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A ppliances are required to hold unstable join ts but m ay 
never be used to attem pt correction o f  a fixed deform ity. 
W hen this exists, it is better to con tour the appliance to  the 
deform ity than to endeavour to bend the lim b to a 
rigidly designed splint. Calipers need to be carefully m ade to 
avoid pressure on  insensitive skin and it is essential that 
patients and parents be taught to rem ove appliances and 
b oots several tim es a day to inspect for signs o f  skin 
irritation. B oots  with laces that extend to the toes are a 
valuable safety precaution, so  that insensitive feet m ay be 
correctly situated under v ision .

B elow  the knee, the use o f  inside and outside irons, 
T-straps, front and  back stop s all have the usual ro le to 
play in controlling various paralyses o f  the foo t. A  sim ple  
straight caliper is usually best for the unstab le knee but as 
the child  grow s older it is advisable to  fit a knee hinge to  
facilitate sitting  at a schoo l desk.

The im portance o f  physiotherapy and occupational 
therapy cann ot be over-em phasised. C entralisation  o f  these  
services allow s for group therapy that in itself provides an  
im portant boost for the patient. In this regard w e are for-
tunate in  having the facilities o f  the H op e School and H om es. 

'V ery goo d  physical am enities exist, and staff enthusiasm  and  
expertise are outstanding. The children  progress steadily  
from  the pool to parallel bars and u ltim ately to  independent 
w alking.

T otal patient rehabilitation m ust not be neglected. 
A dequate sc hooling  is essential and the provision  o f  w ork-
shop and other facilities that can equip  handicapped patients  
with a practical training will enable them  to  take their  
rightful place in society.

John G allsw orthy has observed “ A  niche o f  usefu lness  
and a self-respect exists for every m an how ever handicapped, 
but that niche m ust be found for h im .”

S U M M A R Y

The m anagem ent o f  m yelom eningocoele calls for an 
energetic and co-ordinated treatm ent regim e that involves 
several disciplines. T he orthopaedic surgeon m ust recognise 
and assess function . Insensitive skin  precludes the use o f  
m anipulations, plaster casts and splints, and  the treatm ent  
is surgical in the first instance. D iv ision  and e longation  o f  
tight structures will reverse otherw ise progressive contrac-

tures and jo int d islocations, and selected  m uscle rebalancing 
by ten don transfers can  prevent relapses. Joint arthrodesis 
m ay play a part but only in con junction  with rebalancing  
operations.

A  subsequent unified program m e o f  rehabilitation  
enab les the m ajority o f  these patients to  walk independently  
and m any w ill lead useful lives.
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The Social Worker in the Spinal Defects Team
M R S. N . SH N E IE R  

Social W orker, Transvaal M em orial H osp ital for Children, Johannesburg

The social w orker attached to  the  Spinal D efec ts C linic  
is involved  with the  personal problem s o f  the  patients and  
their parents. Som e o f  these problem s existed before the 
child w as born, and now  b ecom e unbearable, but m any  
others are the result o f  having a  handicapped  child in  the 
family. Som e fam ilies find the additional strain too  great, 
and there is a threatened collapse o f  the marriage. Intensive  
casework and counselling w ith these  parents m ust then  be  
undertaken in an  effort to  sort out feelings and co m e to  
som e solu tion  for the future. O ne o f  the com m on est causes  
o f ill-feeling is guilt and the difficulty o f  ap portioning blam e.

T he physical effects o f  m yelom eningocoele extend right 
through the body. Besides the question  o f  increase in head  
size, there m ay be weakness in the legs, the bow els and the  
bladder. S om e children m ay have all o f  these difficulties; 
som e perhaps, o n ly  one, and that in a  very slight degree' 
T o the parents, on  the w hole, the on e which is m ost dis-
turbing em otion ally  is increase in the size o f  the head, 
though the on e that causes m ost trouble practically is w eak-
ness o f  bow els or bladder. But certainly m ore im portant to

m ost people  than  any physical handicap is whether or not 
the child  is norm al in intelligence. A s a rule, acceptance  
co m es m ore easily  i f  it is.

F or  m ost parents the first con tact with the hospital is in  
the ward, as m ost children are adm itted for investigation  
and treatm ent soon  after birth. M any p eople kn ow  nothing  
at all o f  the con d ition , and  to  m eet it for the first tim e in  
their ow n  child is an  intensely alarm ing s ituation , and one  
w hich is liab le to  evok e very strong feelings o f  guilt. N or  are 
they  helped, in som e cases, by local d octors and nurses w ho
have no  faith in the m odern developm ent o f  treatm ent for 
children; and th ose  w ho have been to ld  that the best they  
can h op e  for is an early death, m ay be faced with the painful 
return o f  h op e for a child already m ourned. After the  first 
shock  is over, m ost people are very anxiou s for as m uch  
in form ation  as they can  get. Sym pathetic and careful 
explanation  by the  m edical and nursing staff at this stage  
d oes a great deal to  m ake things less m ysterious and less 
frightening.

Ideally , all the parents should be seen by the social
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worker on  th e first adm ission . Som e will need m uch m ore  
help than others, but all are helped by support at this
critical point. T hey need to tell som eone that every care was 
taken during pregnancy and w hen the baby w as born. They  
need to  be g iven  acceptance o f  their usually unexpressed  
resentm ent that th is should happen to them  in spite o f  it all. 
They need to  be sho w n  that they  are n ot “ facing the m usic” 
alon e; that the hospital is no t just turning ou t hum an  
guinea pigs, but is concerned with the functioning o f  the  
patients as individual children in a fam ily  and in the  
com m unity.

A  problem  is alw ays the result o f  the im pact o f  an external 
situatio n  on the person concerned, and it is no t alw ays the 
m other o f  the m ost handicapped baby w ho has the greatest 
difficulty in  accepting it. Lauren is a pretty little girl o f  above  
average intelligence. Her legs and  bladder are affected, but 
she has started to walk, w earing calipers. H er m other, an  
em otiona lly  im m ature person, has never been able to  
accept the condition . It is only when she brings Lauren to  
the clinic that she allow s her to wear a  dress, otherwise she 
alw ays has to  wear jeans. This m other cannot bear the 
thought that other peop le will see that she has a handicapped  
child. She cannot stand  the stares, and blam es people for 
offering  sym pathy.

W h en they are discharged from  hospital fo llow in g their 
first adm ission  for treatm ent, m ost o f  the babies will be 
going hom e for the first time. They have com e from  local 
hosp itals or m aternity hom es, or perhaps, from  hom e after 
only  a few  hours o f  life. O ften there are special nursing  
routines for the m other to  fo llow . These produce anxieties  
which are in ad dition  to  her norm al anxieties about whether 
she can be a good  m other. I f  there is a valve in  the baby’s 
head, she m ay be told  to care for it in order to  increase its 
efficiency. There m ay be som e paralysis o f  the bladder which  
requires m anual expression to em pty it adequately. The 
m other will be taught all these procedures before the baby  
leaves the ward, but it will be a very different thing to 
carry them  out on  her ow n  at hom e.

I f  there are no  crises or setbacks, developm ent is 
w atched through the Spinal D efects Clinic. I f  the m ental 
developm ent is proceeding at a reasonable pace, probably  
the next big question  is loco m otion . I f  the ch ild’s legs are 
weak or deform ed, h e m ay need lengthy surgical treatment 
and then an  arduous routine o f  calipers and physiotherapy  
before he can walk. W hile this com plicated process is going  
on, the m other needs relief from  the physical burden o f  
carrying the grow ing child around for long distances. He  
also  needs to be able to  m ove around on his ow n  where 
his interest takes h im , w ithout being to ta lly  dependant on  
his m other.

O ne o f our fathers has solved this problem  for  his daughter 
by transferring the pedals to  the handle-bars o f  her tricycle. 
She no w  has the freedom  o f  the house and the garden. 
This release from  dependecny has m ade an  enorm ous  
difference to  the m orale o f  the child, and has freed her 
m other for her other household  chores.

D ischarge from  hospital after intensive orthopaedic treat-
m ent, on  a splint or in plaster, can  bring its ow n  com plica-
tions in  weight and p osition , which m ay involve rem oving  
pieces from pram s or push-chairs. One picks the brains o f  
the m ore ingenious fathers to help those less talented.

There are som e children, and n ot a lw ays those with a 
very enlarged head, w ho are very severely m entally  as well 
as physically handicapped. F or their parents, it is inevitably  
a bitter thing that the treatm ent which has done so much  
for so m any others w h om  they  m eet at the clinic cannot  
help them . This treatm ent has, perhaps on ly prolonged  
their years o f  heavy physical and em otiona l strain. The 
physical task o f  lifting a helpless four or five-year-old is 
greater than som e people m ight im agine. Very often  one  
finds that few  relatives or friends will offer to relieve the 
parents or help in the child’s care. A dm itted ly, one suspects 
that this is, at least in part, due to  the early attitude o f  the 
parents w ho have no  help; the overwhelm ing feeling o f  
guilt and responsib ility that m akes them  feel that it is their

doing, and that they a lone m ust take the consequences. 
This m eans they becom e slaves to the handicapped b a b y , 
and reject all their other relationships. This attitude is not 
generally understood by other peop le, so that later, when  
exhaustion , if noth in g else, has persuaded the parents th e y  
need help, it is on ly rarely offered.

Especially when the child  is a  first ch ild , one o f  the worst
problem s is the parents’ agonised  dread o f  having another
handicapped child . T hey w ould  like m ore children, and a
brother or sister w ou ld  bring m uch happiness and encourage-
m ent to the child they  have, but fear holds them  back. 
Y et, if  things go fairly sm ooth ly , by the tim e our patient is 
tw o or three, tension  has relaxed, and very o ften  another
child is born. In our clinic, the w hole staff and all the other  
parents w atch the pregnancy w ith great concern. I have even  
had telephone calls from  interested m others asking w hether 
the baby has been born, and, m ost im portant, is it norm al. 
Som e parents never m anage to com e to any so lu tio n  o f  
this problem  and the patient rem ains an only child w ith all 
the add itional handicaps associated with this state. The 
availab le genetic  facts are given to those parents who want 
them , but they are not very encouraging, and it is fortunate, 
that having another child depends on  em otions and feelings' 
and not just on sterile facts. C ontraceptive inform ation  is 
also given w hen required.

Together with the con dition  o f  the legs, control over 
bow els and bladder is the other big physical factor. Som e 
children seem  to m anage bow el control quite well. A s for 
the bladder, som e develop  adequate control, or can achieve  
it w ith m anual expression . F or  those w hose bladders cannot 
be com pletely em ptied  like this, there is the danger o f  
frequent in fection, and so it m ay be necessary for the child  
to  be given an ileal bladder. A lthough m ost m others 
acknow ledge the child  is better in  health for it, it is a very 
m utilating  operation  w hich m ay arouse fear and resentm ent 
in the child  w ho has it, or the m other w ho has to cope with 
it. Fathers also, in our experience, find it difficult to com e to 
term s with this operation.

This clinic serves a w ide area, and parents have to bring 
their children m any m iles to see the doctors. It is our 
experience that ch ildren learn to walk more rapidly  if  they  
attend a treatment centre daily. A s there is on ly one place 
providing  com prehensive care and treatment, it is often  
necessary for the children to be adm itted full-tim e. For  
m any people it is a very hard decision  to send their child  away  
from  hom e at such an  early age. M ost accept it though, 
because the alternative hom e tuition  cannot provide as m uch  
in the w ay o f  schoolin g and does noth ing to give the child  
that vita l w iden ing o f  its socia l contacts which an  ordinary 
schoo l gives to  all norm al children. M others usually raise 
this im portant question  o f  schooling  at an early age and they 
need to be told  as m uch as possible about available  
facilities, and to work through their ow n  ideas and feelings 
about it.

F or m any o f  these children perm anent institutional care 
is advised  as a long-term  plan by the m edical staff, with 
hom e-care and part-tim e placem ent in  the early years. This 
seem s to be the on ly reasonable solution , not on ly for the 
sake o f  the parents, but perhaps even m ore, for the sake o f  
other norm al children in  the fam ily, w ho m ay suffer very 
real deprivation  if  their parents are not helped with the care 
o f  the handicapped child.

There are problem s in  the future o f  which we, as yet, 
know  nothing. M ost o f  the children attending the clinic are 
very young. N o n e w hom  I know  are anywhere near 
em ploym ent age. A fter that, for som e at least, there will 
com e the question  o f  m arriage and genetic advice, and their 
associated  very personal questions. Som e o f  these children  
are d o in g  very well as children, but how  will they m ake 
out as adults in a very com petitive society? A ll these 
qu estion s lie in  the future, and it will be m any years before  
any sort o f  answ er can  be w orked ou t. In  the w orking out  
there will be a great deal o f  help and support needed from  
the social w orkers involved.


