
SOCIAL AND BIOLOGICAL 

PERSPECTIVES OF PERSONS WITH 

NEUROMUSCULAR DISORDERS

Boris Šuštaršič, EAMDA President

40th EAMDA AGM, Milano 16.-19.9.2010



SOCIAL AND BIOLOGICAL 

PERSPECTIVES OF PERSONS WITH 

NEUROMUSCULAR DISORDERS

Introduction

I. Social perspectives

II. Bilogical perspectives

40th EAMDA AGM, Milano 16.-19.9.2010



Introduction

1. The social fate of persons with 

neuromuscular disorders (NMD)

through various periods and social 

environments differed dramatically. 

2. The social fate did not progress

continually. 
40th EAMDA AGM, Milano 16.-19.9.2010



Introduction

3. Enormous increase of knowledge

on NMD by Physicians and Social 

enviroment.

4. But still –NIHILISTIC PERCEPTION 

ON PERSONS WITH NMD. 
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Introduction

3. Enormous increase of knowledge

on NMD by Physicians and Social 

enviroment.

4. But still –NIHILISTIC PERCEPTION 

ON PERSONS WITH NMD. Like short

life expectancy, not reasonable for

financial investments
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Introduction

5. During last 50 years that 

nihilism was largly suppressed, 

due to implementation of human 

and social rights of persons with 

disabilities
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Introduction

6. Each financial and economic crisis

resurrects this nihilism. 

Answer: 

EACH PERSONS WITH NMD AND THEIR 

FAMILIES HAVE TO THINK ACTIVELY 

ABOUT THEIR FUTURE
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I. Social perspectives

Reasons for individual NMD differ. 

INDEPENDENT LIVING. 

Most persons with NMD sooner or 

later become more or less

dependant on the physical

assistance from other persons. 
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I. Social perspectives

Cruel fact: SHORT or REDUCED life

expactancy of Persons with NMD. 

But PROLONGED due to:

- developments in internal medicine

- medical interventions

- quality nutrition

- technical appliances

-assistive technology
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I. Social perspectives

NOT ETHICAL to leave persons with

NMD in a passive social life. 

Therefore Persons with NMD should

be encouraged to live and active

social life, own social decisions. 
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I. Social perspectives

40th AGM – DEFINING TO 

SOCIAL IDENTITY OF PERSONS 

WITH NMD AS DISABLED 

CITIZENS

Chronic patients have no real 

social perspective in EU. WHY?
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I. Social perspectives

1. International 

classification of

Functioning, Disability

and Health. (WHO, 

2001) - ICF
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I. Social 

perspectives

2. Convention 

on the rights of 

Persons with 

Disabilities. (UN, 

2006) - CRPD
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I. Social perspectives

1. ICF

- complementary biological and

social model of disability

2. CRPD

- specific measures by states for

severe disabled persons
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I. Social perspectives

Most desired life-style of persons 

with NMD 

unlimited integration and 

inclusion. 
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I. Social perspectives

Due to progressive disability and the

fact of severe impairments

specially accomodated institutions

where persons with NMD can live

and work are neccessary.

BUT
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I. Social perspectives

To be absolutely CLEAR: 

Institutions must be: 

- fully open

- participation of persons with NMD 

in the managment and realisation of

special forms of independent living. 
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I. Social perspectives

Last 40 years Slovenian persons 

with NMD established and 

developed 3 institutions. 
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www.drustvo-distrofikov.si
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Muscular Dystrophy
Association of
Slovenia



www.birografikabori.si

40th EAMDA AGM, Milano 16.-19.9.2010

BIROGRAFIKABORI 

D.O.O.



www.dom2topola.si
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DOM DVA TOPOLA 

D.O.O.



I. Social perspectives

A report about those 

was held at the 15th 

EAMDA AGM, 

september 1985 in 

Ljubljana 
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I. Social perspectives

At the 32nd EAMDA 

AGM with the title 

“Symposium on 

biological and social 

resources for 

advancement of the 

quality of life of people 

with NMD, Ljubljana 

september 2004
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I. Social perspectives

All three institutionts are equipped

with modern technology. 

They funcion efficiently. 

Their future is sufficiently ensured. 
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I. Social perspectives

Our graphic company carried out 

a high technical quality printing 

of two representative books: 
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I. Social 

perspectives

The new translation 

of the Jerusalem 

Bible in Slovene 

language
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I. Social 

perspectives

The history of 

British Royal guards 

on the occasion of 

their 500th 

anniversary
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I. Biological

perspectives

OUTCOMES of the

6th WANDA 

Assembly, July

2010 Neaple

within the 12th 

ICNMD
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I. Biological perspectives

1. No treatment can be expected in the near
future. 

2. Persons with NMD may still expect only
biological potentials that they have in view of
the already quite foreseeable course of
individual diseases. 
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I. Biological perspectives

TREAT – NMD efficiently integrates

existing knowledge, basic scientific

researches, clinical work of physicians. 

BUT

insufficient attention to development of

restorative neurology for progressive

NMD
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I. Biological perspectives

Important for EAMDA: 

Clear position there are scientific 

findings on the benefits of clinical 

medical treatment which can in certain 

segments undoubtedly contribute to the 

preservation or modification of 

biological potentials of persons with 

NMD. 
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I. Biological

perspectives
Lecture by dr. Milan R. 

Dimitrijevič entitled “Brain 

and Neuromuscular 

Disorders” which he 

delivered at the 39th 

EAMDA AGM in Belgrade 

last year, laying special 

stress on the motor 

control and its social 

implication
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I. Biological perspectives

Persons with NMD and their wider

social enviroment unaware of the

fact that persons with NMS have a 

20% higher intelligence. 

A biological and social advantage!
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I. Biological perspectives

Muscular Association of Slovenia putted

always big efforts into preservation of

health of persons with NMD. 

Purcase of abandoned hospital in 1985 –

today Dom dva topola – execution of

restorative rehabilitation programmes

and other complementary social 

programmes. 
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Muscular dystrophy Association of 

Slovenia is 100% owner of the 

premises Dom dva topola
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I. Biological 

perspectives

Results 

publication 

entitled 

“Swimming and 

other forms of 

moving in water”
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I. Biological perspectives

Jubilee 40th EAMDA AGM –

opportunity for new ideas on 

social and biological perspectives 

of persons with NMD in the point 

of view for optimistic 

expectations for the future. BUT!
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I. Biological perspectives

WE WILL HAVE TO PARTICIPATE 

IN THEIR CREATION!
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Thank you very much for your 

attention! 
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