication. 

 

Exercise 5 (30 minutes) 

This is an individual exercise. 
Ask participants to think about a specific person with severe intellectual disabilities and 
communication difficulties that they know. 

They should prepare a personal dictionary for that person for at least 3 different 
environments identifying functions and means of communication behaviours. 

Give them 15 minutes to do this. 

After that, promote discussion about what was easy and what was difficult, when doing 
the personal dictionary. 

 

Exercise 6 (40 minutes) 

You have reached the end of the module. Now it’s time to promote reflexion and 
discussion among participants. 

Using the video from https://www.youtube.com/watch?v=9YrXmG6qO9E ask 
participants to discuss about what they have seen and how they thing that 
communication issues and challenging behaviours can be an issue to community 
inclusion and independent living. When participants do not understand English it is 
useful that the trainer explains in advance what is said in the video. When this is not 
possible, just ask participants to reflect upon everything that was presented during the 
training and to discuss about the difficulties that the lack of effective communication 
can impact on community inclusion and what strategies they could use to overcome the 
difficulties.  
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Online Resources 

https://www.youtube.com/watch?v=Hp4PW17U_h8 accessed 20/2/2017 

https://www.youtube.com/watch?v=tQTx26ELkSs accessed 20/2/2017 

https://www.youtube.com/watch?v=Er-xbMSgCH0 accessed 20/2/2017 

https://www.helpguide.org/articles/relationships/nonverbal-communication.htm 
accessed 09/03/2017 

http://www.inclusionoutreach.ca/content/cs/Communication/Visual_Schedules_Tangble
%20Cues_Calendar_Systems/Visual%20Schedules_Calendar%20Systems_Tanglible
%20Cues.pdf accessed 10/3/2017 

http://www.pisp.ca/strategies/documents/talkingswitchescommunityday.pdf accessed 
10/3/2017 

https://www.communicationmatrix.org/Error/NotFound?aspxerrorpath=/en/ accessed 
10/3/2017 

https://www.setbc.org/Download/LearningCentre/Communication/AAC_Guide_V4_Revi
se_2008.pdf accessed 10/3/2017 

http://www.fragilex.org.nz/__data/assets/pdf_file/0018/22257/VISUAL_STRATEGIES.p
df accessed 12/3/2017 

http://www.pisp.ca/strategies/documents/LanguageComprehensionChecklist.pdf 
accessed 13/3/2017 

https://www.iidc.indiana.edu/pages/Communicative-Functions-or-Purposes-of-
Communication accessed 14/3/2017 

https://www.youtube.com/watch?v=9YrXmG6qO9E accessed 14/3/2017 

 

References 

Hogdon, L. (2011) Visual Strategies for Improving Communication – Practical supports 
for autism spectrum disorders Quirk Roberts Publishing 
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Work sheets 

Language Comprehension checklist from Inclusion Outreach 
@http://www.pisp.ca/strategies/documents/LanguageComprehensionChecklist.pdf 

 

Student: _____________________ Date: ____________________ 

LANGUAGE COMPREHENSION CHECKLIST 

1. Responds to voices.  
If so, how? (e.g., smiles, looks towards source) 
_____________________________________________________________________ 

 

2. Responds to familiar voices differently than unfamiliar voices.  
If so, how? 
_____________________________________________________________________ 

 

3. Responds to different tones of voice (e.g., excited, angry).  
If so, how? 
_____________________________________________________________________ 

 

4. Responds to his/her name being called?  
If so, how, and from how far 
away?________________________________________________________________ 

 

5. Responds to greetings.  
If so, how? 
_____________________________________________________________________ 

 

6. Responds to basics commands:  
__Stop;  
__Look;  
__No 

 

7. Response latency:  
___ Impulsive  
___ Normal 
___Moderate delay  
___ Significant delay (>10sec) 
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8. Responds to directions within physical capability (e.g., head up; hold on; close your 
mouth; 
hands down). Describe: 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________ 

 

9. Recognizes routine phrases (e.g., "time for lunch"; "let's get your coat.") 

_ When you say phrases with a neutral tone of voice 

_ When an unfamiliar person says them? 

_ When they are said without using gestures? 

_ When there are no obvious cues from the environment? 

 

10. Understands words for common things (e.g., food items, etc.) or people. Give 
examples: 

_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________ 

 

11. How does the student show you that s/he understands these words? 

(e.g., pointed; looked at them; some other way?) 

_____________________________________________________________________
_____________________________________________________________________
____________________________________________________________________ 

 

12. Follows directions or make a choice when there is an array of 

_ 2 objects    _ 2 pictures 

_ 3 objects    _ 3 pictures 

_ 4 objects    _ 4 pictures 

_ more than 4*   _ more than 4* 

(*indicate how many) 
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13. Identifies (.e.g, says, signs, looks at, points) objects or pictures of objects based on: 

A. Physical Property (e.g., Which one is hot?)  
_ Object    _ Picture 

Describe _____________________________________________ 

B. Size (e.g., Which one is big?)  
_ Object    _ Picture 

Describe _____________________________________________ 

C. Colour (e.g., Which one is red?)  
_ Object    _ Picture 

Describe ______________________________________________ 

D. Function (e.g., Which one do we wear?)  
_ Object    _Picture 

Describe ______________________________________________ 

E. Categories (e.g., Which one is an animal?) 

 _Object    _Picture 

Describe ______________________________________________ 

F. Number (e.g., Show me 2 cups; Which one is more?)  
_Object    _Picture 

Describe ______________________________________________ 

G. Spatial Orientation (e.g., in, on, under, between) 

 _ Object    _Picture 

Describe______________________________________________ 

H. Time (e.g., day, night, morning, afternoon, time of day) 
_Object    _Picture 

Describe______________________________________________ 

I. Shape (e.g., round, square)  
_Object     _Picture 

Describe______________________________________________ 

14. Has a consistent way of signalling for “yes” and/or “no”: 

_ Yes (e.g., smile) (describe): 
_____________________________________________________ 
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_No (e.g., frown) (describe): 
_____________________________________________________ 

 

15. Often responds to questions based on the tone of voice used (e.g., answers 'yes' 
when a 
happy voice is used; answers 'no' when a sad voice is used.) 

 

16. Answers the following yes/no questions accurately: 

A. Do you want _______? (using an animated tone of voice)  
__with an object present 
__with a picture  
__ without any visual cue 

B. Do you want _______ ? (using a neutral tone of voice)  
__with an object present 
__with a picture  
__ without any visual cue 

C. Questions about events that just occurred (e.g., Did you hear the phone?) 
 
D. Questions about an event that occurred some time ago (e.g., Did you go to the mall 
on the weekend?) 
 
E. Questions about the names of things. (e.g., Is this a ______?) 
 
F. Questions about facts (e.g., Do we eat books?) 
 
 
17. Responds to humour. If so, describe: 
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
_____________________________________________________________________ 
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Module 5 

The module is planned for 6 hours but it can be adapted according to the participants. 
This module will be delivered in just one training session. Along with some information 
on how the training session should be implemented, the module has some theoretical 
content and a list of resources the trainer can use in order to prepare the session. 
 

Summary  
Module 5 will introduce the concept of Person-Centred Approach and the basis of 
person thinking and planning.  
 
This module will reflect person centred approaches in the context of inclusion, rights 
and self-determination of people with severe intellectual disabilities. The module gives 
an introduction in the principles and the process of person centred thinking and 
planning as a resource to make meaningful changes in people´s lives, organisations 
and communities in order to reach personal goals, create person-centred services and 
build inclusive communities.  
 
Module 5 is targeted for different types of participants; so all types of professionals 
(front line staff, specialised professionals, managers and board members), 
parents/relatives and people with disabilities can take part.   
 
This module will empower professionals to become person-centred planning 
facilitators.  
 
The trainer should use the content of the module to prepare the session, with PPT’s or 
any other approach that s/he feels convenient.  
 
Recommended time is 6 hours, but it can be adjusted according to the participants. 

 

Aims 
By the end of the training, participants should have a clear idea about the: 
 Fundamental basics of person centred thinking and planning 
 Principles and values of person centred thinking 
 Tools to develop person centred thinking 

 Person centred thinking plan and review 

 
Session Plan 

1 Getting to know the participants  20 minutes 

2 Fundamental basics of person centred thinking and planning 1h30 minutes 

3 Person Centred Planning Tools  1h30 minutes 

4 Person Centred Action Plan  40 minutes 
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5 Person Centred Review Process 40 minutes 

6 Exercises 1 hour 

7 Feedback and evaluation 20 minutes 

Resources needed/recommended 

Computer, data projector, internet connection, PowerPoint presentations, flipchart, 
markers, blank sheets, copies to participants of the exercises, the list of resources and 
the person centred tools.  

 

Fundamental basics of person centred thinking and planning 

The concept of Person Centred Planning 

 
The concept of Person Centred Planning (PCP) values autonomy, respect, 
relationships, inclusion, quality of life, and self-determination for people with intellectual 
disabilities.  PCP is in alignment with current cultural practice as we have been shifting 
from a treatment paradigm that focuses on health and safety to a paradigm that 
embraces self-determination and decision-making. 
 
Person Centred Planning was developed in the 1980’s as a way to increase quality of 
life, promoting choice and enhancing experiences for people with intellectual 
disabilities. PCP uses self-determination and inclusion to promote human dignity and 
worth, and satisfaction with life itself. This planning promotes core values such as 
human relationships, dignity and worth of the person by supporting self-determination 
through client participation in decision-making and respecting individual differences.  
 
PCP is a way of supporting people with and without disabilities to make choices and 
changes in their life’s, which they could not be able to make by themselves. It is a way 
of helping people to plan their future and organise any support and services they may 
need. At the same time, it is also meant to decrease isolation and develop a more 
comprehensive understanding of the needs of people with intellectual disabilities.  
 
There are many approaches to develop and implement a plan. The aim of this plan is 
to find out what the person wants to achieve and the support needed to make this 
happen. PCP helps people to organise and gather circles of support. The process 
involves developing a circle of support consisting of people in the person’s life that may 
include friends, family, professionals, community members, and a facilitator. The circle 
of support works together with the person to develop goals based on his/her ambitions; 
providing specific supports to the individual’s needs to work and to create a plan for 
enhancing general well-being and promoting meaningful relationships with family, 
friends, and the community. 
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Person-centred thinking and planning are also great ways to show organisations what 
is important to people and how support can be organised in a way that makes sense to 
them. 

Person Centred Planning and Traditional Planning: What is the 

difference? 

Person Centred Planning requires a shift in traditional thinking, acting, and ways of 
working. In PCP the person directs the services and support. The person is the central 
driving force in determining his/her future vision, goals, hopes, dreams, supports and 
services.  
 
The PCP process requires the involvement and participation of family members, peers, 
self-advocates, friends and professionals to:  
 Listen to the individual 
 Attend to the details 
 Be open and sensitive to situations that can be difficult and confusing 
 Encourage and contribute to the person’s dreams and desires 
 Identify and support what really matters to the person 
 Be willing to agree to disagree 

The traditional planning process relied upon “experts” to develop plans and treatments 
to help people with severe intellectual disabilities overcome their areas of “weakness”. 
The underlying assumption was that the knowledge of experts better equipped them to 
make decisions for people with intellectual disabilities.  
 
People, mainly professionals, who value individual differences, who advocate for 
person centeredness, believe that all people have the right to set individual goals that 
bring meaning to their lives. Organisations that support person centred planning, are 
themselves continually challenged to focus on the person rather than the system of 
available opportunities.  
 
To promote a person-centred intervention, organisations and professionals should 
reflect on their practices9: 
 

1. Does the organisation focus on a person´s deficits and weaknesses or on 
strengths and preferences? 
2. Do the plans promote opportunities to build relationships and help people to be 
a part of their communities? 
3. Do professionals have control over the person´s life direction? 
5. Do plans for different people all look the same? 

                                                            

9
 http://www.dhs.state.il.us/OneNetLibrary/27896/documents/By_Division/Division%20of%20DD/QI
DP/QIDPModule4.pdf accessed 15/03/2017 
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6. Do professionals at the meeting make decisions for the person? 
7. Are people expected to fit into the daily, weekly and monthly schedules set by 
the organisation? 
8. Do teams dismiss individual´s goals as unrealistic? 
9. Are plans merely meeting regulations? 
10. Do service providers assess the quality of plans based upon the dreams and 
goals of the person with whom the plan has been created? 
 

Person Centred Principles 

From a broader perspective, person centred practise should contribute to a better and 
more valued situation where (see O’Brien, Mount, O’Brien & Rosen 2002, 260):  
 People learn about identity, qualities, environments, skills and challenges; 
 Families listen for values and identity, connections, resources, neighbourhood 

and extended family;  
 Communities explore neighbourhood, what is on the block, recreation options, 

economic opportunities and transport options;  
 Service Systems create options for individualised funding, family support, 

service coordination, individualised services and collaborative agreements 
among agencies.  

  
Person centred approaches have been developed during the past thirty years in 
several countries by different authors.  According to John O’Brien and Connie Lyle, 
person centred planning is guided by five principles: 
 
            

                         
      
 
 
Community Presence 
 
The idea of community as a place to visit, “an outing”, is rejected. Is the sharing of the 
ordinary places that define community life.  

Community 
Presence

Choice

CompetenceRespect

Relationships
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PCP processes encourage the concept of “building a community” around individuals. 
They help develop supports to facilitate relationships with people within the person 
community. 

 
Choice 
 
All individuals have the opportunity to make informed choices and need to exercise 
control over their lives. Sometimes, in order to exercise this right, mainly in situations 
involving people with severe intellectual disabilities, they must be supported by others 
and have a variety of experiences, either in their natural environment or from within the 
support system. 
 
The resources to support the person are based on identified needs that the individual 
may have and are available in the community and/or in the organisation.  
 
The natural supports presently available in the community are used first, then the 
organisation resources. In instances where generic resources may not exist, they may 
need to be developed within the community.  
 
The person is in the centre of the whole process, chooses what is important, takes the 
leadership role deciding what opportunities to create and what supports he/she needs. 
This implies a rethinking and redistribution of roles recognizing that professionals are 
not the "only experts" but part of the support group. 
 
Competence 
 
The opportunity to perform functional and meaningful activities with whatever level or 
type of assistance is required.  
PCP process builds on individual strengths, gifts, skills, talents and contributions. This 
process rejects the idea that every person with severe intellectual disabilities must 
learn exclusively daily living skills.  
The main objective is to give voice and empower the person. 
 
Respect 
 
A person´s cultural background is acknowledged and valued in the planning and 
decision-making process. 
PCP requires that is the individual who defines what is meaningful in his/her life and 
what really matters most to him/her. It’s an ongoing process that requires knowing how 
to listen, learn, and act in accordance with personal choices. 
That is why the PCP is a flexible process in continuous adaptation to the aspirations 
and desires of people in the different stages and circumstances of their lives. 
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Relationships 
In PCP process all connecting links are essential for people´s life. Existing relationships 
are strengthened and new relationships are supported. 
The individual is not seen as an isolated person, but within a family and community 
context, which provides him/her with different options of planning; gives strategies for 
conflict resolution and opens several ways of intervention aiming at improving the 
person quality of life. 

The Impact of Person Centred Planning 

PCP makes people with intellectual disabilities feel valued, empowered, and self-
confident. During the development of the process they acquire the ability to express 
opinions, desires and hopes. The support of a social network increases their self-
esteem. They become more aware of their rights and how to defend them with the help 
of family, friends and professionals. 

There may be difficulties, particularly in the early stages of the process. Some people 
with intellectual disabilities may not feel prepared to carry out the process because they 
are concerned of being the focus of attention; by what others expect from them and 
specially if they have had negative experiences in the past with counselling and 
planning. Design a sensitive support and a relaxed approach usually helps to 
overcome these difficulties. 

Other people involved in the process (family members, relatives and friends) feel they 
are a part of the process when they are heard and their opinions are taken into 
account. Family members feel to be at the same level as professionals and value the 
climate of equality and mutual respect that is breathed. This is particularly important for 
family members and caregivers of people with severe intellectual disabilities. Families 
frequently feel valued because PCP is a positive approach. For the first time the person 
with severe intellectual disabilities is described based on positive information (as what 
they can do and not what they cannot do), from the point of view of all persons that 
interact with him/her. 

PCP has a significant impact on the person with intellectual disability and on the rest of 
the group that takes part in the process. 

People with severe intellectual disabilities feel that: 

 The process gives them power.  
 They are described positively for the first time.  
 Their opinions are the centre of approach and that they are valued as persons.  
 They self-confidence and self-esteem are increased.  
 They are part of a strong support network. 

Family members, relatives and friends feel that:  

 They are valuable and heard. 
 They have an important role just like the professionals.  
 They are part of a strong support network. 
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Professionals feel that:  

 A true relationship of fellowship with family, relatives and friends is in place. 
 They can learn a lot from people with intellectual disabilities, their families and 

friends.  
 Their skills and knowledge are better used. 
 It is a more appropriate way of working.  
 They are part of a strong support network. 
  

Barriers to the implementation of Person Centred Planning 

The planning and implementation process of PCP has some barriers. According to a 
study by Robertson et al. (2007)10, the main barriers to PCP development are limited 
time, difficulties with staff implementation and availability of services.  

It can be more difficult to implement PCP for individuals who have more complex 
needs, such as limited mobility, behavioural problems, health concerns, and limited 
communication skills (Robertson et al. 2007). While self-determination develops with 
age and maturity levels in the general population, it may develop at different rates or 
with more controls in place for somebody with severe intellectual disability. The level of 
disability is also related to the level of self-determination in adulthood. People with 
moderate to severe disabilities tend to have less choice availability in their lives when 
they reach adulthood.  

Self-determination may also decline later in life as an individual age’s. Since PCP is 
based upon one’s ability to use self-determination in gaining control over decision 
making, more time and creative techniques may be needed to develop and implement 
a plan for adults with moderate to severe intellectual disabilities. 

 

Person Centred Planning Tools  

PCP does not involve or emphasise the use of any particular tool or methodology; 
rather, it refers to a range of practices that share common principles and 
characteristics. The focus must therefore be on understanding and enacting the 
principles and characteristics, rather than focusing only on particular tools. 
 
Some of the better known tools that embody the principles of PCP include: Individual 
Service Design, Personal Futures Planning, Making Action Plans, Essential Lifestyle 

                                                            

10  In http://sophia.stkate.edu/msw_papers/191. 
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Planning, Outcome Based Planning, Planning Alternative Tomorrows with Hope, 
Circles of Support and Group Action Planning. 
 
The difference in the various tools is mainly about whether the focus is on longer term 
planning or day-to-day life issues and how the information is gathered. Some of the 
features and differences between the four most commonly used tools are summarized 
below. 

Planning Alternative Tomorrows with Hope (PATH) 

Jack Pearpoint, Marsha Forest and John O’Brien developed Planning Alternative 
Tomorrows with Hope. It can be used as a planning style with individuals and with 
organisations.  
 
PATH is a very strongly focused planning style. It helps a group of people with a basic 
commitment to the person to sharpen their sense of a desirable future and to plan how 
to make progress. It assumes that the people present know and care about the 
individual and they are committed enough to support the person towards her desirable 
future over the next year. 
 
PATH is not a way of gathering information about a person, but a way of planning 
direct and immediate action. PATH focuses first on the dream and works back from a 
positive and possible future, mapping out the actions required along the way. It is very 
good for refocusing an existing team who is facing problems or feeling stuck, and 
mapping out a change in direction. It requires either that the person can clearly 
describe his/her dream or, if h/she does not use words to speak, that others know 
him/her well enough to describe it.  
 
PATH needs a skilled facilitator to ensure that the dreams are those of the individual 
rather than those of the team.  
A PATH can only take place in a meeting. It depends on the momentum generated by 
a group of committed people. With a skilled facilitator, the meetings are powerful and 
often emotional, and people may make some profound changes in the way they see 
and understand the person.  
This then clears the way for specific actions to help the person make significant 
changes in his/her life.  
 
PATH also uses a graphic process where the people planning with the person support 
him/her to share his/her dreams for the future then to set positive and possible targets 
to move towards that dream. PATH is comprised by eight steps (O’Brien, Pearpoint & 
Kahn 2010, 63):  

1. Locate the North Star; 
2. Generate a Vision of a positive possible future; 
3. Describe the Now; 
4. Invite Enrolment; 
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5. Decide to Get Stronger; 
6. Identify Bold Steps; 
7. Organise the month’s work; 
8. Agree to Next Steps. 

So, the PATH group process enables “discovering a way to move toward a positive and 
possible goal, which is rooted in life purpose, by enrolling others, building strength, and 
finding a workable strategy” (O’Brien, Pearpoint & Kahn 2010, 16). 

To learn more: 

 http://personcentredplanning.eu/index.php/knowledge-home/112-koc/training-
pack-in-person-centred-approaches/module-overview/module-5-map-and-path  

 http://helensandersonassociates.co.uk/person-centred-practice/paths/   
 http://www.pisp.ca/strategies/strategies61.pdf   
 http://inclusive-solutions.com/person-centred-planning/   
 http://www.inclusion.com/path.html 
 http://inclusive-solutions.com/person-centred-planning/ 

 

Making Action Plans (MAP) 

Making Action Plans is a planning style developed by Judith Snow, Jack Pearpoint and 
Marsha Forest with support from John O`Brien and others.  
It was used first as a tool for helping disabled children integrate into mainstream 
schools, but is now used more widely in person centred planning with children and 
adults. 
 
MAP is more of a picture building style than PATH. It can be used in a meeting or it is 
possible to use the individual components separately. 
 
 MAP has a specific section at the beginning of the process for going over the history of 
an individual. There is a focus on processes that gather information about the person; 
develop a ‘dream’ of the future whilst also acknowledging ‘nightmares’ or fears of what 
might happen in the future. Plans are made and implemented to move towards the 
‘dreams’ while avoiding the ‘nightmares’.  
It has been noted that it is a good information gathering tool that is often used in the 
early stage in the planning process. It focuses on identifying the person’s gifts and 
needs and working out plans to build on these. 

 
The action plan is about working towards the dream and away from the nightmare. It 
treads a middle way between PATH and Essential Lifestyle Planning, allowing people 
to dream and including some “getting to know you” in the process.  
 
It is neither as focused as PATH nor as detailed as Essential Lifestyle Planning. It can 
be used as a starting point with an individual who feels comfortable with dreaming and 
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who already has a few people around her/him to support her/him to work towards 
her/him dreams.  
 
MAP is drawing a positive picture of a person through a group of invited people: 

1. Hear the story; 
2. Honour the Dream; 
3. Recognise the Nightmare; 
4. Name Gifts; 
5. Say What It Takes to receive the Gifts; 
6. Agree on Action. 

So, this MAP group process enables “clarifying gifts, identifying meaningful 
contributions, specifying the necessary conditions for contribution, and making 
agreements that will develop opportunities for contributions” (O’Brien, Pearpoint & 
Kahn 2010, 16). 

 
To learn more: 

 http://helensandersonassociates.co.uk/person-centred-practice/maps/  
 http://www.inclusion.com/maps.html  
 http://personcentredplanning.eu/index.php/knowledge-home/112-koc/training-

pack-in-person-centred-approaches/module-overview/module-5-map-and-path 
 http://helensandersonassociates.co.uk/reading-room/how/person-centred-

planning/map.aspx  
 http://www.oldham.gov.uk/downloads/file/3779/send_guidance_person_centred

_planning_toolkit  
 

Personal Futures Planning 

Personal Futures Planning was developed by Beth Mount and John O`Brien.  
This tool involves getting to know the person and what his/her life is like now, 
developing ideas about what h/she would like in the future and taking action to move 
towards this desirable future.  
 
The process involves exploring possibilities in the community and looks at what needs 
to change in services. It is a useful tool when people need to learn more about the 
person's life (unlike PATH, which assumes this knowledge) and to create a vision for 
the future (unlike Essential Lifestyle Planning that focuses on getting a lifestyle which 
works for the person now).  
 
This tool develops a vision of a desirable future and works on what it will take to 
achieve this future. 
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To learn more: 

 http://www.tsbvi.edu/attachments/other/pcp-manual.pdf 
 http://www.personcentrededplanning.org/ 
 http://www.ct.gov/brs/lib/brs/pdfs/guidepostdocs/SELFAdvocacyAndPersonalFu

turePlanning.pdf  
 

Essential Lifestyles Planning 

Michael Smull and Susan Burke-Harrison developed Essential Lifestyle Planning. It 
was developed for people with severe disabilities and was used for people moving out 
from organisations.  
Essential Lifestyle Planning is a tool that looks closely at the person’s life now and it’s 
good for highlighting what is not working well at the moment. It doesn’t look at the 
person’s dream, but focuses on the support that should be provided on a day-to-day 
basis in a way that makes sense for the person. 

 
 

To learn more: 

 http://www.personcentrededplanning.org/ 
 http://www.pcp-in-hampshire.org.uk/ 
 http://tlcpcp.com/ 

 

Other Tools and Resources 11 

Person Centered Thinking tools are a set of easy to use templates that are used to give 
structure to conversations. Using them is a practical way to capture information that 
feeds into care and support planning, as well as to improve understanding, 
communication and relationships.  

These tools are well explained and available on the internet and the trainers could 
adapt them for the different stages of person centred planning.  

 Perfect week:  describes a person's ideal week, which is both practical and 
possible within resources.  

 4 plus 1 questions: is powerful when used in meetings or reviews, or to look at 
a particular aspect of someone’s life.  

 Good day/bad day: helps to have conversations about what a good day is like, 
from when a person wakes up to when they go to bed. 

                                                            

11   This subject is based on the work carried out under the European project "New Paths to Inclusion 
Network" (2009-2011) which helped to advance Person Centred Planning and Practice in support services 
across Europe http://personcentredplanning.eu/index.php/ and the available resources for free download at 
http://helensandersonassociates.co.uk/ 
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 Sorting important to/for: is a tool to separate what is important to someone 
from what is important for them, and to find a balance between the two. Then, 
the information will be summarised on a one-page profile. 

 What’s working/not working: To develop outcomes and actions, we must first 
work out what people are happy about regarding their current situation and 
what they would change if they could. 

 The doughnut: is a way to help colleagues to think about what is central or 
core to their role, where they can be creative and use their judgment, and what 
is outside of their paid responsibility. 

 Relationship circle: is a tool for building a circle around the individual to 
improve his/her quality of life. People with intellectual disabilities often need 
help in staying in touch with friends and a relationship circle can help to identify 
who those people are as well as looking at where there are gaps, i.e. do they 
have more paid staff in their circle but very few friends? A relationship circle can 
also help to identify who can help with developing a person centred plan. 

 Presence to contribution: is a way of having a conversation with someone 
you support, or working together with a team, to find ways to enable the person 
to be part of their community. 

 Matching support: getting a good match between the supporter and the 
person being supported - whether paid or unpaid - is crucial. The matching 
support tool is a simple way to record what is needed to create the best match. 

 Learning log: for professionals to learn about the person’s they provide 
support is an ongoing process. Notes and files that we keep, often record what 
is happening daily, but not what we have learned. When supporting others, it is 
important to capture any learning as it happens, because this can be used to 
inform planning and shape the support you give. 

 The decision making profile: creates a clear picture about how a person 
makes a decision and how they want to be supported in decision-making.  

 The decision-making agreement: looks at specific situations that are 
important to a person, and sets out the decision-making process relating to 
each one. 

 Communication chart: is an essential tool to use when people don’t 
communicate with words. It is also important to use when the ways that people 
communicate with their behaviour are clearer than the words that they use, or 
when what people say and what they mean are different.  
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One Page Profile  

As we can see above, there is a range of person centred thinking tools available to 
support person centred thinking and planning. A One Page Profile can be the 
beginning of a person-centred plan.  

 
This a way to set out information about what people appreciate in an individual, what is 
important to them and how they want to be supported in the best way.  

 
A one page profile can be created by looking at what is working and not working for the 
person and what actions need to be taken to change what is not working. This can 
result in major, punctual or everyday changes, for example, provide someone’s support 
so that he/she can go to the cinema.  

 
This tool provides a capacity description of a person focusing on what others like and 
admire about them, what is important to them and what caregivers need to know or do 
to provide good support. 
 
To learn more: 

 http://helensandersonassociates.co.uk/person-centred-practice/one-page-
profiles/ 

 http://personcentredplanning.eu/index.php/knowledge-home/353-koc/tools-
and-methods/one-page-profile 

Person Centred Action Plan  

A person centred plan should include a description of the individual, his/her past and 
present. However, the main focus must be a vision of a more positive future for the 
person (short, medium and/or long term) together with a goal-based action plan for the 
attainment of this more positive future. 

A person centred plan should be drawn up to help move a person’s life in the direction 
they want. To build a person’s place in the community and mainstream of life and help 
the community to welcome, appreciate and value them. 

According to the authors that have been developing knowledge is this area, the main 
components of a person centred plan are: 

1. The person at the centre of the planning process indicating their abilities, 
strengths, capacity, and personal, family and community resources;  

2. What the person would like to change (these changes should meet the hopes, 
dreams and the person expectations; tackling the difficult goals that are 
meaningful to that person); 
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3.  What the person wants for the future and how he/she would like to be 
supported in moving towards this future; 

4. The specific changes required to attain the future the person desires, how these 
changes are to be made, by whom and when (to include: general strategies, 
specific activities, particular services, required support intensities and personal 
commitments by focusing on the person (and significant others) needs and 
desires);  

5. How the plan will be reviewed and kept alive (to include: communication 
strategies on plan progression; a plan and progress review date, and strategies 
for capturing ongoing learning throughout the process); 

 
Overall, we can say that a person centred plan is a summary of person assessed 
needs, his/her outcomes and how he/she want to use his/her personal support to 
achieve these outcomes. 
 
Person centred thinking tools can support people to think about the following questions, 
the information from which is then gathered to co-produce their plan: 

 What is important to you? 
 What do you want to change?  
 What are the resources that you have/need? 
 How will you arrange your support? 
 How will you spend your money? 
 How will you manage your support? 
 How will you stay in control? 
 What will you do next? 

 

Person centred plans may take many forms and must be adapted to the person´s skills. 
They may be paper-based (e.g. a workbook, scrapbook or storyboard), may take the 
form of a video or other form of artwork or may be worked out through role-play, among 
other.  

It is important to appreciate that plans may need to be reviewed and adjusted from time 
to time, so as to reflect changes in people and circumstances over time. 

To learn more: 

 http://www.fedvol.ie/_fileupload/Next%20Steps/Reading%20Materials/NDA%20
Guidelines%20on%20provision%20of%20person%20centred%20planning.pdf 

 http://www.learningcommunity.us/sample_plans.htm 
 http://www.sayingitall.com/v2/download/get/what_if_eol/70/ 
 http://dmh.mo.gov/docs/dd/e2-pcpsample1.pdf 
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The Person Centred Review Process 

A person centred review process involves the person, key people who have to be there 
to meet statutory requirements, and other people that the person wants to invite. The 
meeting generates person centred information which should reflect the views of all 
involved, not just the professional or the service’s perspective. 

The review aims to provide answers to the following questions:  

 What do we appreciate about the person?  
 What is important to the person now?  
 What is important to the person in the future?  
 What is the ‘best support’ for the person to stay included?  
 What are the questions to answer or issues to resolve for this person?  
 What is working and not working from the person’s perspective?  
 What is working and not working from point of view of family/relatives or other 

caregiver`s?  
 What is working and not working from professionals’ and organisations’ 

perspectives? 
 

Person centred reviews enable organisations to reflect on the progress or changes that 
need to be made in a person’s life. This process generates information for person 
centred planning.  

The person is involved, has a role in organising the meeting and who they invite (for 
example family and friends), and how it is run.  

This review process:  

 Makes sure the person is heard; 
 Enables them to be involved in their meeting; 
 Enables families to have a valued role in the meeting; 
 Creates action plans for change which can be measured; 
 Gives organisations information about how they can improve and develop 

services. 
All the review process must be based in empower and self-advocacy promotion. 

To learn more: 

 http://helensandersonassociates.co.uk/person-centred-practice/person-centred-
reviews/  

 https://www.dorsetforyou.gov.uk/media/pdf/f/n/Person_Centred_Reviews_Adult
_Pack.pdf 

 http://www.hsapress.co.uk/media/21874/scopereviewsminibook-2%20copy.pdf 
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Annex exercise sheets 

Exercise 1 

 
What is meant by person centred approaches, thinking and planning?  

Consolidate what you have learned by using the link below to watch a short video 
entitled, “Definitions – What is meant by person-centred approaches, thinking and 
planning?”  

 
https://www.youtube.com/watch?v=tvANuym5VXY  
 
Being able to define the key terms in person centred thinking and planning will give you 
a better understanding of this approach to care and support. 

Use the space below to register your remarks. Further, the trainer should promote a 
debate between the participants 
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Exercise 2 

 
Participantsshould form groups of 2 and use what they know regarding the differences 
between traditional planning and person centred, filling in the table below with their 
opinions. 
At the end of the exercise the participants should present their opinions and reflect 
together about planning types that they use in their work. 
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Exercise 3 

The difference that person centred thinking can make to individuals and their families. 
 
Person centred thinking and planning adopts a different approach from the traditional 
model of care. Rather than the individual having treatments and care plans decided for 
him/her by professionals, the individual and it’s family have control over the way that 
they wish care and support to be provided.  
 
How do you think a person centred approach makes a difference to individuals and 
their families? 
 
Note down your thoughts in the space below. There is one example given to get you 
started.  
 
1. Rather than receiving traditional services, the person or the carer may be given a 
personal budget or direct payment to buy their own support. 
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Exercise 4 

Let’s Summarise.  
Working in pairs the participants should answer the following questions to help them 
summarise what they have learned in this module. To do this exercise the participants 
have 15 minutes.  
 
 

1. Give an example of the principles on which person centred thinking is based.  

 
 
 
 
2. How does a person centred approach make a difference to families?  

 
 
 
 
3. What are the aims of MAP and PATH?  

 
 
 
 
 
 
4. What are the main components of a person centred plan? 

 
 
 
 
 
5. What is the person-centred information generated at a review used for?  
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Online resources 

http://sophia.stkate.edu/msw_papers/191   accessed 15/03/2017 
 
http://personcentredplanning.info/images/OnlineKnowledgeCentred/personcentredthink
ingtools/HSAminibook6P.pdf accessed 15/03/2017 
 
http://www.dhs.state.il.us/OneNetLibrary/27896/documents/By_Division/Division%20of
%20DD/QIDP/QIDPModule4.pdf accessed 15/03/2017 
 
http://helensandersonassociates.co.uk/  accessed 15/03/2017 
 
http://www.oldham.gov.uk/downloads/file/3779/send_guidance_person_centred_planni
ng_toolkit accessed 19/03/2017 
 
http://www.tsbvi.edu/attachments/other/pcp-manual.pdf accessed 20/03/2017 
 
http://www.personcentrededplanning.org/ accessed 20/03/2017 
 
http://www.ct.gov/brs/lib/brs/pdfs/guidepostdocs/SELFAdvocacyAndPersonalFuturePla
nning.pdf accessed 20/03/2017 
 
http://www.personcentrededplanning.org/ accessed 20/03/2017 
 
http://www.pcp-in-hampshire.org.uk/ accessed 20/03/2017 
 
http://tlcpcp.com/ accessed 20/03/2017 
 
https://www.youtube.com/watch?v=Js3vVaTHbmU&feature=related accessed 
 20/03/2017 
 
https://www.youtube.com/watch?v=pTl7Rvdi-_g&feature=related accessed 20/03/2017 
 
https://www.youtube.com/watch?v=pTl7Rvdi-_g&feature=related accessed 20/03/2017 
 
https://www.youtube.com/watch?v=UQmYM_527lc&feature=related accessed  
20/03/2017 
 
https://www.youtube.com/watch?v=U5uRV5chkwQ&feature=related accessed  
20/03/2017 
 
http://www.inclusion.com/path.html accessed 20/03/2017 
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https://personcentrededplanning.com/index.php/circles-of-support/ accessed 
21/03/2017 
 
http://personcentredplanning.eu/index.php/knowledge-home/112-koc/training-pack-in-
person-centred-approaches/module-overview/module-5-map-and-path accessed 
 21/03/2017 
 
http://helensandersonassociates.co.uk/person-centred-practice/paths/  accessed  
 21/03/2017 
 
http://www.pisp.ca/strategies/strategies61.pdf  accessed 21/03/2017 
 
http://inclusive-solutions.com accessed 21/03/2017 
 
http://www.learningcommunity.us/documents/pctandplanning.pdf accessed 23/03/2017 

http://pcp.sonoranucedd.fcm.arizona.edu/node?destination=node accessed 23/03/2017 

http://www.mcss.gov.on.ca/documents/en/mcss/publications/developmental/GuideonP
ersondirectedPlanningFinal.pdf accessed 23/03/2017 

http://helensandersonassociates.co.uk/person-centred-practice/one-page-profiles/one-
page-profile-templates/  accessed 23/03/2017 
 
 
http://www.lwb.org.au/assets/Uploads/person-centred.pdf  accessed 23/03/2017 
 
 
https://inclusionnorth.org/uploads/attachment/43/person-centred-approaches-2010-
toolkit.pdf  accessed 23/03/2017 
 
 
http://www.sayingitall.com/v2/help-support/person-centred-planning/  
accessed 26/03/2017 
 
https://www.dorsetforyou.gov.uk/media/pdf/f/n/Person_Centred_Reviews_Adult_Pack.p
df  accessed 26/03/2017 
 
http://www.hsapress.co.uk/media/21874/scopereviewsminibook-2%20copy.pdf  
accessed 26/03/2017  
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Module 6 

The module is planned for 6 hours but it can be adapted according to the participants. 
This module will be delivered in just one training session. Along with some information 
on how the training session should be implemented, the module has some theoretical 
content and a list of resources the trainer can use in order to prepare the session. 
 
Summary  
Since the last two decades, a significant progress has been made in the 
operationalization of Quality of Life (QOL) models for people with intellectual disability. 
However, for people with severe intellectual disabilities, the level of QOL is extremely 
difficult to assess because of the person´s inability to speak and the difficult 
interpretation of his/her behaviour.  
People with severe intellectual disabilities can lead a meaningful life but require a high 
level of support in several activities of daily living. The care workers must be trained in 
order to promote independence, social participation and well-being of people with 
severe intellectual disabilities, all of which are key factors to ensure a better quality of 
life. 
 
Module 6 will introduce the concept of Quality of Life and present some guidelines to 
assess QOL of people with severe intellectual disabilities. It will also explore the 
domains of health, wellness, rights and social inclusion as dimensions of quality of life.  
 
 
 
Aims 
By the end of the training, participants should have a clear idea about the: 
• Concept and principles of Quality of Life  
• Quality of Life Models  
• Contribution of UN Convention to promote QOL 
• Tools and resources to assess QOL of people with severe intellectual disabilities 
• Importance of health, sport, culture and leisure as indicators of QOL 
 
Session Plan 

1 Getting to know the participants  20 minutes 

2 The concept of Quality of Life 30 minutes 

3 Introduction to Quality of Life Models 30 minutes 

4 UN Convention and Quality of Life 40 minutes 

5 Quality of life in persons with intellectual disabilities 1 hour 

7 Health and Well-being 1 hour 

8 Sports, culture and leisure 40 minutes 

9 Exercises 1 hour 

10 Feedback and evaluation 20 minutes 
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Resources needed/recommended  

Computed, data projector, internet connection, PowerPoint presentations, flipchart, 
markers, blank sheets, copies to participants of the exercises and the list of resources.  

The concept of Quality of Life  

Since the sixties of last century, the concept of Quality of Life (QOL) has been referred 
in several academics, politics and ideological speeches, motivated by the interest of 
United Nations in assess the life conditions of different worldwide communities.  
Quality of life is a multidimensional concept, studied by many authors, which can be 
viewed from multiple perspectives and operationalized in many ways, and which has 
gained increasing importance as a principle in human services.  
According to World Health Organization (WHO), quality of life is “an individual's 
perception of their position in life in the context of the culture and value systems in 
which they live and in relation to their goals, expectations, standards and concerns. It is 
a broad ranging concept affected in a complex way by the person's physical health, 
psychological state, personal beliefs, social relationships and their relationship to 
salient features of their environment”12. 
The next table summarize some different approaches of QOL concept: 

Authors Domains/Principles

Chubon 
(1985) 

 Work 
 Leisure 
 Sleep 
 Social network and support 

 Incomes 
 Health 
 Love and affection 
 Self-esteem 

Pain et. al. 
(1988) 

 Emotional health 
 Interpersonal relationships 
 Maximisation of one's 

potential 

 Life project with sense and 
gratification 

Boswell et al. 
(1988) 

 Attitudes towards to life project 
 Job opportunities 
 Level of resources 

WHOQOL 
Group 
(1994) 

 Physical 
 Psychologic 
 Level of independence 
 Social relationships 

 Environment 
 Spirituality/ religion/ personal beliefs 

Schalock 
(1996) 

 Personal development 
 Self-determination 
 Interpersonal relations 
 Social inclusion 
 Rights 

 Emotional well-being 
 Physical well-being 
 Material well-being 
 

         Figure  1 - Conceptual model of Quality of Life13 

 

                                                            

12  http://www.who.int/healthinfo/survey/whoQOL-qualityoflife/en/ accessed in 03/03/2017.  

13   http://www.crpg.pt accessed in 03/03/2017.   
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From the perspective of Schalock (1996), quality of life is best viewed as an organizing 
concept to guide policy and practice to improve the life conditions of all people. The 
eight core domains forwarded by the author emphasize that QOL reflects the following 
five principles (Claes, Hove, Loon, Vandevelde and Schalock, 2010; Cummins, 2005): 

1) Universality: composed of the same factors and relationships for all people; 

2) Experienced when a person´s needs are met and when the individual has the 
opportunity to make his/her own choices; 

3) Has objective and subjective components; 

4) Based in individual needs and personal choices; 

5) Multidimensional, composed by several domains (influenced by individual and 
environment factors).  

 

One of the models with major highlight and impact in organisational intervention is the 
Measurement Model of Schalock, which composed by eight domains, clustered in three 
factors.  

Factors Domains

Independence 
Personal Development 
Self-determination 

Social Participation  
Interpersonal Relationships  
Social Inclusion  
Rights 

Well-being  
Emotional Well-being  
Physical Well-being 
Material Well-being  

                                  Figure 2 - Quality of Life conceptual and measurement model 

These domains should not be put in any order of priority and should not necessarily be 
given equal weight when applied to a particular person. As we shall see later on, one of 
the fundamental aspects of improving the quality of a disabled person´s lies in 
recognising that every person is different. 

 

Quality of Life Models  

Numerous quality of life models have been developed to both explain the QOL 
construct and provide conceptual and measurement frameworks regarding its 
assessment.  
The QOL models differ from the International Classification of Functioning, Disability 
and Health (ICF) proposed by the World Health Organization (2001) and the 
conceptual framework of human functioning proposed by the American Association on 
Intellectual and Development Disabilities (AAIDD).   
 
The ICF was published by World Health Organisation in 2001 as a revision of 
International Classification of Impairment, Disability and Handicap (ICIDH) model of 
human functioning. The ICF is a classification system that provides codes for a wide 
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variety of problems in different components of human functioning, it is not a diagnostic 
tool in itself. This classification is based on a theoretical model that represents the 
different domains of human functioning and their relationships.  
 
The AAIDD model of human functioning was first proposed in 1992 and elaborated 
upon in 2002. This conceptual framework of human functioning has two major 
components: five dimensions (intellectual abilities, adaptive behaviour, health, 
participation and context) and a description of the role that supports play in human 
functioning. This framework recognizes that the manifestation of intellectual disabilities 
involves dynamic, reciprocal engagement among the five dimensions mentioned 
above.  
 
Quality of life models differ from the ICF and AAIDD disability models. The content of 
QOL models are factors, domains and culturally sensitive domain indicators expressed 
in the daily life situation of the individual. The focus of assessment in the ICF and 
AAIDD models is on the limitations in human functioning across the components of the 
respective model. In contrast, the focus of assessment in the area of QOL is the 
current status of the person´s life conditions and circumstances according the domains 
and indicators identified.  
 
The field of intellectual disabilities is strongly influenced by the QOL paradigm. Persons 
with intellectual disabilities, particular severe disabilities, might be amongst the most 
vulnerable groups of people in society. Up until now, the medical framework has been 
very dominant in supporting persons with intellectual disabilities. According to some 
authors, this is due the complexity of physical, emotion and behavioural issues.  
 
In these cases, the analysis of the quality of life domains tends to be undervalued and 
discredited, verifying the existence of a disinvestment in this evaluation, being done 
almost exclusive to people with mild intellectual disability and with a greater degree of 
functionality. Despite a high number of studies on QOL in intellectual disability field, few 
empirical studies specifically tackled QOL of people with severe intellectual disabilities, 
because it is not always possible to obtain reliable and valid answers from people with 
cognitive limitations at understanding and communication level. 
 
Therefore, is more challenging for care organisations to assess the quality of life for 
people with severe intellectual disabilities than for other populations, for which 
concepts as inclusion and participation are more obvious. 
 
 
To learn more: 

 http://www.who.int/classifications/icf/en/ 
 https://www.nwwcommittee.org/pdf/the-intellectual-disability-construct.pdf 
 https://aaidd.org/docs/defaultsource/sisdocs/aaiddfaqonid_template.pdf?sfvrsn=2  
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The Convention on the Rights of Persons with Disabilities and 

Quality of Life 

“Over the last three decades the QOL concept has evolved from a sensitising notion to 
a social construct that guides programme practices and provides a useful conceptual 
and measurement framework to assess the personal outcomes guaranteed under 
United Nations Convention on the Rights of Persons with Disabilities” (Karr, 2011). The 
issue that the concept addresses is the lives of persons and ensuring that citizens with 
intellectual disabilities experience the same human rights and a life of quality as any 
other member of society.  

The Convention on the Rights of Persons with Disabilities (CRPD) stated that people 
with disabilities should receive wide-ranging habilitation and rehabilitation services to 
achieve the highest level of independence, inclusion, participation, and abilities in the 
fields of health, employment, society and education. Although, regulation is necessary, 
some authors argue that it is not enough to create social change to improve QOL of 
people with disabilities; there is also a need for a framework to understand and 
evaluate human functioning and personal outcomes related to human rights. Thus, 
exist the underlying assumption the QOL principles can be used to provide a best 
framework to analyse the relations among the CRPD articles, QOL principles and 
measurable indicators.  

The next content presents the link between the CRPD articles and the life functioning 
domains that are related to the all domains of QOL studied by Schalok and Verdugo.  

Article Quality of Life 
Domains  

Indicators 

24 – Education 
Personal 

Development 
 Personal skills  
 Educational setting 
 Lifelong Learning  

14 – Liberty and 
security of the person 

Self-Determination 
 Freedom of movement and choice (e.g. people 

express preferences and make choices) 
 Personal autonomy 
 Safe environment 

21 – Freedom of 
expression and opinion 
and access to 
information 

Self-Determination 

 The level of understanding the information 
 The use and the access to information 
 Opportunities to express opinion 

23 – Respect for home 
and family 

Interpersonal 
Relations 

 Person has the right to set up his/her own family 
 Person has a right to be a parent 

30 – Participation in 
culture life, recreation 
and sport 

Interpersonal 
Relations 

 Person participates in cultural events (e.g. 
concerts, theatre, museums) 

 Person participates in recreational or leisure 
events (e.g. hobbies, community activity clubs) 

8 – Awareness – raising Social Inclusion 
 Acts of awareness (e.g. projects, campaigns) to 

increase social inclusion 

9 – Accessibility Social Inclusion  Presence in cultural, recreational or leisure events 

18 – Liberty of 
movements 

Social Inclusion 
 Physical access on community streets 
 Physical access to public transportation 

19 – Living Social Inclusion  Living in a home with minimum intrusion from 
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independently and 
being included in the 
community 

others 
 Person has a presence in the local community 
 Person has a valued role and are known in the 

community 

20 – Personal mobility Social Inclusion 

 A way to be personally mobile (e.g. by walking, 
using a wheelchair, or using crutches) 

 A way to transport across environments (e.g. a 
car, a bike, public transportation) 

29 – Participation in 
political and public life 

Social Inclusion  Membership on boards 
 Running for public office 

30 – Participation in 
cultural life 

Social Inclusion  Presence at concerts, movie theatres and 
museum visits 

5 – Equality and non-
discrimination 

Rights 
 Presence in the community 
 Engages in open employment 

6 – Women with 
disabilities 

Rights 
 Participation in community life 
 Receives personalised supports 

7 – Children with 
disabilities 

Rights 

 Receives post-natal care 
 Receives supports to enhance personal growth 

and development 
 Involved in educational program 
 Provided adequate medical care 
 Included in their family and in the community 

10 – Right to life Rights  Make choices about contraception 
11 – Situation of risk 
and humanitarian 
emergencies 

Rights 
 Supplying immigrants with disability with sufficient 

legal, financial and social supports 
 Access to health care 

12 – Equal recognition 
before the law 

Rights 
 Access legal services 
 Receives due process 
 Is considered to be legally competent 

13 – Access to justice Rights 

 Has a defense attorney 
 Participates in one’s defense 
 Are adjudicated by a magistrate, a judge, or a jury 
 If guilty, receives a fair sentence 

15 – Freedom from 
cruel or unusual 
punishment 

Rights 

 Personal injuries caused by others (e.g. torture, 
maiming) 

 If guilty, the punishment received is commensurate 
to that received by others 

22 – Respect for privacy Rights 

 Control over personal areas (e.g. bedroom, 
bathroom, home or dwelling) 

 Personal access to communication (e.g. letters, e-
mails, phone) 

16 – Freedom from 
exploitation, violence 
and abuse 

Emotional Well-
Being 

 Lives in a safe environment 
 Is not exploited/abused by others (e.g. sexually, 

financially, emotionally, physically) 
17 – Protecting the 
integrity of the person 

Emotional Well-
Being 

 Experiences respect, dignity and equality  

25 – Health 
Physical Well-

Being 
 Physical and nutritional status 
 Chronic conditions 

26 – Habilitation and 
Rehabilitation 

Physical Well-
Being 

 Medical and emotional intervention if needed 
 Receives therapy (e.g. physical, occupational, 

speech) appropriate to the person’s condition 
27 – Work and 
employment 

Material Well-being 
 Full-time/part-time paid employment 

28 – Adequate standard 
of living and social 
protection 

Material Well-Being 

 Annual income covers basic living expenses 
 Annual income allows for discretionary spending 
 Adequate housing 
 Unemployment insurance 
 Public assistance if necessary 
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Figure 3 - Relationship between quality of life domains and articles in the CRPD14 

In reviewing table 3 it is interesting to note that the majority of articles related to QOL 
domains are social inclusion and rights. This, assume a particular relevance on the role 
of care organisations into promotion a social participation and community inclusion of 
people with severe intellectual disabilities. The organisations must take in account the 
assess of these indicators in the planning of their intervention.  

                                                            

14   Claes, C., Vandenbusshce, H., Lombardi, M. (2016): Human Rights and Quality‐of‐Life Domains: Identifying 

cross‐cultural indicators, 172‐173, in Schalock, R., Keith, K. (2016): Cross‐Cultural Quality of Life: Enhancing the Lives 

of People with  Intellectual Disability, American Association on  Intellectual and Developmental Disabilities, Second 

Edition.  
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Quality of Life in Persons with severe intellectual disabilities 

Since the last two decades, a significant progress has been made in the 
operationalization of QOL for people with intellectual disability and subsequent 
development of QOL measures. However, most of this progress has been achieved for 
those with the highest levels of functioning who are able to communicate their 
preferences, opinions, perceptions and goals. In opposite, the operationalisation for 
those with severe and multiple disabilities is still a pending task that has been 
acknowledged in the published research since more than two decades. In the same 
way, there are a very considerable number of instruments to assess quality of life, but 
most of them are hardly suitable for people with severe intellectual disability who may 
also have significant motor dysfunctions, chronic health issues, challenging behaviours, 
sensory impairments, or mental health problems. 
 

Quality of life is unique and idiosyncratic for each person and may be influenced by his 
or her skills, wishes, and resources. This idiosyncrasy occurs across intellectual 
functioning; however, for individuals with severe intellectual disability, it may be more 
appropriate to examine quality of life within a qualitative framework allowing for more 
subjective and individualised aspects of QOL to emerge (Goode, 1990; Hollins, 1997; 
Taylor & Bogdan, 1990). Thus, what constitutes quality of life may be different for each 
individual based on his or her unique situation. Additionally, for individuals with severe 
intellectual disability some aspects that traditionally comprise quality of life (e.g., 
productivity, independence) may be less important than others (e.g., safety, health, 
general well-being). For individuals with severe intellectual disability who experience a 
variety of special service needs, the quality of their care and services (e.g., 
educational, therapeutic) may be of critical import and may be inseparable from their 
overall quality of life (Borthwick-Duffy, 1990; Oullette-Kuntz & McCreary, 1996). 

 
However, people with severe intellectual disabilities can and do and lead a meaningful 
life but they require a high level of support with respect to all activities of daily living. 
Not only do people with severe intellectual disabilities require fully trained staff with 
specialised knowledge of their healthcare and communication needs but communities 
need to be made fully inclusive through the provision of both intellectual and physical 
access. Despite improvements in service delivery in the last decade, people with 
severe intellectual disabilities still confront barriers to good quality health care, 
education, leisure activities and support services. 
 
 

How to assess quality of life of people with severe intellectual 

disabilities? 

The most recent literature stresses that examining quality of life assessment for people 
with severe intellectual disabilities is based upon evaluation of outcomes rather than 
the process. According to Verdugo et al., (2014), the core quality of life domains can be 
assessed trough self-reports, proxy reports, or both. 
 
Self-report data collection has been referred to as the fundamental form of 
participation. “Self-report forms assess the individual’s self-perception of his/her status 
on the respective personal outcome and reflect the values underlying the quality of life 
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concept (e.g., inclusion, empowerment, equity, and self-determination) as well as the 
principles underlying the disability rights movement” (Verdugo, M., Goméz, L., Arias, 
B., Navas, P., & Schalock, L. (2013).  
 
Another method of assisting in data collection is through use of proxies. A proxy is 
defined as a person, typically a relative, family member or caregiver, who knows the 
person well and is asked to provide reliable and accurate information. The proxies’ 
reports “assesses the respondent’s perception about the person’s status on the 
respective personal outcome. Though the most desirable measurement is that 
involving both kinds of reports it is not always possible to get reliable and valid self-
reports from those people with the lowest levels of functioning and highest support 
needs”. For this reason, some studies support the use of proxies in quality of life 
research by demonstrating moderate agreement between self-report and proxy reports 
on observable indicators rather than subjective ones. Moreover, the proxy respondents 
are close to people with severe disabilities often make major life decisions on their 
behalf. Therefore, it is important to know what the perceptions are of professionals, 
relatives, and other significant people (i.e., those involved in providing supports), given 
that concordance between the formers and the judgements of people with intellectual 
and developmental disabilities is often low to moderate” (Verdugo, M., Goméz, et al, 
2009, p. 409). 

Among the several QOL instruments that have been recently developed specifically for 
people with intellectual disabilities, none is suitable for those with the lowest levels of 
functioning, who are frequently unable to communicate their feelings, thoughts, and 
preferences (Verdugo, M., Goméz, L., Arias, B., Navas, P., & Schalock, L. (2013).  
 
“The San Martín Scale was developed with the goal of bridging this gap and satisfying 
the demands of practitioners that are interested on the implementation of evidence 
based practices to improve the quality of life of people through the provision of 
supports” (Verdugo, M., Goméz, L., Arias, B., Navas, P., & Schalock, L. (2013).  
 
The San Martín Scale has been tested, adapted and translated for different languages, 
as a key instrument to assess QOL of persons with significant disabilities who require 
extensive and general support from the perspective of an external observer who knows 
the individual well. This tool allows the assessment of the eight domains of the model 
proposed Schalok and Verdugo.  
 

Dimensions Indicators

Self-Determination  
Autonomy; goals, opinions and personal preferences; 
decisions and choices 

Rights  
Knowledge of rights; intimacy; privacy; confidentiality; 
respect  

Emotional Well-being   

Satisfaction with life; concept of self; absence of 
stress, negative feelings or behaviour problems; basic 
safety; emotional communication  

Social Inclusion  Integration; participation; support 

Personal Development  
Self-improvement; learning skills and motivational 
abilities 

Interpersonal 
Relationships  

Family relationships; social relationships; 
communication  

                  Figure 4 -  Operational definition of the Quality of Life according to the San Martín Scale 
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As seen above, quality of life is a multidisciplinary concept with many different 
definitions and interpretations; it is a life-course phenomenon and is, therefore, a 
dynamic concept that changes over time in line with life events and circumstances of 
the individual. Consequently, measurement must be both objective and subjective; the 
latter is necessary to ensure that individual narratives and perceptions are represented 
in any assessment. Care organisations, to improve QOL of people with severe 
disabilities must target the domains of quality of life which are the most important to 
them. 
 
 
To learn more: 

 http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez
_et_al_2014).pdf  

 http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_Borrador.pdf 

 

Health and Wellness  

All over the world, people with disabilities tend to be disproportionately undereducated, 
untrained, underemployed and poor. These factors individually and in combination 
serve as significant barriers to health and health promotion among people with 
disabilities.  
 
Equal and non-discriminatory access to health care is crucial for persons with severe 
intellectual disabilities. The UN Convention, in article 25, obliges States Parties to 
provide “health services needed by persons with disabilities specifically because of 
their disabilities […] and services designed to minimize and prevent further disabilities”.  
 
According to World Health Organisation, health promotion is defined “as the process of 
enabling people to increase control over their health and its determinants, and thereby 
improve, their health”15. A goal of health promotion is equity in health and reduction of 
differences in health status to enable people to achieve their fullest potential. This 
includes a secure foundation in a supportive environment, access to information, life 
skills and opportunities for making healthy choices.  
 
Life expectation is limited for people with severe intellectual disabilities, but the lessons 
of recent decades are that with good health and social care peoples’ lives may be 
extended far beyond the expectations of 20 years ago. Regrettably, there are still many 
premature deaths of people with severe intellectual disabilities caused by the lack of 
reasonable adjustments to facilitate their survival, causing delay or problems with 
diagnosis or treatment.  

For people with severe disabilities and/or complex needs, the specific health services 
needed because of their disabilities might be unique and in some cases costly. People 

                                                            

15  http://www.who.int/topics/health_promotion/en/ accessed in 10/04/2017. 



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

115 

with severe intellectual disabilities exhibit a different pattern and higher frequency of 
health disorders which, coupled with communication challenges, leads to barriers in 
accessing and receiving healthcare. Mortality is high among people with severe 
intellectual disability, with over 20% of people with severe and multiple disabilities dying 
in a 10-year period. The principal causes of death arise from epilepsy, respiratory 
problems and difficulties in eating and drinking.  

The key issue for all effective health care for people with severe intellectual disabilities 
is good communication between the family, carers and all involved health 
professionals. The importance of listening to the families and carers and respecting 
their knowledge and experience must be acknowledged by all health staff. Working 
partnership should also be strengthened between health professionals from the 
community, including allied health professionals, who have specialised knowledge of 
persons with severe disabilities. Another relevant issue, is the implementation of health 
promotion programs for people with severe intellectual disabilities and chronic diseases 
demonstrates immediate outcomes in quality of health of people with disabilities.  

 

Barriers to health promotion for persons with severe intellectual 

disabilities 

Discrimination in access to health and/or life insurances is also a common experience 
for people with severe intellectual disabilities. Health promotion for people with severe 
intellectual disabilities involves a combination of educational, organisational, economic 
and environmental approaches that support their emotional, social, spiritual and 
intellectual health and wellness. 

A variety of barriers make it difficult or, in some cases, impossible for many people with 
severe intellectual disabilities to achieve optimal health and wellness and to take 
advantage promotion services that are available to people without disabilities. These 
barriers may be environmental, structural and attitudinal. For instance:  

• Neither all clinical facilities, including some hospitals, clinics, physicians’ offices 
and imaging centres are accessible. As a result, people with severe intellectual 
disabilities are often unable to access health care services and receive 
preventive health care aimed at maintaining or improving health as readily as 
people without disabilities; 

• Cognitive difficulties may lead to difficulties understanding the importance and 
long term implications of healthy diet, lifestyle choices, and disease screening;  

• Increased risks associated with sedentary life-style (weight gain, obesity, bone 
loss, diabetes, cardiovascular disease), associate to the lack of awareness of 
importance of physical activity and the belief that participation in physical 
activity and fitness is not possible because of disability; 

 Lack of knowledge about health screening recommendations (BMD, 
gynecologic exam and Pap smear, mammography, digital rectal exam, 
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colonoscopy, etc.). Failure of health care providers to recommend appropriate 
screening because of negative attitudes and belief that health screening is futile 
for people with severe intellectual disabilities; 

• Limited literacy may mean they miss out on health information in magazines, 
books and public health campaigns;  

• Social and financial situation may lead to difficulty implementing strategies for 
maintaining a healthy diet, appropriate exercise and health monitoring;  

• Communication difficulties between patient and doctor may lead to difficulty in 
the reporting of symptoms and past history. For example, people with severe 
intellectual disabilities cannot communicate in conventional ways when they are 
in pain and often it is only a change in their behaviour that gives an indication 
that they are experiencing pain;  

• Reliance on carers may lead to feelings of dependence and powerlessness in 
health care settings;  

• Carers may not know or be able to provide an accurate and reliable history of 
the person’s symptoms or previous medical care;  

• Carers may misinterpret or fail to implement management strategies suggested 
by health professionals – including arranging appropriate follow up and review;  

• Health professionals and carers may overlook the need for, or rely on others to 
arrange, regular health checks and reviews; 

• Failure of professionals (care workers, health care providers and family) to 
assess people with severe intellectual disabilities for spectrum of abuse despite 
evidence that they are at greater risk than many other populations; 

• Negative attitudes on the part of health care providers often serve as barriers 
that keep from referring people with severe intellectual disabilities for preventive 
screening and from making recommendations for specific screening and for 
other health promotion strategies.  

 

Suggested Strategies to health promotion for persons with severe 

intellectual disabilities 

Health promotion strategies and programs require modification to be congruent with the 
social, cultural, and economic systems in which people with severe intellectual 
disabilities live. To achieve that, is urgent that all governments to ensure that specific 
health services are available to all persons with severe intellectual disabilities within 
reasonable proximity to their own communities, including in rural areas. 

At professional level, for care workers and health care professionals, including 
rehabilitation specialists, some strategies must be considering when caring for people 
with severe intellectual disabilities. For instance: 
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• Assume that people with severe intellectual disabilities are interested in health 
and wellness rather than assume that they are not interested or will not benefit 
from it; 

• Provide health information in accessible formats preferred by the individual with 
a disability; 

• Provide health-related information that is empowering and promotes choice; 

• Use empowerment and self-determination models to build or restore self-
efficacy; 

• Ask individuals with disability about what information they want and need; 

• Communicate with all people with severe intellectual disabilities as adults, do 
not assume lack of intelligence or ability of others to speak for people with 
disabilities; 

• Procedures should be put in place by general practitioner and other community 
health professionals so that in the event of an emergency admission all health 
staff are able to respond appropriately to the person needs; 

• Provision of regular health checks for people with severe intellectual disabilities 
by their General Practitioners would be highly effective in identifying previously 
unrecognised health needs and so reduce the health inequalities faced by 
them; 

• Training for people with severe intellectual disabilities about the importance of 
health promotion, nutrition and physical exercise; 

• Specialised training for health professionals on communication and intellectual 
disabilities. 

People with severe intellectual disabilities and their family are all too often excluded 
from community activities that the rest of population take for granted. However, with the 
right levels of support and commitment in health, education and tailored services, 
people with severe intellectual disabilities have a great contribution to make to the lives 
of others and can lead fulfilling lives as equal members of the community. 
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Cultural life, recreation, leisure and sport  

The UN Convention on the Rights of Persons with Disabilities, in article 30, identifies 
the right to full and effective participation and inclusion in cultural life, recreation, leisure 
and sport. Is expected to influence national policies so as to ensure that people with 
disabilities will be guaranteed the right to equal participation in cultural life, recreation, 
leisure time and sports without experiencing discrimination.  

People with severe intellectual disabilities often have less access to a diversity of 
cultural and leisure activities, they participate with less intensity or frequency and these 
activities are more likely to be restricted to the home environment. In different settings, 
people with severe intellectual disabilities may be prevented from realising their right to 
culture, leisure and sport due to barriers such as exclusion from social arenas where 
play and leisure take place, policies that perpetuate exclusion, negative social and 
cultural attitudes, inaccessibility of places and transport, communication barriers, and 
lack of technology to reduce these barriers.  

Sports practise, culture and leisure access are generally seen as critically important 
aspects of lifestyle for everyone, including people with complex needs and intellectual 
disabilities. Practice and access to these activities:  

• contribute to a better quality of life for people and this fact is no less true for 
people with severe intellectual disabilities; 

• allow people with disabilities to develop self-determination and make 
decisions that influence their quality of life. Often people with intellectual 
disabilities may have difficulty making choices, as they have not had 
previous experiences which might help them choose and this in turn also 
reduces opportunities for participation; 

• promote the improvement of health conditions, namely cognitive ability, 
memory and general speed of reaction are enhanced through a variety of 
leisure and recreation activities. 

Because of the often multi-dimensional needs of persons with severe disabilities and/or 
complex needs, full access to mainstream cultural, leisure, recreational and sports 
activities is sometimes difficult to organize. Therefore, it is mandatory to ensure the 
accessibility of places for cultural performances or services, such as theatres, 
museums, cinemas, libraries and tourism services, as well as places for sporting 
events, leisure and recreation for people with severe disabilities and/or complex needs. 
Physical accessibility and the availability of necessary support are the key elements for 
their inclusion in these areas.  

Another specific aspect is also the support for people with severe intellectual 
disabilities and/or complex needs to develop and use their creative, artistic and 
intellectual potential, not only for their own benefit, but also for the enrichment of 
society.  

More opportunities must be provided for people with severe intellectual disabilities to 
access mainstream leisure and recreational activities. Increased opportunities for 
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participation should be encouraged and practical help available to ensure people can 
avail of the service. There is also a great need for inclusiveness training for recreation 
and leisure providers as it seems a lack of knowledge exists which discourages 
providers from accepting young people with learning disability. Because people with 
disabilities may have to rely on family members or other caregivers for assistance and 
transportation, it is important that health promotion strategies and training programs 
also include family members and caregivers. 

Removing the socially constructed disabling barriers within recreation and leisure will 
advance opportunities for people with severe intellectual disabilities and allow them to 
improve their life chances, give them a better quality of life and create a more inclusive 
society. 

It is important that whatever day opportunities are on offer have a local base where the 
service users can have their personal and intimate care needs met safely and with 
dignity. Such a base enables the person to access activities in their local community 
while at the same time ensuring they also have available centre based activities such 
as multisensory storytelling, music and relaxation and, most importantly, a place to 
rest. 

Assessment of cultural, recreation, leisure and sport activities  

To provide a range of cultural, leisure and sports activities the professionals must 
consider the needs and wants of their clients. Care workers should develop an 
understanding of the person’s perspective on what is important for him/her: 

• getting to know the person with severe intellectual disabilities;  

• using person centred approaches to lifestyle planning;  

• asking questions about what they like to do on holidays or what a good day or a 
bad day looks like to determine what might be important to the person as they 
may not label these experiences as cultural, leisure or sport activities;  

• using their usual communication method including any augmentative 
communication, assistive technology or pictures to assist in gaining information; 

• using tools such as a checklist or assessment may provide more information 
and foster the conversation with the person or their family/ carers/ support 
people to understand what the person wishes to do within cultural, leisure and 
sports activities.   

Doing this allows the care worker to identify the following:  

•  What do they currently do and is it working?  

• What activities do that they like best, or want to do?  

• Who do they like to do these activities with? Alone or with others?  

• Where do they like to do these activities? The community facilities are adapted? 
Another places can be recommended?  
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• Do they feel confident in doing those activities?  

• What strengths and resources are available to facilitate these activities?  

• What supports might they need to do these activities?  

• What motivates them to continue to participate in that activity? 
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Annex exercise sheets 

 
Exercise 1 

According to the definition and principles of Quality of Life concept complete the 
following sentences with missing words. 

The QOL concept reflects the following five principles: 

1) Universality: composed of the ________ _________ and _____________ 
for all people; 

2) Experienced when a _________ _________ are met and when the 
_________ has the _________   to make his/her own choices; 

3)  Has ___________ and ____________ components; 

4) Based in individual _________ and personal __________;  

5) Is a ___________ construct composed by several domains. 

 

Missing words: 
choices multidimensional opportunity  

 
same factors  
 

individual 
 
needs  

relationships  
 
objective  
 

subjective  
 
  

person´s needs 
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Exercise 2 

“Health promotion is the process of enabling people to increase control over and to 
improve, their health. It moves beyond a focus on individual behaviour towards a wide 
range of social and environmental interventions” (WHO, 2011)  

What can you do to promote health for the people you support? 

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________

_____________________________________________________________________ 
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Exercise 3 

The San Martín Scale has been tested and adapted as a key instrument to assess 
QOL of persons with significant disabilities who require extensive and general support 
from the perspective of an external observer who knows the individual well. This tool 
allows the assessment of the eight domains of the model proposed Schalok and 
Verdugo.  
 

Factors Domains Indicators 

Independence 

Personal Development Self-improvement; learning skills and 
motivational abilities 

Self-determination Autonomy; goals, opinions and 
personal preferences; decisions and 
choices 

Social Participation  

Interpersonal Relationships  Family relationships; social 
relationships; communication 

Social Inclusion  Integration; participation; support 
Rights Knowledge of rights; intimacy; privacy; 

confidentiality; respect 

Well-being  

Emotional Well-being  Satisfaction with life; concept of self; 
absence of stress, negative feelings or  
behaviour problems; basic safety; 
emotional communication   

Physical Well-being 
Material Well-being  

Figure 5 – Factors, domains and indicators of Quality of Life Model  

 

Based on the domains and indicators above follow the link to know and test the San 
Martín Scale: 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez_et
_al_2014).pdf  

 

 

 

  



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

124 

Online resources 

Useful learning resources  
Quality of Life Models 
http://www.who.int/classifications/icf/en/ 
https://www.nwwcommittee.org/pdf/the-intellectual-disability-construct.pdf 
https://aaidd.org/docs/defaultsource/sisdocs/aaiddfaqonid_template.pdf?sfvrsn=2 
 

Tools to assess Quality of Life 
http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez_et
_al_2014).pdf  
http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_Borrador.pdf 

 

http://www.who.int/healthinfo/survey/whoQOL-qualityoflife/en/  accessed 03/03/2017 

http://www.hsri.org/files/uploads/publications/pn-3_QOL.pdf assessed 30/03/2017  
http://www.cadr.org.au/images/files/day2/Christine_Bigby.pdf accessed 30/03/2017 

http://www.crpg.pt accessed 03/03/2017 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez_et
_al_2014).pdf accessed 02/04/207 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_Borrador.pdf accessed 
02/04/207 

https://www.mencap.org.uk/sites/default/files/201606/Raising_our_Sights_report.pdfhtt
p://hwww.multiplus.be/informatiedocs/quality%20enhancing%20interventions.pdf 
accessed 02/04/2017 

http://onlinelibrary.wiley.com/doi/10.1111/jar.12291/pdf  accessed 02/04/2017 

http://www.tvcc.on.ca/sites/default/files/files/TVCCFactsToGo_2015_V11_I1_Severprof
oundDisability.pdf accessed 10/04/2017 

http://www.who.int/topics/health_promotion/en/ accessed in 10/04/2017 

http://www.who.int/healthinfo/survey/whoQOL-qualityoflife/en/  accessed 03/03/2017 

http://www.hsri.org/files/uploads/publications/pn-3_QOL.pdf assessed 30/03/2017  
http://www.cadr.org.au/images/files/day2/Christine_Bigby.pdf accessed 30/03/2017 

http://www.crpg.pt accessed 03/03/2017 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez_et

_al_2014).pdf accessed 02/04/207 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_Borrador.pdf accessed 

02/04/207 
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https://www.mencap.org.uk/sites/default/files/201606/Raising_our_Sights_report.pdfhtt

p://hwww.multiplus.be/informatiedocs/quality%20enhancing%20interventions.pdf 

accessed 02/04/2017 

http://onlinelibrary.wiley.com/doi/10.1111/jar.12291/pdf  accessed 02/04/2017 

http://www.tvcc.on.ca/sites/default/files/files/TVCCFactsToGo_2015_V11_I1_Severprof
oundDisability.pdf accessed 10/04/2017 

http://www.who.int/topics/health_promotion/en/ accessed in 10/04/2017 

http://www.who.int/healthinfo/survey/whoQOL-qualityoflife/en/accessed 03/03/2017 

http://www.hsri.org/files/uploads/publications/pn-3_QOL.pdf accessed 30/03/2017  
http://www.cadr.org.au/images/files/day2/Christine_Bigby.pdf accessed 30/03/2017 

http://www.crpg.pt accessed 03/03/2017 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_English_(Verdugo_Gomez_et

_al_2014).pdf accessed 02/04/207 

http://sid.usal.es/idocs/F8/FDO26729/San_Martin_Scale_Borrador.pdf accessed 

02/04/207 

https://www.mencap.org.uk/sites/default/files/201606/Raising_our_Sights_report.pdfhtt

p://hwww.multiplus.be/informatiedocs/quality%20enhancing%20interventions.pdf 

accessed 02/04/2017 

http://onlinelibrary.wiley.com/doi/10.1111/jar.12291/pdf  accessed 02/04/2017 

http://www.tvcc.on.ca/sites/default/files/files/TVCCFactsToGo_2015_V11_I1_Severprof
oundDisability.pdf accessed 10/04/2017 

http://www.who.int/topics/health_promotion/en/ accessed in 10/04/2017 
 
https://www.adhc.nsw.gov.au/__data/assets/file/0006/338172/Play_and_Leisure_Core
_Standard_Practice_Guide_access.pdf accessed in 10/04/2017 
 
https://www.researchgate.net/publication/230853038_Quality_of_life_for_young_adults
_with_severe_intellectual_disability_Mothers'_thoughts_and_reflections accessed in 
10/04/2017 
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Module 7 

The module is planned for 6 hours but it can be adapted according to the participants. 

Module 7 will somehow wrap up all of the things that we have talked about on the 
previous modules, and will also provide some theoretical concepts and how to promote 
inclusive communities, focusing on the role the professionals can play in this issue.   

As for the other modules, there will be a list of online references and resources, which 
should be used when preparing the training but also shared with the participants.  
Recommended time is 6 hours, but it can be adjusted according to the participants. 

Summary  

Aims  

By the end of the training, participants should have acquired a basic knowledge about: 
1. Inclusive Communities 
2. Citizenship for people with severe intellectual disabilities 
3. How can DPO’s promote community inclusion 
4. Challenges and barriers to participation and social inclusion 

 

Session Plan 

1 Getting to know the participants 20 minutes 

2 What’s a community? 30 minutes 

3 
Citizenship and inclusion 40 minutes 

Exercise 30 minutes 

4 
The UN Convention and community inclusion 30 minutes 

Exercise 30 minutes 

5 
How to create and promote inclusive communities 30 minutes 

Exercise 30 minutes 

6 
Challenges and barriers to community inclusion 30 minutes 

Exercise 30 minutes 

7 Reflexions and group discussion 1 hour 

   

Resources needed/recommended 

Computer, data projector, internet connection, PowerPoint presentations, flipchart, 
markers, blank sheets, copies to participants of the exercises and the list of resources. 
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What’s a community? 

Even before we talk about inclusive communities we need to define what we 
understand by community within MINCE.  Although the word and concept are used a 
lot nowadays and in several different contexts (e.g. European Community, LGBT 
community, deaf community, virtual community, community policing, just to mention a 
few), within MINCE we will embrace MacQueen et al. (2001) definition that establishes 
a community as “a group of people with diverse characteristics who are linked by social 
ties, share common perspectives, and engage in joint action in geographical locations”.  

This definition highlights 3 elements: activity, identity and a spatial component, being 
the last one the territory where social processes take place. When thinking about 
people with severe intellectual disabilities living in inclusive communities we will be 
referring to people that can use community services and settings, that are seen by the 
other members of the community as having value, that influence service delivery and 
also policies and planning at local level, and have established relations with other 
members of the community. 

 

Figure 12 – The 3 elements that define a community 

It’s important to remember that people live within several communities, per the 
elements of identity and territory. For people with severe intellectual disabilities, both 
elements can be hindered due to social, but also physical constraints. It is also true that 
the element activity is normally weak. Thus, people with severe intellectual disabilities 
are somehow pushed away from community settings and forced to social exclusion. 

One way to fight this is to bring people to the community, making them visible and 
assuring that social networks are put in place. 

Activity

taking action, 
activities that 

people engage on

Identity

sharing common 
perspectives, 
linked by social 

ties

Territory

phisical space 
were actions 
take place
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Citizenship and Inclusion 

Social exclusion 

We cannot talk about social inclusion without referring to social exclusion. Although 
closely related, they are not antonymous per se. 

The concept of exclusion has been “around” for more time then the concept of 
inclusion, that appeared as a result of the exclusionary practise. Social exclusion 
concept is attributed to the French socialist governments of the 1970’s and 80’s, that 
identified that some people were not included in mainstream society in more ways than 
just poverty, being excluded from political participation, living in isolation and in poor 
health conditions. According to Walker and Walker (1997), social exclusion is “being 
shut out, fully or partially, from any of the social, economic, political or cultural systems 
which determine the social integration of a person in society”. The way to combat social 
exclusion would be to design and implement measures that aim at promote equal 
participation and integration, by a joined-up effort from different actors. 

For people with disabilities, exclusion is surely much more than just a question of 
wealth. While poverty can be (and is) one central axis of exclusion, generating lack of 
choice and opportunities, wealth does not tackle many of the aspects of exclusion, 
such as lack of physical accessibility, segregated education and participation at cultural 
and political life. Also, when we mix social exclusion with labour market exclusion, we 
run the risk of looking at people with disabilities that are not engaged in paid work as 
not full members of society. A lot of persons with disabilities are unable to work at the 
open labour market but are engaged in productive but unpaid work. This is especially 
true for people with moderate and severe intellectual disabilities. 

To reflect the reality of persons with disabilities, we need to rethink the concept of 
social exclusion, making sure to consider educational, aspirational and social 
limitations that result from living and learning in segregated settings. Within MINCE, we 
will consider that social exclusion is the denial of all citizenship rights – civil, political 
and social. 

Social Inclusion 

One of the reasons why it’s difficult to achieve social inclusion for people with 
intellectual disabilities is the fact that the concept itself is not clear. Due to this, we 
bounce between social integration, social network, independent living, community 
participation and social capital, making it difficult to design effective services and 
interventions and to verify its implementation. In spite of this, social inclusion is a 
crucial element of well-being for people with intellectual disabilities, identified clearly on 
the United Nations Convention on the Rights of Persons with Disabilities.  

Simplican and al. (2015) provide us with a diagram that illustrates definitions, 
terminology and aims of social inclusion, showing the variety of definitions and the 
different aims/objectives associated with the concept. 
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Independent living

Social Capital 

Social 
Integration 

Definitions Concepts Aims/results 
Social networks with people that are 
not staff, family members, or other 
people with ID (Clement & Bigby, 

2009) 

 
Happiness, self-esteem, 

confidence, mental-health 
(Forrester-Jones et al. 2006) 

When staff members develop links 
between PwID and community 

(Duggan & Linehan, 2013) 

Weel-being (Johnson at al., 
2012) 

Interaction with others and access to 
community facilities (McConkey, 

2009) 

Complies with UNCRPD 
(Cobigo et al., 2012; Duggan 
& Linehan, 2013; Overmars-

Marx et al., 2014) 

Access to activities, social roles  and 
relationships with nondisabled 
citizens (Bates & Davis, 2004) 

Adds value, respect (Johnson 
at al., 2009) 

Access to public goods/services; 
recognised as competent; valued 

social role; belong to social network 
(Cobigo et al., 2012) 

Decreases negative attitudes, 
stereotypes, stigma, and 

discrimination (Johnson et al., 
2009; Mahar et al., 2013; 

Power, 2013a) 

Socially integrated relationships in 
the community that foster economic 
and social participation (Forrester-

Jones et al. 2006) 

Promotes uniqueness and 
decision-making capacity 

(Johnson at al., 2009) 

Accepted as individual beyond 
disability; significant and reciprocal 

relationships; involvement in 
activities; employed; appropriate 

living accommodations; formal and 
informal supports (Hall, 2009) 

Improves lives (Mahar et al., 
2009) and fulfils PwIDs self-
reported desires (McConkey, 

2009) 

Live in community in own home, 
access to activities, employed 

(Power, 2013a) 

Enables PwIDs to contribute 
to society (Overmars-Marx et 

al., 2014) 

 

Enhances community safety 
and protects against abuse 

(Power, 2013a; Quinn & 
Doyle, 2012) 

 

Figure 13 – Definitions, concepts and aim/results of social inclusion (adapted from Simplican, S. 
C., Leader, G., Kosciulek, J. and Leahy, M. (2015)) 
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Social inclusion can take place in a number of different settings, from private (e.g. a 
person’s home) to public (e.g. community facilities). This is important to understand 
how these two settings can really interact and determine the level of social inclusion. 
For instance, a person can have a lot of personal friends and still not be included, if the 
interactions only take place at the private setting. Within the MINCE project we are 
particularly concerned with the social inclusion that involves the public settings, so with 
community inclusion. However, we cannot talk about community inclusion and 
participation if we don’t develop interpersonal relationships and networks, since those 
two domains must be present and support one another, in order to achieve community 
inclusion. 

Community participation can include leisure activities, political and public participation, 
employment or education, access to goods and services and cultural and religious 
activities. All of these can take place in segregated, semi-segregated or integrated 
settings. It is important to remember that, although we are aiming at community 
inclusion, sometimes the mainstream setting may be hostile to persons with severe 
intellectual disabilities, so we should also consider that sometimes segregated or semi-
segregated settings may offer better opportunities for emotional and social wellbeing.  

Segregated activities are the ones that occur within segregated facilities, like group 
homes, institutions, but also family homes.  They involve people with severe intellectual 
disabilities, paid staff, family.   

Semi-segregated activities can be divided in to 2 categories, the first one involving only 
paid staff and/or family members and taking place in community settings (e.g. cinema, 
restaurants, parks, etc.). The second one involves community members but it takes 
place within the segregated setting.  

Integrated settings are the ones that occur within the community. When people with 
severe intellectual disabilities are able to take part in activities that occur in mainstream 
settings they can act as promoters of positive awareness about disability and inclusion. 
However, those are the activities that present more challenges, since people with 
severe intellectual disabilities have been kept away from community settings and 
activities, experiencing a life of exclusion. They have not been present, they have not 
met other people, and they have not taken part. Those three aspects are all relevant for 
community participation, although some people may never be able to really take part in 
mainstream activities. But just being visible can be a huge change for them and also for 
the community. So presence is the first step to community inclusion. It may or may not 
lead to participation, but that it’s something that should depend on individual 
preferences. 

Community Inclusion 

In what comes to community inclusion, there are a number of aspects that we should 
consider. Among them, the type of living accommodation (e.g. group home, institution, 
family home, independent living), how and if people can access to goods and services, 
access to transportation and community attitudes. Some studies have shown that the 
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quality of contact with the community is closely related with how effective the contact is 
to promote inclusion (McManus, Feyes and Saucier, 2011), and that sometimes 
contact may in fact reinforce negative stereotypes. (Siperstein, Norris and Mohler, 
2007). 

 

 

 

 

Figure 14 – Some aspects that influence community inclusion 

Some studies have shown that people with intellectual and developmental disabilities 
experience social and community inclusion differently, depending on their level of 
disability. According to McConkey (2007), people with mild and severe intellectual 
disabilities may be the ones more at risk of social exclusion, while McVilly, Stancliffe, 
Parmenter, and Burton-Smith (2006) state that people with moderate intellectual 
disability tend to prefer to bond with other people with intellectual disabilities. In 
contrast, people with severe and profound intellectual disabilities are more prone to 
form relationships with non disabled family members and staff, in part because they are 
the ones that spend more time with them and with whom they interact (Bogdan & 
Taylor, 1989; Whitehouse, Chamberlain, & O’Brien, 2001). 

When thinking about community inclusion of people with severe intellectual disabilities 
we will need to understand where they usually stand regarding these 3 key aspects: 
living conditions, access and attitudes. In order to have them included they need to 
have all 3 areas tackled, meaning that we need to act at all levels. Being present and to 
take part in the community like any other person is the essence of community inclusion. 

In order to be truly included, a person needs to: 
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 Participate in all community settings – Presence; 
 Have the possibility to choose and select the activities to participate in and with 

whom – Choice; 
 Have the strengths and potential recognised by others and opportunities to 

learn – Competence; 
 Be seen as a person and valued by others – Respect and valued role; 
 Engage with others in different activities and have a wide variety of 

relationships – Participation; 
 Feel  valued and accepted by others – Belonging. 

The UN Convention and community inclusion 

Article 19 of the CRPD refers to independent living and community inclusion. As 
already referred on Module 1 persons with disabilities  should be able to decide where 
and with whom they live and should receive the adequate support (regardless of the 
type of residential facilities they choose) to access the community and all its services, 
on an equal basis with all other citizens.  
At this point, it is helpful to look at the Draft General Comment on article 19 from the 
UN Committee on the Rights of Persons with Disabilities. The Committee points out 
that independent living does not relate only to the right to live independently and be 
included in the community, but also with a number of other rights, like civil, political, 
social and cultural rights. 
It is not possible to talk about community inclusion if one cannot be involved in 
economic, social and political contexts, and that this is the aim for all persons, 
regardless of support required, age, impairment, sex, race, ethnicity, migration status, 
income or any other relevant category. 
For people with severe intellectual disabilities it means that there are additional 
challenges in what comes to the type and level of support society needs to provide. It is 
also important to remember that the UN Convention sets up the tone on the “best 
wishes” of the person instead of on “the best interest”, that was prevalent before. This 
means that there is room for error and mistake, and with that, for consequences. When 
thinking about people with severe intellectual disabilities there will be the need to 
ensure proper support to ensure they are not put in to higher risk than any other citizen, 
when taking a bad decision. 
 
According to the Committee, independent and community living refers to life settings 
outside of institutions, regardless of the size of the living arrangements.  The 
Committee also identifies the need for personal assistance as crucial to independent 
and community living. For persons with severe intellectual disabilities this is, without 
any doubt, a pre-condition for independent and community living. The support must be 
available whenever is needed, in different life contexts and at any required time. This 
means that it will be difficult to have it provided within institutional care. One other area 
that, according to the Committee, must be properly address is the need to provide 
disability support services that are available, accessible and acceptable to all persons 
with disabilities and that are sensitive to different living and identity circumstances, 



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

134 

such as sex, age, religion and sexual identity. The existing support systems, including 
personal assistance, must not exclude persons with disabilities because of their 
impairment or the kind of support they require. This is especially relevant for persons 
with high support needs, like the group addressed within MINCE project. 

The Committee identifies the need for the State Parties to ensure that professionals 
receive adequate training on independent and community living, so they are able to 
ensure that support is provided according to the standards of the Convention and 
respects the individual’s will and preferences.  

MINCE project is targeting this need, hoping to enhance professionals’ ability to act as 
promoters of community inclusion. 

How to create and promote inclusive communities 

For people with disabilities, have physical access to a community is not the same as 
being included. Being included in a community gives the people space and opportunity 
to decide about their private life but also for public participation. Being visible and 
taking part at the community events and activities, using the public and common 
spaces is a key issue for community inclusion. 

People with disabilities need to exercise the skills that will allow for strong citizenship 
from an earlier stage of life and at different settings. This is why self-advocacy and self-
determination are key ingredients to promote social inclusion. Decision-making skills 
should be addressed and stimulated from an early stage of life and within the family 
settings. 

People with disabilities face both resource-based and attitudinal barriers to be involved 
in their communities. Factors like poverty, unfit support and resourcing, unequal access 
to health, education and employment, can all result on a lower capacity to have a 
public presence and to remain invisible. 

Attitudinal barriers are related with the way people with disabilities are still perceived by 
society: as recipients of care, without political or social capacity, and not belonging to 
their own communities. This is particularly true for people with severe and profound 
intellectual disabilities. 

In order to create an inclusive setting, we need to bring on board the following values 
(Lister, 2007): 

 Self-determination (having control over one’s life) 
 Recognition (all people have value) 
 Justice (being treated equally does not always mean to have the same 

opportunities) 
 Solidarity (claim with others for justice and recognition) 

It is necessary to work with people with disabilities themselves to build the necessary 
strengths they need but it is also crucial that the intervention is also focused on the 
community, so that the attitudinal barriers and the way people with disabilities are 
perceived, may change. 
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A community is as strong as its diversity. The acknowledgment of this fact will help to 
change the perception of the value of people with severe and profound intellectual 
disabilities. This will only be possible if we bring them to our community settings, 
supporting and empowering them to use community facilities and to be engaged at 
community life.  

Challenges and barriers to community inclusion 

Persons with severe and profound intellectual disabilities face more challenges to 
social inclusion than most of the other groups of people with disabilities. One of the 
reasons for this is related with the extensiveness of the developmental and health care 
needs they may have. Never the less, we must view them as individuals with rights and 
capabilities to enjoy the same opportunities as any other of the members of their 
communities. 

Physical Access 

The access to the build environment is one of the areas that have been addressed by 
politicians and decision makers during the last decades. As a result, in almost all 
European countries we have a set of laws that demand for full accessible buildings and 
facilities, namely if they are public. It also focuses on the accessibility of public 
transport, with the set of minimum standards. 

However, in most of the cases, the specific needs of people with severe and profound 
intellectual disabilities have not been taken into consideration. One example is the one 
related with toilets for wheelchair users, which are not adequate for people that need to 
be changed or washed.  

Social Access 

When we talk about social access we are mainly talking about access to educational, 
cultural and recreational activities. For people with severe and profound intellectual 
disabilities, these settings will be the ones offering more opportunities to access the 
community. By having this group of people away from schools, cultural and recreational 
settings we are promoting their lack of social access to the community and also not 
enabling the community to learn how to involve them and to recognise their entitlement 
to community inclusion. 
In fact, it’s not unusual for people with severe and profound intellectual disabilities to 
face hostility and lack of understanding when they try to use the community settings. 
 

Intellectual Access 

Social and physical access are complemented and reinforced by intellectual access, 
namely if we think about this as the possibility to access art and culture for everyone. It 
is about how to make sure that people with severe and profound intellectual disabilities 
can have the opportunity to be involved in leisure, cultural and recreational activities in 
a way that is meaningful for them. This means to adapt and make it relevant for the 
person abilities and experiences. By providing the opportunities to access to music, 
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drama, literature and dance/movement by people with severe and profound intellectual 
disabilities we will be opening the range of experiences leading to a meaningful 
community inclusion.  

 

So, the challenges and barriers to community inclusion lay, at the same time, on these 
3 aspects – the build environment, the social integration and recognition, and the 
access to cultural and recreational activities. All 3 are in fact barriers but also 
opportunities to enhance community inclusion. 
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Annex exercise sheets 

Exercise 1 

Show this sentence to participants: 

“Some studies have shown that the quality of contact with the community is closely 
related with how effective the contact is to promote inclusion (McManus, Feyes and 
Saucier, 2011), and that sometimes contact may in fact reinforce negative stereotypes. 
(Siperstein, Norris and Mohler, 2007)”. 

Promote discussion about the content. Do they agree with it? How can contact 
reinforce negative stereotypes? And how can professionals act to promote inclusion 
and avoid this? 

Exercise 2 

 

Looking at the different aspects that can influence community inclusion, how can 
professionals act? And what are the specific issues they have to consider when 
thinking about people with severe intellectual disabilities? 

Ask participants to list at least one way for each aspect. For example, how can living 
conditions at a group home influence community inclusion? And what must be in place 
to allow people with severe intellectual disabilities to live independently? Or how can 
the level of access to goods and services affect community inclusion? And what role 
professionals have for each of the aspects? 
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Online Resources 

http://www.epr.eu/images/EPR/documents/Studies/EPR_Study_Mainstreaming_Servic
es_2015_Final.pdf accessed 20/2/2017 

https://www.kent.ac.uk/tizard/research/research_projects/beadlebrown_2005_care_sta
ndards_report_final.pdf accessed 20/2/2017 

https://www.youtube.com/watch?v=bCsatqWgXV8 accessed 20/2/2017 

https://www.youtube.com/watch?v=9YrXmG6qO9E accessed 20/2/2017 

https://www.youtube.com/watch?v=_vT68mZYwTc accessed 20/2/2017 

https://www.youtube.com/watch?v=lRaWjCzq3nc accessed 20/2/2017  

https://www.youtube.com/watch?v=UQc7geMXDJU accessed 21/3/2017 

https://www.youtube.com/watch?v=fwDl-fmoBJs accessed 21/3/2017 

 

References 

 

Bogdan, R., & Taylor, S. J. (1989). Relationships with severely disabled people: The 
social construction of humanness. Social Problems, 36(2), 135–148.  

Emerson, E., Robertson, J., Gregory, N., Hatton, C., Kessissoglou, S., Hallam, A., 

Jarbrink, K., Knapp, M., Netten, A. and Walsh, P. N. (2001) Quality and costs of 

supported living residences and group homes in the United Kingdom. American Journal 

on Mental Retardation, 106(5), 401-15.  

Hewitt, A. (2014). Embracing Complexity: Community Inclusion, Participation and 

Citizenship. Presidential Address: American Association of Intellectual and 

Developmental Disabilities 138th Annual Meeting, Orlando, Florida. 

Howe, J., Horner, R. H. and Newton, J. S. (1998) Comparison of supported living and 

traditional residential services in the state of Oregon. Mental Retardation, 36(1), 1-11.  

Lister, R. (2007). Inclusive citizenship: realising the potential. Citizenship studies, 11 
(1), pp.46-61 

Mansell, J. (1995) Staffing and staff performance in services for people with severe or 

profound learning disability and serious challenging behaviour. Journal of Intellectual 

Disability Research, 39, 3-14.  



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

139 

Mansell, J., Beadle-Brown, J., Ashman, B. and Ockendon, J. (2005) Person-centred 

active support: a multi-media training resource for staff to enable participation, inclusion 

and choice for people with learning disabilities. Brighton: Pavilion. 

Mansell, J. (2006) Deinstitutionalisation and community living: progress, problems and 

priorities. Journal of Intellectual and Developmental Disability, 31(2), 65-76.  

McConkey, R. (2007). Variations in the social inclusion of people with intellectual 
disabilities in supported living schemes and residential settings. Journal of Intellectual 
Disability Research, 51(3), 207–217.Walker, A. & Walker, C. (1997) Britain Divided: 
The Growth of Social Exclusion in the 1980’s and 1990’s. London: Child Poverty Action 
Group 

McManus,J. L.,  Feyes, K. J.,  and Saucier, D. A. (2011). Contact and knowledge as 
predictors of attitudes towards individuals with intellectual disabilities. Journal of Social 
and Personal Relationships, 28 (5), 579-590 

Simplican, S. C., Leader, G., Kosciulek, J. and Leahy, M. (2015) Defining social 
inclusion of people with intellectual and developmental disabilities: and ecological 
model of social networks and community participation.  Research in Developmental 
Disabilities, 38, 18-29. 

Siperstein, G., Norris, J., and Mohler, A. ( 2007). Social acceptance and attitude 
change: Fifty years of research. In J. W. Jacobson, J. A. Mulick and J. Rojahn (Eds.), 
Handbook of intellectual and developmental disabilities. New York: Springer 

Smith, R.B., Morgan, M., and Davidson, J. (2005). Does the daily choice making of 
adults with intellectual disability meet the normalisation principle? Journal of Intellectual 
Deviation and Disabilities, 30(4), 226-235 

Walker, A. & Walker, C. (1997) Britain Divided: The Growth of Social Exclusion in the 
1980’s and 1990’s. London: Child Poverty Action Group 

Whitehouse, R., Chamberlain, P., & O’Brien, A. (2001). Increasing social interactions of 
people with more severe learning disabilities who have difficulty developing personal 
relationships. Journal of Intellectual Disabilities, 5(3), 209–220. 

  



 

2015‐1‐AT01‐KA204‐005098          MINCE Curriculum for disability care workers long version    

 
 

140 

Self-evaluation 

In order for you to understand the impact of the training in the level of 
knowledge of each of the core competences, please ask participants to classify 
their level of knowledge before and after the training. 

They should fill column 1 before the course and column 2 after each module. If 
they want, they can use the space at the bottom of the evaluation sheet to 
comment on the training. 
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Self-evaluation sheet 

Score your knowledge before and after the training from 1 to 8, being one the 
lower score and 8 the maximum score 

Module Core competences 

1 

Before 
training 

2

After 
training 

1 

Good understanding and knowledge of existing legislation and its 
impact on the lives of people with severe intellectual disabilities 

  

Understanding and accepting diversity 
  

Strong knowledge of the community 
  

Ability to lobby and network 
  

2 

Respecting the equal rights of all clients, according to the UN 
Convention on the rights of persons with disabilities 

  

Be aware of your own feelings and attitudes to disability   

Be aware of your own feelings and attitudes towards difficult decisions 
in the care of people with severe intellectual disability 

  

Strong knowledge of professional´s rights and boundaries   

Show respect for the client’s right to make decisions about all aspects 
of their lives; 

  

Appreciate that inclusion begins with us and depends on commitment 
to the development of a fully accessible and inclusive service; 

  

Ability to identify personal signs of burnout and emotional exhaustion   

3 

Good understanding and knowledge of the concepts of empowerment 
and advocacy 

  

Knowledge about how to assess self-determination of people with 
severe intellectual disabilities 

  

Knowledge on how to promote autonomy and independence for people 
with severe intellectual disabilities 
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Module Core competences 

1 

Before 
training 

2

After 
training 

4 

Good understanding of communication components and their 
application  

  

Ability to explain the importance and impact of non-verbal and verbal 
communication within all aspects of care 

  

To be able to interact with clients with augmentative and alternative 
communication tools  

  

Knowledge on how to assess communication needs of people with 
severe intellectual disabilities 

  

Good understanding of professionals´ role in the promotion of a 
communication-friendly environment 

  

5 

Good understanding and knowledge of fundamental basics of person 
centred thinking and planning. 

  

Demonstrate an understanding of the differences between traditional 
planning and person centred planning, and the benefits of using them 

  

Knowledge about core values and purpose of person centred planning 
to the Individual Plan development process 

  

Good understanding and using a range of person centred thinking tools 
(namely PATH and MAP) 

  

Developing person centred approaches and knowing person centred 
planning and review. 

  

6 

Good understanding and knowledge of the concepts of quality of life 
  

Knowledge about factors and indicators of quality of life 
  

Knowledge on how to promote health and well-being of people with 
severe intellectual disabilities 

  

Ability to identity tools and resources to assess quality of life  
  

Demonstrate an understanding of the importance of sport, culture and 
leisure as indicators of quality of life 
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Module Core competences 

1 

Before 
training 

2

After 
training 

7 

Good understanding of the meaning of  inclusive communities     

Recognizing factors that promote inclusive communities   

Building respectful, reciprocal relationships through a shared 
understanding with people with severe intellectual disabilities and 
community involvement. 

  

Collaborating and working with community resources (such as: leisure, 
sports and culture facilities). 

  

Knowledge on how to manage the challenges and barriers to 
community inclusion.  

  

Connecting people with severe intellectual disabilities to community 
resources, and taking advantage of opportunities for appropriate, 
positive collaborations with other people and community services. 

  

 

Comments/Observations 

 

 

 

 

 

 

 

 

 


