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THE ROLE OF THE PHYSIOTHERAPIST IN THE TREATMENT 
OF THE TERM INALLY IL L  OR DYING CHILD

M . G O O D M A N , B.Sc. (Physiotherapy) W itw atersrand, D .S.E. (UNISA)*

SU M M A R Y

The role o f the physiotherapist in the treatm ent o f 
the dying child  is tw ofold: Firstly, treatm ent is directed  
towards developing the child  to fu ll potential, m ain­
taining function , preventing  deform ities and relieving  
pain and d iscom fort. Secondly, she has a role in sup­
porting the parents and fam ily . The need fo r  a d o m i­
ciliary physio therapist is indicated.

1 am  sure th a t m ost of us physio therapists feel in­
adequate  and unsu re  of ourselves when called upon to 
trea t the  term inally  ill o r dying child. T h e  m ost com ­
m on am ongst these fa ta l diseases in paed iatrics are 
cystic fibrosis, leukaem ia, cancer, progressive m uscular 
dystrophies and progressive genetic disorders.

“I t  is hard  to  im agine a m ore devastating  experience 
in the life of a fam ily than  the fa ta l illness o r death 
of a child. E ach  m em ber is affected individually  and 
separately  while the fam ily functioning as a  w hole is 
throw n in to  d isrup tion .” (S traker and Schm am an, 1980).

E lizabeth K iibler-R oss in her book on D eath and  
D ying  (1975) describes fully the stages o f adjustm ent 
to an  im pending death  nam ely, shock and denial, anger, 
bargaining, depression and finally  acceptance. Fam ilies 
too, go th rough  these stages and it is im portan t fo r the 
physio therapist to understand  these feelings and re­
actions. One of the m ost difficult situations is when 
the  fam ily and m ore particu larly  the m other, is feeling 
angry. T he anger m ay be directed at rn y  m em ber of 
the staff and if no t understood, it m ay resu lt in feelings 
of hostility  betw een staff and paren ts w hich will in te r­
fere with decision m aking and trea tm en t o f the child.

“A good way of helping parents and the  fam ily over 
their denial and anger is to  enlist th e ir aid in caring 
fo r the  child. G iving the paren ts a sense of w orth and 
feeling th a t they  can do som ething ab o u t the  situation  
can go a long way to  helping them  com bat their feel­
ings of guilt, fu tility  and inadequacy.” (S traker and 
Schm am an, 1981).

* Principal Physio therapist, Johannesburg  H ospital. 
Recieved 1 M ay 1981.

O P SO M M IN G

Die rol van die fisioterapeut in die behandeling van 
die sterwende kind  is tweevoudig: Eerstens word be­
handeling toegespits op die on tw ikkeling  van die k ind  
se potensiaal, om  funksie  te behou, pyn  te verlig, en 
m isvorm ing  te voorkom . Tw eedens dra sy to t die onder- 
steuning van die ouers en fam ilie  by. D ie behoefte  aan 
’n tuisbesoekende fisioterapeut w ord aangedui.

T he prim ary  reason fo r a referra l fo r physio therapy 
trea tm en t w ould be to im prove the physical sta te  of 
the p a tien t o r in the long term  to  im prove the  quality  
of life e.g. by keeping the p a tien t m obile and not 
reverting  to a w heelchair too early. T he secondary  bene­
fits from  involving the  fam ily in trea tm en t should no t 
be underestim ated . A defect o r delay in m oto r develop­
m ent is often the  first sign to be recognised by the 
fam ily that som ething m ay be wrong. T he paren ts m ay 
realise th a t the child is m oving abnorm ally  o r th a t ,  
m ovem ent is lacking long before  they  are aw are of(  ̂
visual, aud ito ry  o r in tellectual im pairm ent.

Sim ilarly the  loss of m otor ability  e.g. in m uscular 
dystrophies o r cerebral and spinal tum ours, m ay be 
the first sign of the  disease. T h e  physio therap ist m ay 
fo r these reasons receive the first call fo r help, som e­
tim es even before a diagnosis is m ade.

T he aim s of physio therapy then  are:

•  A ctive trea tm en t is then  indicated to  develop the  in­
fan t o r child to  its m axim um  poten tial in all areas, 
resp irato ry , m usculo-skeletal o r neurological. E m ­
phasis would be in the  a rea  which is m ost affected, 
e.g, a m otor o r m usculo-skeletal prob lem  causing a 
delay in m o to r developm ent o r  abnorm al develop­
m ent w ould requ ire  a neuro-developm ental therapy  
o r o th er ap p ro p ria te  developm ental program m e. A 
child with cystic fibrosis w ould requ ire  an exercise 
p rogram m e aim ed a t reaching the  greatest v ital capa­
city possible fo r th a t child.

•  It is im portan t to m ain tain  the  strength  and m ob ility  
of all the m uscles and th is w ould be  especially ind i­
cated in the trea tm en t of th e  m uscular dystrophies. It
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is also im p o rtan t to m ain tain  m uscle strength  during 
a lengthy period  of bed rest w hatever the condition.

•  T he p reven tion  of con tractures and deform ities is 
of p rim e consideration . T he physio therap ist m ust be 
fam ilia r with all aspects of the  disease and its ex­
pected progression  and m ust no t w ait fo r the develop­
m ent o f a deform ity  before taking action. E arly  
splinting, sta rting  perhaps w ith n igh t splints is es­
sential. It is the responsibility  of the  physio therapist 
to ensure th a t the  child will grow up to  look as 
norm al as possible. “ Pride in physical appearance 
and prowess is a t its peak in adolescence” (Straker 

and Schm am an, 1981). G hastly , unsightly  deform i­
ties are distressing to  patien t, fam ily and society. I 
re fe r here especially to the  un trea ted  m usculo-dys- 
trophies who cannot even sit in a chair due to 
severe spinal deform ities. T hese deform ities involve 
the rib  cage and lead to resp ira to ry  and cardiac 
failure. A com bined program m e of exercise, splintage 
and position ing  needs to be started  early  in o rd e r to 
m inim ise such deform ities.

® T he child m ust be assisted to rem ain as independent 
as possible fo r as long as possible. Independence, 
a t w hatever stage or w hatever level, is the backbone 
to the  ind iv idual’s integrity  and feeling of worth. 
Creeping o r  crawling, w alking w ith o r  w ithout aids, 
standing up  from  a chair and sitting down again, 
activities o f daily living like feeding, dressing, 
to iletting  etc. help  to do this. T hese  activities and 
skills also lessen dem ands m ade on the  fam ily o r 
staff. I t  is in this area  th a t the  ingenuity  o f the 
physio therap ist is essential in term s of aids and 
adaptations. She needs to  w ork in close co-operation  
with the occupational therapist w herever possible.

•  As the disease progresses the aim s of trea tm en t 
change and becom e m ore palliative. W here possible 
the th erap ist helps to  alleviate the  pa in  and m ake 
the child as com fortab le  as possible. T h e  final cause 
of death, w hatever the  condition, is o ften  pneum onia 
and resp irato ry  failure. W hen the  realisation  th a t a 
cure o r even a  functional im provem ent is n o t pos­
sible and a fte r consulta tion  and careful consideration 
with all m em bers of the  team , active trea tm en t to 
prolong life m ay  be pro longing suffering  and could 
then  be con tra ind icated . T he aim s of physio therapy 
would be to  m ake b reath ing  easier and p rev en t the 
pa tien t from  choking in th e ir own secretions, by 
very careful suctioning. Sudden te rm ination  of 
therapy should  be avoided. “ A nine-year-old 
described how  frightened she was when nobody 
talked to  he r ab o u t he r dow nhill course. It was like 
they were getting ready  fo r m e to  d ie .” (C ynthia 
Birrer, 1979). T he child could be  m ade m ore com ­
fortab le  by changing positions and suggesting fre ­
quent a lte ra tion  of position. This sort o f advice and 
m anagem ent could change from  week to  week, or 
even daily, as th e  condition  deteriorates.

•  T he physio therapist plays a large p a r t in supporting 
the fam ily during  this tim e of stress. T he diagnosis 
of a  fatal disease m ay be m ade early  in the  life of 
the child and th e  paren ts need to re ta in  som e hope 
and an tic ip a tio n  fo r the fu tu re, how ever sho rt i t  m ay 
be. “I t  is this glim pse of hope w hich m ain ta ins them  
through the  days, weeks o r m onths of suffering .” 
(Elizabeth K iibler-R oss, 1978). T he th erap ist should 
should never say th a t there  is no  m ore th a t can be 
done fo r the  child and th a t trea tm en t m ust be  te r­
m inated.

I t  is these words th a t send the  p aren ts into despair 
and in to  a desperate search fo r  any a lternative  tre a t­
m ent which m ay be costly and  ineffectual. In itia lly  
the child m ay be treated  daily  and la te r weekly or 
m onthly, as indicated. A com prehensive hom e p ro ­
gram m e m ust be included and  its success will depend 
on the  skill o f the  physio therapist to  m otivate the 
parents to  carry  it ou t a fte r explaining exactly w hat 
is requ ired  and  teaching them  exactly how  to execute 
it. In  view of the fact th a t the  in fan t o r child is grow ­
ing and developing, the  trea tm en t will be varied as 
the needs o f the child change, e.g. aids will becom e 
too sm all and  exercise will change as the child grows, 
a lthough th e  reason fo r doing the  exercise will rem ain  
the sam e. Parents should be m ade to  feel free to con­
tact the  therap ist a t any tim e w ithout feeling guilty, 
should the need arise. A w ord of advice o r a sym pa­
thetic  ear on the telephone is often th e  m ost com ­
forting  and supportive. The physio therap ist m ay often  
spend m ore tim e than  any o th e r m em ber of the  team  
w ith the  p a tien t and fam ily by v irtue o f the  n a tu re  of 
the  trea tm en t. H er association wih the  fam ily m ay be 
over m any years and she m ay  find herself deeply 
em otionally  involved —  she m ay  need th e  support of 
the o th er m em bers o f the team  to help  her so rt out 
he r own feelings, e.g. the social w orker o r psychologist. 
She is p a rt of the team  which consists o f consultants 
and o th er m edical personnel, social w orker, psycholo­
gists, speech therapists, occupational therap ists, nurses 
and sp iritual leaders. T he m em bers o f the  team  will 
vary depending on the  p a rticu la r needs o f the  child 
and they will need to  work closely together. R egular 
case conferences will need to  be held. T hese services 
are  available a t m ost large hospitals and institutions. 
But, w hat o f the  fam ily  who wishes to keep their child 
a t hom e fo r as long as possible? I t  is here  th a t the 
services of a dom iciliary physio therap ist w ould be m ost 
beneficial. Such a th erap ist could  still function  as p a rt 
of the  team  a t the  hospital, bu t w ould also be able 
to carry  ou t he r treatm ent in the  com fort and security  
of the ch ild ’s hom e. A fter th e  death  o f the  child the 
fam ily will need the assurance th a t everything possible 
was done fo r their child and  th a t he died peacefully. 
T he physio therapist, having been fully involved, will be 
able to  con tribu te  to  this assurance, so th a t the  fam ily 
will also know  th a t their child realised his full p o ten ­
tial, how ever lim ited.
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