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ABSTRACT 

This research responds to the need to introduce modifications to the Therapeutic Physical Culture process, when working with children with Prader Willi Syndrome. 

Theoretical-methodological  shortcomings  were  found  that  limit  the  stimulation  of physical potentialities in them. The objective is to propose a system of  actions to stimulate  these  potentialities,  containing  stages,  orientations  and  general  and specific  methodological  indications,  with  procedures  that  make  this  process feasible.  The  essential  relationships  between  the  affective-motivational components and the stimulation of physical potentialities are revealed.   

 Keywords:  System  of  actions;  Therapeutic  physical  culture;  Prader  Willi syndrome; Physical potentialities 

RESUMEN 

Esta investigación responde a la necesidad de introducir modificaciones al proceso de  la  Cultura  Física  Terapéutica,  cuando  se  trabaja  con  niños  portadores  del Síndrome de Prader Willi. Se constataron insuficiencias teórico-metodológicas que limitan la estimulación de las potencialidades físicas en estos. El objetivo consiste en  proponer  un  sistema  de  acciones  para  estimular  dichas  potencialidades, contentivo  de  etapas,  orientaciones  e  indicaciones  metodológicas  generales  y específicas,  con  procedimientos  que  viabilizan  este  proceso.  Se  revelan  las relaciones esenciales  entre los  componentes afectivo-motivacional y estimulación de potencialidades físicas. 

__________________________________________________________________ 
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 Palabras  clave:  Sistema  de  acciones;  Cultura  física  terapéutica;  Síndrome  de Prader Willi; Potencialidades físicas 

INTRODUCTION 

Despite the undeniable achievements of science in the field of Medicine, especially Genetics, what we all crave and for which  we are generally poorly prepared does not always happen: to hold in our arms, a child with neurodevelopmental disorders or high-risk. They continue to the world and will continue to arrive for a long time, children not as healthy and strong as the one we expected, but as human beings as the most perfectly gifted. 

The  first  of  human  rights  is  health.  One  of  the  most  important  indicators  to determine the development achieved by a nation, according to the United Nations Educational, Scientific and Cultural Organization (UNESCO), is the infant mortality rate,  an  indicator  in  which  Cuba  is  among  the  nations  with  the  lowest  incidence; which reveals the special attention that our state gives to future mothers and their offspring. However, we are faced with a paradox: as infant mortality rates decline, morbidity rates rise, as the survival rate of high-risk infants increases. 

The 

World 

Health 

Organization 

(WHO) 

recognizes 

that 

the 

main 

neurodevelopmental  disorders  and  their  dire  consequences  for  the  psychomotor development  of  the  child  are  mainly  of  prenatal  origin.  The  Doctor  in  Medical Sciences  Domínguez  Dieppa,  Head  of  the  Neonatology  service  of  the  “Ramón González  Coro”  Maternal  and  Child  Hospital  in  Havana,  refers  that  among  the prenatal factors linked to neurodevelopmental disorders are genetic factors, among which he cites the different syndromes, that 

 “They  are  nothing  more  than  the  set  of  signs  and  symptoms  that  together characterize  a  specific  clinical  picture,  which  does  not  mean  that  all individuals  affected  by  the  same  syndrome  necessarily  show  all  the symptoms  or  the  same  degree  of  intensity  in  the  symptoms  present  " . 

(Aberhoff, 2004) 

Prader  Willi  Syndrome  (PWS)  is  one  of  these  congenital  disorders  that  is  not related to sex, race or living conditions, but rather to chromosome 15, which mainly affects  the  central  nervous  system,  and  is  generally  characterized  by  a  muscular __________________________________________________________________ 
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hypotonia, by problems in the feeding,  by a low mental development, obesity and short stature;  It owes its  name to the Swiss doctors Andrea Prader, Heinrich Willi and Alexis Labhart who first described it in 1956. 

In Cuba, research in relation to PWS is scarce, the references about working with this  group  of  people,  of  which  we  have  knowledge,  are  mainly  directed  to  the problem  of  diagnosis,  the  ways  for  academic  learning  and  the  situation  of  young people. once graduated. 

The stimulation of physical potentialities of children with PWS in the Guantánamo municipality from the pedagogical process of Therapeutic Physical Culture. In this sense,  the  proposal  consists  of  a  system  of  ordered  actions  that  relates  the procedures and means in a logical process, aimed at the motor sphere in children with PWS, in a way that allows diagnosis, planning, stimulation of potentialities and assessment, taking into account the characteristics of the children in order to favor the preparation of their social insertion. 

The  term  system  has  multiple  interpretations  and  definitions  provided  by  various authors. According to Martínez (1990) one of the best known classifications of the types of systems is the one that groups them into closed and open: the former are those  that  do  not  have  an  exchange  of  matter  and  energy  with  the  environment, rare in nature, they are in In general, physical or mechanical systems that maintain static relationships between their elements, their organization is definitive and the open ones are those that have a constant exchange of matter and energy with their environment, they correspond to living beings;  considered as total systems to the social  ones  that  maintain  and  develop  dynamic  relationships,  in  which  man generally intervenes as a component of the system. 

On the other hand, Álvarez (1995) refers to the system and states that it is aimed at modeling the object by determining its components, as well as the relationships between  them,  which  make  up  a  new  quality  as  a  whole.  These  relationships determine, on the one hand, the structure and hierarchy of each component in the object and, on the other hand, its dynamics and functioning. 

According to the manual dictionary of the Spanish Language, it is defined as “the set  of  rules  or  principles  linked  together,  so  that  they  form  a  body  of  doctrine; __________________________________________________________________ 
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combination  of  parts  brought  together  to  obtain  a  result  or  form  a  whole”.  (DLE, 2001, p. 1) 

The  elements  addressed  above  gave  rise  to  this  research  aimed  at  developing  a system of actions for the stimulation of physical potentialities in children with PWS 

in the Guantánamo municipality. 

METHODS 

In  this  research,  the  two  children  from  the  Guantánamo  municipality  carrying  the SPW,  the  Municipal  Methodologist  and  the  Prader  Willi  families  (FPW)  from  the Guantánamo  municipality  were  used  as  a  sample  to  whom  the  instruments  were applied to obtain the necessary information to prepare the proposal. 

An analysis of documents  was carried out where the main  historical trends of the Therapeutic  Physical  Culture  process  were  determined  for  the  stimulation  of physical  potentialities  in  children  with  PWS,  on  the  basis  of  the  main  events  that mark their evolution. 

The  Therapeutic  Physical  Culture  process  was  observed  to  obtain  direct information  on  the  behavior  of  the  stimulation  of  physical  potentialities  in  children with PWS in the Guantánamo municipality. 

The  systemic  links  were  established  between  the  theoretical  references  and  the system of actions for the stimulation of physical potentialities in children with PWS 

from  the  Therapeutic  Physical  Culture  in  the  Guantánamo  municipality  by determining  its  components,  the  essential  relationships,  the  organization  of  the proposal. as a whole and its systemic structuring. 

Teachers  of  Therapeutic  Physical  Culture  were  interviewed  in  order  to  obtain information on the stimulation of physical potentialities in children with PWS in the Guantánamo municipality. 

An  interview  was  also  conducted  with  the  methodologist  of  Therapeutic  Physical Culture of the Guantánamo municipality to learn about the care that this provides to children  with  PWS  after  they  receive  care  in  the  rehabilitation  room  and  Physical Education classes, as well as their considerations on the inclusion of a system of actions  for  the  stimulation  of  physical  potentialities  in  children  with  PWS  in  the __________________________________________________________________ 
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Guantánamo municipality  under the  guidance  of  the Therapeutic Physical  Culture teachers. 

A survey was applied to the Prader Willi families of the Guantánamo municipality to know  their  criteria  in  relation  to  the  treatment  received  by  children  with  PWS  to stimulate their physical potentialities. 

RESULTS 

System of actions to stimulate physical potential in children with Prader Willi Syndrome, in the Guantánamo municipality.  

The  application  of  the  system  in  its  process  condition  is  structured  in  four fundamental  stages:  diagnosis,  training,  execution  and  evaluation,  which  are complemented  and  structured  in  logical  moments,  actions  and  procedures,  which are exemplified below: 

 First stage. Diagnosis.  

Objective:  to  diagnose  the  stimulation  of  physical  potentialities  in  the  Therapeutic Physical Culture process for children with PWS, in the Guantánamo municipality. 

This  first  stage  of  the  system  is  an  expression  of  the  link  between  theory  and practice, which is reached as a result of the preliminary diagnosis of children with PWS, teachers and FPWs. It reveals the synthesis of the potentialities, needs and interests of each one of the aforementioned components and the conditions for the effective use of the proposal are ensured. 

 Moment 1.1. Characterization of children.  

 Moment 1.2. Characterization of the Therapeutic Physical Culture teachers. 

 Moment 1.3. Characterization of Prader Willi Families.  

 Second stage. Training.  

Objective:  to  guide  the  comprehensive  work  of  the  pedagogical  group  in contributing to the stimulation of physical potentialities in children with Prader Willi Syndrome. 

After  identifying  strengths  and  limitations  for  the  stimulation  of  physical potentialities  in  children,  the  actions  to  be  developed  by  those  involved  are determined to project them objectively, based on the assessments reflected in the diagnosis. 

__________________________________________________________________ 
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 Moment 2.1. Interaction of teaching work.  

 Moment 2.2. Teacher preparation.  

 Third stage. Execution.  

Objective:  to  stimulate  physical  potential,  according  to  the  characteristics  of children. 

This stage specifies what was projected in the previous ones. Its effectiveness lies in  the  timely  application  of  methodological  procedures for  pedagogical  work,  from the  integration  of  motor  actions  during  the  performance  of  curricular  and extracurricular activities of Therapeutic Physical Culture. Adequate follow-up to the diagnosis,  rigorous  compliance  with  interventional  actions,  their  timely  redesign and  the  guarantee  of  the  different  levels  of  assistance,  individual  or  collective,  is necessary. 

 Moment 3.1. Stimulation of physical potential in children through the curriculum.  

 Moment  3.2.  Stimulation  of  physical  potential  in  children  through  extra-curricular means.  

 Shoulder exercises: 

1.  Stand, legs shoulder-width apart, arms extended in front. Supported hands on a door frame. Move slowly forward controlling the movement. 

2.  Sitting,  legs  bent,  crossing  your  arms  so  that  your  fingers  are  on  the  opposite side of each hip, clenching your fists. Slowly raise your arms without separating them. 

3.  Sitting in a chair, arms extended below: try to put a hand on the neck or on the ear of the opposite side, alternate the movement, combining them with rhythmic breathing exercises. 

4.  Stand with your legs shoulder-width apart, with your back to the wall, and facing a  table  containing  objects  of  different  shapes  and  colors.  Carry  these  objects with  one  hand  towards  the  box  located  on  the  wall  at  hip  height,  without performing  torsional  movements  of  the  trunk,  strictly  following  the  teacher's guidance (alternate movement). 

 Exercises for the hands: 

1.  Sitting, fingers joined. Squeeze the fingers as much as possible, keeping them __________________________________________________________________ 
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together,  raise  the  elbows  without  separating  the  palms  of  the  hands. 

Combining them with breathing exercises. 

2.  Stand  with  your  hands  closed  to  the  side  at  a  table  and  your  body  lightly supported on it. Perform finger extension. 

3.  Stand  with  your  palms  on  a  table  and  your  body  lightly  supported  on  it.  Move the fingers in the direction of the little finger, then separate one by one from the little finger. 

4.  Stand  with  your  palms  on  a  table  and  your  body  lightly  supported  on  it.  Move the  fingers  in  the  direction  of  the  thumb,  then  separate  one  by  one  from  the thumb. 

 Knee exercises: 

1.  Supine  position,  arms  at  the  side  of  the  body.  Extend  the  knee  until  it  resists, then try to bend the knee as far as possible. 

2.  Standing  in  front  of  a  table,  holding  onto  the  edge  of  it,  with  the  knees  semi-bent,  with  one  leg  forward  and  the  other  behind.  Slowly  bend  your  front  leg, without lifting your back foot. 

3.  Sitting, legs extended at a 90 degrees angle with the body. Contract and tighten the muscles (quadriceps). 

4.  Sitting, legs under the chair as much as possible, with support on the ball of the foot. Go from this support to the tip of the feet. 

 Foot exercises: 

1.  Supine  position  with  legs  extended  about  40  cm  apart.  Turn  your  legs  and thighs inward, trying to bring the big toes of both feet into contact. 

2.  Supine  position,  legs  extended  and  about  40  cm  apart.  Move  your  feet  and thighs out towards the mattress. 

3.  Supine position legs together, join the soles of the feet without separating the big toes. 

4.  Supine position, legs crossed and extended, make bending movements of the legs,  without  separating  the  feet  from  the  mattress.  (Alternate  the  position  of the feet). 

For a better implementation of the exercises, two phases are proposed: __________________________________________________________________ 
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 First phase. Mastery of the fundamentals of the exercises. 

This  phase  aims  to  develop  a  correct  representation  of  physical  exercise  by children,  who  will  gain  clarity  and  achieve  the  imitation  of  the  general  pattern  of movement, accompanied by slow and normal demonstrations by the teacher or the family. 

➢  Approximate time of the phase: 1 month. 

➢  Frequency: three times a week 

➢  Duration of each session: 10-15 minutes. 

➢  Pace of execution: slow. 

➢  Effort: low intensity. 

➢  Place of realization: home, parks, squares. 

➢  Materials to use: chairs, tables, beds, mattresses, cardboard box, objects of different colors and sizes, sandbags, water bags. 

The phase when the children can develop the exercises in detail is considered to have been completed. 

 Second stage. Execution of the proposed exercises. 

This  phase  aims  to  develop  physical  exercises  as  a  whole,  with  the  number  of repetitions and necessary load, taking into account the particularities of each child. 

➢  Approximate time of the stage: 3 months. 

➢  Frequency: daily. 

➢  Duration of each session: 20-30 minutes. 

➢  Pace of execution: moderate. 

➢  Effort: moderate intensity. 

➢  Place of realization: home, parks, squares. 

➢  Materials to use: chairs, tables, beds, mattresses, cardboard box, objects of different colors and sizes, sandbags, water bag. 

➢  Cardiac impact: 60% (96 maximum heart rates). 

 Fourth stage. Evaluation.  

Objective:  to  evaluate  how  the  physical  potentialities  of  children  with  PWS  have been stimulated, as a result of the application of the system of actions, to improve their health status and quality of life.  

__________________________________________________________________ 
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DISCUSSION 

The novelty of this research is that it responds to a problem not yet resolved from the  pedagogical  process  of  Therapeutic  Physical  Culture  that  achieves  the stimulation  of  the  physical  potentialities  of  children  Prader  Willi  Syndrome  in  the Guantánamo  municipality  for  what  is  proposed  as  possible  solution  a  system  of actions  containing  stages,  guidelines  and  general  and  specific  methodological indications,  as  well  as  the  procedures  that  make  possible  the  fulfillment  of  the proposed objective. 

During  the  development  of  this  research,  various  bibliographic  sources  were consulted  that  made  it  possible  to  determine  the  main  historical  trends  of  the Therapeutic Physical Culture process for the stimulation of physical potentialities in children  with  PWS,  as  well  as  the  main  theoretical  references  that  support  this process. 

In  this  regard,  Aberhoff  (2004)  clearly  defines  the  term  syndrome  and  also establishes the differences between patients who suffer from the same syndrome, who  do  not  necessarily  have  to  manifest  all  the  symptoms  or  with  the  same intensity. Elements that allowed the elaboration of the exercises in such a way that they can be applied based on the particularities of the patients. 

In  relation  to  the  term  system,  several  definitions  were  analyzed,  among  which those  offered  by  Martínez  (1990),  Álvarez  (1995)  and  in  the  Dictionary  of  the Spanish  Language  of  2001  stand  out,  on  which  the  authors  consider  that  the diversity of existing concepts includes in  essence is the interrelation that  exists in each of its components, demonstrating the union between its parts, however, from the  Therapeutic  Physical  Culture  (CFT)  they  recognize  the  value  of  this  concept seen in the development of physical exercise aimed at the integral well-being of the person  ,  which  is  based  on  the  interrelation  of  each  element  that  makes  up  the development of physical activity as a whole. 

After  completing  the  investigation,  it  can  be  concluded  that,  the  theoretical-methodological  underpinnings  of  the  research  agree  that  Children  with  PWS 

possess physical potentialities that can be stimulated through Therapeutic Physical Culture. 

__________________________________________________________________ 
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The result obtained with the study of the stimulation of the physical potentialities of children  with  the  SPW  in  the  Guantánamo  municipality,  it  confirms  the shortcomings  of  the  interdisciplinary  work  that  the  National  Institute  of  Sports, Physical Education and Recreation, and the Ministry of Public Health must develop for the care that this population group demands. 

In  the  research process,  a  system  of  actions  with  theoretical-methodological indications  was  developed,  for  the  stimulation  of  physical  potentialities  in children  with  SPW  in  the  Guantánamo  municipality,  taking  as  a  way  of realization the Therapeutic Physical Culture during community service. 
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