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INTRODUCTION  

Recent ly ,  the  survival  of  children wi th  ser ious  physica l  and menta l  di sabi l i t i es    

i s  guaranteed by medical  progress .  Ir respect ive  of  the cause  of  d isease ,  chi ldren 

can res ide  at  home wi th  the  a id  of  various  medical  care devices,  whereas  in the 

past  they required  hospi ta l izat ion.  There fore ,  paren ts  have  cer ta in  expecta tions 

f rom home medical  doctors  and vi s i t ing nurses who provide pediat r ic  home care,   

and  human resource  development  and  educat ion  have  become impor tan t is sues 1 )  .  

In  the  s tudy of  parents  of  a  ch i ld  with a  disabi l i ty,  physical  and  psychosocial  

s t ress  associated  wi th  rai s ing a chi ld wi th  a  d isabi l i ty  has been noted . For 

example ,  in  the  case  of  a  chi ld  who has  a  s leep di sorder  and requires  specia lized 

medical  care ,  the parents  have  psychogenic f at igue  and night  awakening produces  

poor  heal th  condi t ions 2 - 4 ) . For  parents  of  chi ldren  wi th  cerebral  pal sy and 

movement  imper fect ions ,  ass i stance  wi th get t ing the  chi ld  in  and out  of  the  car  is  

the  greates t  burden 3 ) .  Parents of  a  chi ld wi th  profound in te l lectual  and mult iple 

d isabi l i t i es  (PIMD) must  r educe  thei r  work hours to  nur ture  the  ch i ld  and  respond 

to  changes  to  their  l i fes tyles 5 ) .  Simi lar ly,  parents  of  the  PIMD chi ld  have  to  

commit  t ime to  the  management  of  the  chi ld’s  da i ly l i fe  act ivi t ies  and  care,  

s igni f icant ly  reducing avai lable  f ree  t ime for  soc ia l  and  leisure  act ivi t ies 6 ) .  

 Concerning the  e ffec t  of  the  s ignposts  program in  parents  of  a  chi ld  wi th an 

intel lec tual  disabi l i ty ,  a  high ef fect  was  demonst rated for  mother s  who 

part icipated wi th  par tners 7 ) .  Moreover ,  the  par t icipat ion of  the  fa ther  in the care 

of  an aut i s t i c  spectrum disorder  chi ld  when the  chi ld  was 9 months  of  age  reduced 

the  sense  of  burden  of  the mother  when the  chi ld  was  4 years  of  age 8 ) .  

Par t icipa t ion of  the fa ther  in  the  care of  a  ch i ld wi th  a  brain les ion or  mental  
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d isabi l i t i es ,  such as  “ in te rac tion wi th  the fami ly,”  “guidance,”  “housekeeping 

act ivi t i es ,”  and “recogni t ion,  play,  and le isure ac t ivi t ies ,”  has  a  sign if icant ly 

nega t ive  correla t ion wi th  chi ldcare  s t ress  of  the  mother 9 ) .  These resul ts  show that  

part icipat ion of  the  fa ther  in  ch i ld  care  is  important  in  nur turing of  the  PIMD 

chi ld ,  who has  high  medical  care  needs .  

The fa ther  of  a  chi ld  wi th  Down’s  syndrome who was  del ive red  in  the neonatal  

intensive  care  uni t  (NICU) exper ienced  suf fe r ing by the  c r is is  of  the  l i fe  jus t  a f ter  

b i r th  and  he  held  a  st rong feel ing to  protect  the  ch i ld,  whi le  the  mother  fe l t  regret  

for  having the  chi ld 1 0 ) .  This  observa t ion  ind icates  that  fathers  of  ch ildren with 

severe  di sabi l i t i es  can bui ld  a  foundat ion for  l iving with  the  chi ld  by l imit ing 

the ir  persona l  work and lei sure  t ime 1 1 ) .  Moreover ,  fathers  who raised an 8–

10-year-o ld  chi ld  wi th  a  di sabi l i ty  responded that  they had  to  change the  idealized 

image of  the parent  and ch i ld r ela t ionship because of  the chi ld’s  di sabi l i ty1 2 ) .  

Because  of  the gradual  growth  of  the ch i ld  wi th a  di sabi l i ty,  fa thers  who rai sed 

both  a  heal thy chi ld  and a  disab led  chi ld  tended to  t rea t  a  disab led  chi ld  l ike a  

baby more  often than mothers 1 3 ) .  Thus ,  parents  of  the  PIMD chi ld  have varying 

experiences  according to  the  chi ld’ s  b i r th  order  and  condi t ion .  

According to  the  cul tura l  norms  in  Japan,  women main ly perform housework and 

provide  chi ld  care .  Thus,  the  roles  of  fa thers  and  mothers  in  obtaining and 

provid ing chi ld  ca re  and family funct ion are di fferent ;  mothers  have  more  t ime  for  

primar i ly  providing chi ld  care 1 4 - 1 6 ) .  Therefore,  much previous research has  

focused on  the  burden to the mother  of  a  chi ld  wi th a  di sabi l i ty,  and care not  to 

sacr i f ice oneself  i s  p roposed for  a  mother  bound by great  nurture  responsibi l i ty1 7 ) .  

However ,  f ew s tudies  have  revealed the  d if f icul ty  of  a  father  to  nurture  and 

suppor t  hi s  fami ly during such  s i tuat ions.  Af ter  bi r th ,  the early  developmenta l  
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growth of  a  PIMD chi ld  begins  a t  home and is  shaped by medical  care  by the 

fami ly and  relat ionships  with the fami ly before  enter ing school .  Therefore ,  i t  i s  

necessary for  heal thcare  professionals  to  provide  fami ly support  to  the  fa ther  and 

mother  dur ing the  preschool  per iod.  Thus ,  unders tanding the  father’s  exper ience 

wi th  r eceiving medical  support  and  providing care to  a  child  wi th a  di sabi l i ty  is  

c r i t ical .  

Because  a  PIMD chi ld  requi res  h igh  med ica l  ca re ,  and the  ch i ld  wi l l  face 

cont inuous ly changing phys ica l  and  menta l  obs tac les ,  the  pa rent  ma y f ind  i t  

d i ff icul t  to  be  nur tur ing.  There fore ,  the  purpose  of  th i s  s tudy was to  c lar i fy the 

suffer ing and  judgment  of  J apanese  fa the rs  fol lowing the  b i r th  of  a  PIMD chi ld  

and  descr ibe  the i r  exper iences  l iving wi th  a  P IMD chi ld .  We a l so  d i scussed the 

effec t  o f  nurs ing suppor t  on main ta in ing the  d igni ty  of  f a thers  by deeply 

unders tanding the  nur ture  exper ience .  

METHODS 

Des ign  

The  analys i s  was  conducted using the  Modi f ied Grounded Theory Approach  

(M-GTA) .  M-GTA di ffe rs  f rom c lass ica l  GTA in i t s  s t r i c t  coding procedure  wi th 

expl ic i t  ins t ruct ions  for  coding.  I t  succeeds  four  bas ic  characte r i s t i cs  f rom 

class ica l  GTA:  1.  theory genera t ion ,  2 .  u se  of  grounded on  data ,  3 .  empi r ica l  

p roof  character i s t i cs ,  and  4 .  appl ica t ion  of  theore t ica l  inspect ion .  Fur thermore ,  

the  ana lys i s  was  cont ro l led  by invest iga t ing the  i s sues  of  the  c lass ica l  vers ion ,  

not  f ine ly d ividing tex t ,  emphas izing the  per spec t ive  of  resea rchers ,  se t t ing 

analys i s  topics  in  the  data  range,  and  performing the  analys i s  in  recogni t ion  of  
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the  methodologica l  l imi ta t ions  when judging the  theore t ica l  sa tura t ion 1 8 ) .  M-GTA 

is  un ique ly su i ted  for  comprehens ive  explanat ions  of  concepts  based  on  analys i s 

c lose ly a t tached  to  da ta ,  ma king  i t  a  good  method  for  offer ing effec t ive  

explanat ions  and assumpt ions r egard ing human behaviors 1 8 - 2 0 ) .  Research  su i tab le 

for  M-GTA must  involve  socia l  interac t ion ,  be  a  domain  about  human service  

where in  inspect ion by the  ac t i ve  appl ica t ion of  f indings  i s  poss ib le ,  and  the 

phenomenon which i s  the  obj ec t  of  the  r esearch  has  the  charac ter  of  the  process 1 8 ) .  

We adopted the  M-GTA in  the present  s tudy because  the  methodology was 

reproducib le  and the  analys i s  could be  adapted  to  these  poin t s .  

Part i cipant  recrui tment  

The  s tudy par t ic ipants  were  fa the rs  of  preschool  ch i ldren  who have PIMD,  

requi re  high  medica l  care ,  and  whose  l i fe  suppor t  i s  dependent  on the  fami ly.  

P IMD was def ined  as  having both in te l lec tual  and phys ica l  beha vior  d i sorder s 6 ,  2 1 ,  

2 2 ) .  High  medical  care was  de f ined  as  requir ing 24 -hour  nurs ing care  a t  home and  

using mul t ip le  medic al  devices  inc luding a  resp i ra tor 2 2 ,  2 3 ) .  We  excluded  fa thers 

wi th  menta l  d i sease  or  communica t ion  di ff icu l t i es .  

To  recru i t  the  s tudy pa r t ic ipants ,  we sen t  an  explanat ion of  the  s tudy objec t ives  

to  off ice  adminis t r a tors  a t  Okinawa Home Visi t  Medical  Nursing Consor t ium and 

reques ted  candida te r ecommendat ions .  Off ice  adminis t ra tors  recommended 

fa the rs  who expressed  a  wi l l ingness  to  cont r ibu te  to  the  research .  We then 

contac ted  the  fa the rs  and subsequent ly  re -expla ined the  s tudy obj ect ives  as  wel l  

as  the  voluntary na ture  of  par t ic ipa t ion  in  the  s tudy.  Da tes  and  loca t ions  of  

in terviews were  then  dete rmined.  We con t inuous ly screened pa r t ic ipants  f rom 

November  2016.  We conf i rmed that  fur ther  int roduct ion  was  not  provided  by the  
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temporary nurs ing s ta ff  a t  the  home  s ta t ion of  Okinawa  Is land  and  suff ic ient  

in terview data  were  p rovided .  There fore ,  screening was  concluded  in  Apr i l  2017 .  

As  a  resu l t ,  e ight  men met  the  e l igibi l i ty  c r i t e r ia  and  were  inc luded  in  the  s tudy.  

Data  co l l ec t ion 

Semi -s t ruc tured  inte rviews  based  on an in terview guide  were  conducted  to  

co l lec t  the da ta .  The guide  was  s t ructured  in  such  a  way tha t  the  pa r t icipants ,  

whi le  recal l ing the i r  exper iences  f rom when they found out  about  the i r  ch i ld’s 

d i sabi l i ty  to  the  present  t ime,  were  ab le  t o  f ree ly ta lk  about  t he i r  f ee l ings  and 

l i fe s tyle  changes  wi th an  emphas i s  on  episodes  of  the i r  ch i ld’s s ta tus  changes ,  a s  

we l l  a s  r e la t ionships  wi th fami ly members  and o the rs .  

 Each subjec t  par t ic ipa ted in  one  in terview that  l a s ted approximate l y 60  minutes .  

In terviews  were  held  a t  locat ions  where  pr ivac y was  secured,  e i ther  a t  the 

univer s i ty  or  loca t ions  des igna ted  by  the  pa r t ic ipants .  Al l  in terviews were  

recorded  us ing an  in tegra ted  c i r cu i t  r ecorder,  the  contents  of  which  were  then 

t ransfer red  to  verbat im t ranscr ipt s .  Both t he  inte rviews  and  subsequent  analys i s 

were  conducted by the  same  group of  r esearchers .  

Data  analys i s  

Based  on  the  in ter view t ransc r ip t s ,  the  analyt ic  theme emerged  a s  the  exper ience  

of  f a thers  l iving wi th  a  ch i ld  wi th  PIMD,  and the  analyt ic  t a rge t  was se t  as  the 

fa the rs  of  preschool  ch i ldren  wi th PIMD.  We ext racted  examples  express ing the  

theme.  Simi lar ly,  we  ext rac ted  other  speci f ic  examples  and  genera ted  a  def ini t ion 

and  the  concept  tha t  could  expla in  the  meaning of  the  se t  po in t  and repeated 

examinat ion  unt i l  a  resemblance  example  and oppos ing  examples  were  not  
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ex t rac ted .  The  ser ies  of  concept  genera t ing processes  was  recorded  in  the 

analys i s  worksheet  (Table  1) .  We kept  a  ce r ta in  d i s tance  f rom the  da ta  whi le  

proceeding wi th  the  analys i s .  In  addi t ion,  we conducted  c lus ter ing re la t ionship 

analyses  be tween the  concepts  and cont inued comparat ive  ana lyses  unt i l  

ca t egor ies  and  subcategor ies  were  ident i f ied.  We decided  tha t  theoret ica l  

sa tura t ion  was  reached  because  new conce pts  were  not  genera ted  any  more ,  the  

concepts  and  ca tegor i es  were  in ter re la ted and the  overa l l  in tegr i ty  was  conf i r med.  

Final ly,  we c rea t ed a  char t  of  the r esu l ts  and organized the  en t i re  analyt ic  process 

as  a  s toryl ine .  

Rigor  

For  qual i t a t ive  s tud ies ,  the  cr i te r ia  for  de termining r igor  in  order  to  ensure 

re l iab i l i ty and  va l idi ty  inc lude  authent ic i ty,  c redibi l i ty,  in tegr i ty,  and 

appl icabi l i ty2 4 ,  2 5 ) .  To  ensure  authent ic i ty,  c red ibi l i ty,  and  int egr i ty,  thi s  s tudy 

fo l lowed the  analys i s  method of  M-GTA and c lar i f i ed  the data  ana lys i s  process 

using worksheets .  We a l so  mainta ined cons i s tency by checking the  analysi s  

conten ts .  Throughout  the  process ,  f rom s tudy des ign  to  ana lys i s ,  the  s tudy was  

supervised and  cons tan t ly r eviewed  by a  profess ional  who specia l izes  in  home 

nurs ing and  M-GTA.  In addi t ion ,  we  conf i rmed wi th  home vi s i t  nur s ing care 

off ice  adminis t r a tors  the  appl icabi l i ty of  the  resu l t s  to  other  fa the rs  who a l so had 

a  PIMD chi ld .   

Ethical  cons iderat ions  

This  s tudy was approved  by the  Ryukyus  Univer s i ty  Ethics  Commit tee  for  

Cl in ica l  Studies  (Author iza t ion  No.  850) .  In  the  in terviews ,  the  resea rchers 

Table 1  



7 

expla ined the  s tudy  object ives  both  ora l ly  and  in  wr i t ing and  obta ined  wri t t en 

informed consent  f rom al l  par t i c ipants .  The wri t t en  forms  provided  the  names of  

the  researchers ,  the i r  contac t  in format ion ,  and  the  s tudy objec t ives .  They  a l so 

expla ined tha t  par t ic ipa t ion  in  the  research was voluntary and  the  par t ic ipants 

were  a l lowed to  wi thdraw a t  any t ime .  The forms  fur ther  descr ibed the  advanta ges  

and  d i sadvantages  of  par t ic ipat ing in  the s tudy,  pr ivacy prot ec t ion,  intent  to 

publ i sh  the  s tudy outcomes ,  and da ta  management /d i sposal  dur ing and af te r  the 

s tudy,  a long wi th the  contac t  informat ion  for  inqui r ies .  The  obta ined  data  were 

separa ted  f rom ne tworks  and  managed  on  a  pe rsona l  computer  wi th access 

res t r icted  by a  password .  

RESULTS 

Part i cipant  character i s t i c s  

Researchers  conducted  in terviews  wi th  e ight  par t ic ipants .  The genera l  

character i s t i cs  of  the  par t ic ipants  are  presented  in  Table  2.  The interview 

dura t ions  were  between approximate ly 40  and  75  minutes  (a verage  61 .5  minutes ) .  

As  a  resu l t  of  having judged  tha t  in terview data  were  suff ic ien t ,  we  d id  not  car ry 

out  addi t ional  par t ic ipant  screening or  in terviews .

Storyl ine  

The analysi s  genera ted 28  concepts ,  nine  subcategories ,  and  four  ca tegories .  A 

chart  was prepared  to  show the overal l  r elat ionships  among them (Fig.  1) ,  and  a ll  

analysi s  re su l t s  were  organized into  a  s toryl ine.  Hereaf ter ,  concepts  a re  shown in 

quotat ion marks  (“  ”) ,  subcategories  are  shown in  angle  brackets  (<  >) ,  and 

Table 2  
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categor ies  in  square  brackets  ( [  ] ) .  

In i t ia l ly ,  the  fathers  exper ienced  a  sense  of  cr i sis  about  their  chi ldren’s  l ives  and 

a  f ee l ing of  al ienat ion caused by not  be ing able to  obtain informat ion about their  

chi ldren’s  heal th at  the  hospi tal :  [Fear  for  the  ch i ld’s  l i fe  and  a f ee l ing of  being 

lef t  out  of  in format ion shar ing] .  Fur thermore ,  the  f athers  s t rove  to  cont inue  l iving 

wi th  the ir  chi ld’s  medical  care given a t  home:  [Struggle  to  cont inue  home care] .  

Through exper ience ,  they ga ined  nurs ing care  ski l ls  and  bui l t  col laborat ive  care 

sys tems  wi th  the ir  wives:  [Acquisi t ion  of  nurs ing care  ski l l s  and  col laborat ion 

wi th  wives] .  They also  recognized the  precious  nature  of  in terac t ing wi th  the ir  

chi ld  and witness ing thei r  gradual  development  and  discovered the  s igni f icance of  

growing as  parents  togethe r  wi th  thei r  chi ld :  [Response  to the chi ld’s  precious 

growth] .  

Elements  of  a  conf igured  process  

The  fol lowing paragraphs  expla in  the  ca tegor ies ,  o r  component s ,  of  the  fa the rs ’ 

exper ience  us ing subcategor ies  and concepts  according to  the  genera t ion  process 

(Fig.  1 ) .  Charac te r i s t i c  sec t ions  of  in terviews  tha t  provided  a  bas i s  for  the 

concept  genera t ion are  excerpted f rom the  da ta .  

Fear  for  the  chi ld’ s  l i f e  and a  feel ing  of  be ing  lef t  ou t  of  informat ion  sharing 

This  ca tegory indica tes  a  si tuat ion in  which the  fa thers  were  surpr i sed by the 

severi ty  of  the  chi ld’s  d i sabi l i ty  and,  whi le  experiencing a  s t rong sense  of  danger 

about  the  chi ld’s  survival ,  f el t  a l i enated during the chi ld’s  hospi tal iza t ion  as 

informat ion regarding the  chi ld’ s  condi t ion was  only given  to  their  wives,  who 

Fig.  1  
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s tayed  with  the  chi ld  a l l  the  t ime. 

Well ,  I  d id  not  think that  the  baby would have  a  very shor t  l i f e;  however,  

there  was no  diagnosis ,  the  condi t ions  were not  good,  and no one knew 

whether  he  would  l ive or  die  (C6) .  

As  impl ied above,  the  f athers  experienced “Pain and st ruggle for  the ch i ld 

suffer ing from disabi l i ty”  and  had  <A sense  of  cr is i s  about  survival  due  to  the 

chi ld’s  severe  d isab i l i ty> as  they worr ied  whether  thei r  chi ld  would  l ive.  

It  i s  more  l ike  get t ing on  a  rol ler  coaster  than  ta lking and discussing.  

Many things  happen every day,  and  I have  my hands  ful l  jus t  to  keep  up 

wi th  th ings  or  maybe I  am not  ab le  to  keep  up  with  them… The s i tua t ion  is  

l ike th is ,  and no one  knows the future  ei ther  (C6) .  

As  the narra t ive  ind ica tes ,  the f athers  fe l t  “A sense  of  being lost  due to  repea ted 

sudden changes in the ch i ld’ s condi t ion” and  exper ienced a <Cessat ion  of  thinking 

caused  by a sense  of  power lessness  as  parents> . 

Ever  s ince  the chi ld  was born,  mothers  could go  inside the  NICU but  not  

fa thers… My wife stayed  with our  baby al l  the  t ime,  but  I  was not  able  to  

be  wi th  him for  a  long t ime (C1).  

I  f r equent ly vi s i ted  my baby,  but ,  wel l ,  I  was  not  able  to  d i rect ly meet  wi th 

h is  at t ending physic ian (C5).
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In  addi t ion to  the  f ee l ings  of  bo th “Trust  and d istance  toward phys ic ians ,”  fa thers 

increasingly experienced  <A sense  of  a l ienat ion f rom informat ion shar ing> 

because  “Informat ion  regarding the  chi ld  i s  p rovided  mainly to  my wife .”  

Struggle  to  cont inue  home care  

This  ca tegory appl ies  to  a  s i tua t ion  in  which  the  chi ld  recovered  f rom a  cr i t i ca l  

condi t ion  and  began  medical  care  a t  home,  bu t  r e -hospi ta l iza t ion  occurred 

repeated ly due  to  sudden changes  in  the  ch i ld’s  hea l th ,  r esu l t ing  in  the  f a ther ’s  

fee l ing f rus t ra ted  whi le  s t ruggl ing to  main ta in  a  s tab le  home l i fe .  

I  thought  tha t  I  knew the  procedure  when I  prac t iced i t  a  f ew t imes  a t  the 

hospi ta l ,  bu t  I  was  not  ab le  to  hear  th i s  a i rborne  sound wi th  our  

s te thoscope a t  home.  But  I  cannot  say  tha t  to  my wife  and  phys i c ians .  So 

I  do not  want  to  touch  those  tube -type  th ings  as  much as  poss ib le  (C8) .  

At  t imes,  I  would  go  to  the  hospi ta l  to  t ake  ca re  of  my baby and go  to  

work  wi thout  ge t t ing much s leep a t  home,  and  days  l i ke  tha t  cont inued… 

I had  to  bear  a  b ig bu rden  (C4) .  

The  fathe rs  fel t  “Confus ion  and  fea r  about  prac t ic ing medical  ca re”  af ter  the ir  

ch i ld  came home and exper ienced  <Phys ica l  and  psychologica l  fa t igue  due  to  the  

ch i ld’s  uns tab le  medical  condi t ion>  because  of  “Repeated hospi ta l iza t ions  and 

chaos  in  dai ly l i f e .”  
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When I  want  to  go  any  such p laces  wi th  my baby,  I  can  go now.  I  

gradual ly learned  the  suppor t  sys tem or  contac t s  of  people  who can  give  

us  suppor t  because  I had  exper ienced  (C2) .  

When fami ly me mber s  were  confused  by the  t rans i t ion  f rom the  hospi ta l  to home 

care ,  the  fa ther s  fe l t  the  “Suppor t  of  re la t ives  and  f r iends”  who s tood  wi th  them 

and who  suppor ted  the i r  e ffor t s  to  r a i se  the  ch i ld  in  the  f ami ly.  They a l so  fe l t  “A 

sense  of  secur i ty because  many profess ionals  offered  suppor t”  and  received 

<Help via  suppor t  f rom other s> .  

Af ter  my baby lef t  the  hospi ta l ,  I  s tar ted to  learn  how to  care  for  her  at  

home as  I  ga ined exper ience… I  would  say  tha t  I  am now used  to  i t  (C2) .  

As  fa the rs  and o ther  fami ly members  r epeated ly exper ienced  the  ch i ld’s 

hospi ta l iza t ion ,  they became capable  of  ma inta ining medica l  c are  a t  home and 

advanc ing the  ski l l s  o f  prevent ion  of  pa thologic  aggrava t ion  by “Understanding 

the  phys ica l  condi t ions  for  sending the  ch i ld  into  hospi ta l iza t ion  and  improving 

envi ronmenta l  ad jus tment  ski l l s .”  

Acquis i t ion  of  nurs ing  care  sk i l l s  and co l laborat ion  wi th  wi fe  

This  category descr ibes  the  process  of  fathe rs  learning dai ly nurs ing care  ski l ls  

and managing rela t ionships  with the ir  wives  who support  medical  care a t  home 

together .  

My wife  i s  used to  p laying with him or  maybe I  th ink that  she  i s  an 
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absolu te  presence  for  h im.  When she  is  cradl ing h im,  he  often  p lays  and 

smi les ,  bu t  i f  I  do  the  same th ing,  he  looks  at  me as  i f  to  say,  “Who are 

you?”  You know,  you  can tel l  f rom his  expressions .  He has  this  

expression  of  r el ief  as  i f  to  say,  “Oh,  thi s  is  my mom” (C1) .  

Whi le  feel ing confused  about  how to  interac t  wi th their  children wi th  contrac ture ,  

f laccidi ty,  o r  deformat ion ,  the  f athers  learned by “ Imi ta t ing the  nurs ing care 

a t t i tudes  and  ski l ls  of  my wife” and al so engaged  in  the  <Acquis i t ion of  nurs ing 

care  ski l ls>.  

Recent ly ,  I  took the older  s ibl ing, baby,  and  my wife  for  a  walk vi s i t ing the 

town park… I j ust  want  to  reduce s i tua t ions where  only my wife  carr ies  

phys ical  and psychological  burdens… (C4).  

I  have  been leaving the  care  of  my baby to  my wife  a l together… I p lay,  

interac t ,  or  bathe  h im,  but  my wife has  been  in  charge  of  regular ly feeding 

once  every 3  hours  dur ing the  night ,  and I do not  change diapers  a t  al l  

(C1) .  

The fathers  were  impressed  tha t  thei r  wives  cared  for  their  chi ld  at tentive ly for  24 

hours  a  day.  They thought  about  wha t  they could  do  for  thei r  wives  and  “Showed 

admira t ion and appreciat ion for  my wife’s  dedica t ion  to  nurs ing care .”  Conversely,  

due to  f ears  about  medical  care pract ices ,  the  fa thers  considered that  taking care 

of  the  chi ld  was  the  role  of  thei r  wives  and tended  to  describe  the  chi ld’s  nurs ing 

care  as  “Direct  care  by my wife .”  
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When we  ta lk  about  o the r  measures / services  for  t aking ca re  of  our  chi ld ,  

the  conc lus ion always leads  us  to  the  same phrase ,  “ I’ m doing my bes t !”… 

I onl y want  to  r educe  my wife’s  care  burden  (C3) .  

My wife does  not  have  to do something wi th  our  baby al l  the  t ime during 

the  day and she  can take  breaks  here  and there… Somet imes she  seems 

f rust rated  because  she  has  to constant ly  do things  with  him (C5) .  

Al though the  fa thers  were  wor ried  about  their  wives  doing everyth ing by 

themse lves  and intended to  give sugges t ions  for  easing the burdens  on thei r  wives ,  

they tended to  hear  object ions  from their  wives ,  leading to  miscommunication. 

These contradictory s i tuat ions  were  named <Respect  for  and  miscommunicat ion 

wi th  my wife>. 

For  example ,  my wif e  ba thes  wi th our  baby.  I  then  dr y and  c lo the  our 

baby.  In  addi t ion,  a f ter  I  a m done  wi th  my work,  I  he lp wi th 

housekeeping chores ,  t ake  a  ba th,  and  ca lm mysel f  down.  Then  I  l i e  down 

next  to  my baby and  ta lk  to  he r  un t i l  she  s leeps .  I  somet imes  hold her  

hands ,  too  (C3) .  

As  the  fa the rs  were  repeated ly involved  in  the  chi ld’s  nurs ing care ,  the y  

crea ted  a  f low of  sha r ing dai ly care  and  co l labora t ing wi th  the i r  wives  to  

es tab l i sh  a  f ami ly l i fe s tyle  tha t  inc luded  the  chi ld  wi th  a  di sab i l i ty.  
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Response  to  t he  ch i ld’s  precious  growth 

This  category represents  the  va rious  fee l ings  of  the  f athers  who,  af ter  see ing 

the ir  chi ld  undergo a  l i fe- threatening cr is is  or  af ter  f ee l ing f rust rat ion dur ing the 

t ime before  medical  care  was  es tabl ished at  home,  ga ined  a  s t rong sense  of  their  

chi ld’s  development  and di scovered deeper  meanings of  being the  f ather  of  their  

chi ld .  

My baby is  no t  worried  when she  i s  with  me… Her  mother  is  ou t  shopping 

and  not  a round her ,  but  she  i s  f ine  s taying with me .  Since  I was  able to 

fee l  that  she  s tar ted to recognize  me,  I  s ta r ted  to  fee l  someth ing l ike 

a t tachment  (C3) .  

In  the  course  of  spending t ime wi th  the i r  chi ldren ,  the  f a thers  s t rengthened  the i r  

fee l ing of  “Loving  my chi ld  wi th  a  d i sabi l i ty”  as  they rea l ized  tha t  t he  ch i ld’s  

re sponses  toward  them were  d i fferen t  f rom the  chi ld’s  r esponses  to  o thers .

The baby’s  condi t i on  i s  becoming s tab le… when she  was  in the hospi ta l ,  her  

we ight  did not  inc rease  a t  al l  and  she  did not  grow.  She suddenly grew when 

the  current  l i f es tyle  at  home s tar ted to  s tabi l i ze .  Now she  is  included  in  the 

upper  range of  the  growth curve .  She is  growing big… (C2) .   

Well ,  I  do  think tha t  I  have  a  hope for  a  cure… but  i t  i s  not  certa in .  I  t ake  the 

rea l i ty into considera t ion  while  maintain ing hope (C5) .  

The  fa ther s  fe l t  <A sense  of  t he  prec iousness  of  the  ch i ld’s  development> ,  



15 

inc luding “A sense  of  apprec ia t ion for  the  chi ld’s  gradual  development”  and  

“Hope for  the  ch i ld’s  r ecovery a t  h i s  or  her  own pace .”  

Of  course ,  I  used to  have  var ious  hobbies… Now I  t ake  a  wa lk wi th  my  

fami ly or  spend hol idays  toge the r.  It  i s  no th ing specia l  but  my happy t ime 

spent  wi th my fami ly (C4) .  

It  i s  a  mat ter  of  fac t  that  the  presence  of  the  mother  i s  s ign if icant  for  A,  but  I  

want  A to  recognize  my exis tence too.  So,  I  vo luntar i ly  t ake a bath  with A 

and  I  a lways  car ry him when we go  shopping… (C1) .  

I  am working on  mysel f  too ,  such as  the way I  th ink about  people  wi th  

d i sabi l i t i e s .  So,  I  f ee l  tha t  I  a l so  have  had  to  grow up s ince  my chi ld  was  

born… (C7) .  

The  fa the rs  were  impressed  wi th  the  ch i ldren’s  gradual  developme nt  and t rying 

hard  to  “Enhance  the  ch i ld’s  recogni t ion  of  the  fa ther  through in terac t ions .”  The 

fa the rs  then  exper ienced  “A sense  of  happiness  be ing wi th the  c hi ld”  and “A wish 

to  grow as  the  parent  of  the  chi ld ,”  and they fe l t  a  sense  of  <Liv ing as  the  f a ther  

of  the  chi ld> through ac t ions  to  “Expand the  l i fe  of  the  ch i ld  outward .”  

DISCU SSION 

Features  of  the  f athers’ exper ience  

In  th i s  s tudy,  [Fear  for  the  ch i ld’s  l i fe  and  a  fee l ing of  be ing lef t  ou t  of  
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informat ion shar ing]  was  genera ted as  a  par t  of  the  fa ther s’ exper ience .  Some 

fa the rs  descr ibed f rus t ra t ion wi th  obtain ing infor mat ion  ind i rec t ly  f rom thei r  

wives  s ince  they wer e  not  able  to  in teract  wi th  the  medical  ca re  per sonnel  in 

charge  of  the i r  ch i ld  a f ter  s taying wi th the i r  ch i ld  a t  night  af ter  work.  

Kawai  e t  al .  2 6 )  ind ica ted  tha t  NICU s taff  did  not  in terac t  wi th f a thers  because 

fa the rs  had  less  t ime  to  mee t  due  to  wor k schedules ,  which  a l so made fol low-up 

contac t  wi th  fa ther s  more  d i ff icul t .  Takahashi  2 7 )  po in ted  out  t ha t  mothers  and 

outpat ient  nurses  have  d i fferent  opin ions  about  the  involvement  of  profess ionals .  

For  example ,  ou tpat ient  nurses  thought  tha t  about  re la t ionship with  mother s ,  "we 

wi l l  wa tch  wi thout  intervening  in  mother s" ,  because  of  there  were  not  ha ve  

appeals  f rom mothers  and  d id  not  show that  mothers  were  in  t rouble .  On the  o ther  

hand mother s  though t  tha t  "we couldn’t  t a lk  wi th  nurses  deeply.  we  gave  up ."  

Resea rch  conducted in  I ta ly and Poland ,  Nepal ,  and  document  r eview in  fore ign 

count r ies  showed s imi lar  f indings 2 8 - 3 1 ) .  Thus ,  th i s  gap  appears  to  be  a  common  

problem in  the  heal thca re  se t t ing in  va r ious  cu l tures .  

As  captured  in  [St ruggle  to  cont inue  home care] ,  the  fa ther s  in  th i s  s tudy  

exper ienced grea ter  phys ica l  and  psycho logica l  f a t igue  due  to  incons i s tent  

l i fe s tyle  pa t terns  af ter  the i r  chi ld  re turned  home,  as  they had  to  adjust  the i r  work 

and  pr ivate  t ime  to  a l ign wi th  the i r  ch i ld’s  medical  schedule .  The d i ff icul ty  of  

ba lancing wor k and  ch i ld  ca re for  f a thers  of  ch i ldren  with  d i sab i l i t i es  i s  

representa t ive  of  the  curren t  socia l  s i tua t ion in  Japan.  In  a  su rvey about  ch i ld 

care  awareness  of  fa ther s  who had  infan ts ,  most  fa ther s  expressed  an inc reased 

des i re  to  be  involved wi th  chi ld  care ,  but  s e t t ing protec ted  t ime  to  spend on  ch i ld  

care  and housewor k wi thout  drast ica l ly changing work hours  was  cons idered 

d i ff icul t 3 2 - 3 4 ) .  In  a  t ime-budge t  survey,  d i ffe rences  in  the amount  of  ch i ld  care 
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t ime be tween the  fa ther  and  mother  decreased  but  were  remarkable  in  fami l ie s  

tha t  had a  chi ld  younger  than  6 year s  of  age  a t  the t ime when the  mother  spent  i t  

on ch i ld  care 3 5 ) .  

Accord ing to  cur ren t  cu l tura l  norms  in  Japan ,  the  mother  i s  respons ib le  for  chi ld  

care  and soc iocul tural  l abor  c i rcumstances  d ic ta te  tha t  the  f a the r  keeps  re gular  

off ice  hours  r egard less  of  the  s i tua t ion of  a  fa mi ly  member.  Fur thermore ,  the  

fa the r  f eel s  a  sense  of  a l iena t ion  f rom informat ion  sha r ing be cause  he  cannot  

in terac t  wi th medical  per sonne l  a t  night  af ter  work.  In  addi t ion ,  i t  was  thought  

tha t  these  exper iences  worsen the  menta l  and phys ica l  s ta te  of  a  f a ther  who 

cont inues  working wh i le  coping wi th  the  sudden  change  in  the  ch i ld 's  condi t ion.  

Concern ing the  medica l  care  of  the  PIMD chi ld ,  fa ther s  had  di fferent  senses  to  

provide  care  a t  t he  hospi ta l  under  medical  pe rsonnel  and to  car ry out  care  only a t  

home.  Father s  a l so e xpressed s t rong unea siness  for  prac t ic ing medical  care  a t  

home and  expressed  embarrassment  and fear  of  car rying out  c are .  Thus,  fa ther s 

became mot ivated to  leave  nur tur ing of  the  chi ld  to  the i r  wi fe  and  not  pa r t ic ipa te 

in  medica l  care  so  as  to  avoid  embarrassme nt  and  fear  conveyed  by the i r  wi fe .  

This  was  characte r i s t ic  of  fa the rs  of  ch i ldren  who requi re  medica l  care ,  and  the 

poss ib i l i ty tha t  ins tabi l i ty  of  medical  ca re  technology caused  d i ff icul ty  to  the ir  

P IMD chi ld .  Home vi s i t ing nurses  and  rehabi l i t a t ion  personne l  genera l l y vi s i t  the  

home dur ing dayl ight  hours  on  weekda ys .  Therefore ,  there  are few oppor tuni t i e s 

for  the  fa the rs  to  interac t  wi th  a  service  provider.  In  th i s  s tudy,  the  fa ther s  had  

s t rong concerns  about  prac t ic ing medical  care  a t  home,  resu l t ing in  confus ion  and 

fear  about  such  care ,  an  inducing  fac tor  in  l eaving nurs ing car e  to  the i r  wives .  

The  fa ther s  r epor ted fee l ing fear  about  prac t ic ing medical  ca re  a t  home by 

themse lves ,  a s  i t  f e l t  d i ffe ren t  f rom provid ing medica l  ca re  a t  the  hospi ta l  wi th 
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the  he lp of  medical  personnel .  

In  th i s  s tudy,  we  cou ld not  ident i fy  the  ac tual  fee l ing f rom fa thers  when they 

were  di rec t ly  suppor ted by me dical  per sonals .  However,  the  fa ther  made an  e ffor t  

and  acqui red an  unders tanding of  medical  care  technology so tha t  [Acquis i t ion  of  

nurs ing ca re  ski l l s  and  co l labora t ion wi th  wi fe]  was  ident i f ied  as  a  ca tegory.  

Thus ,  p rofess ional  heal th  care  provider s  should  a l so  ident i fy f a the rs  as  the  main 

caregive r  and expand  t r a in ing of  medical  care  technology and  pr ovide  suppor t  to  

fa the rs  so  tha t  father s can perform tasks  independent ly.  

Father s  who faced  var ious  nur ture  exper iences ,  inc luding confus ion  about  a  

cr i s i s  and the  fami ly l i fe  of  the  chi ld ,  u l t imate ly  developed a  sense  of  

apprec ia t ion  for  the  ch i ld’s  development .  This  i s  s imi lar  to  what  f a the rs  who a re  

h ighly in terested in  chi ld  care  fee l ,  such  as  da i ly  fu l f i l lment ,  happiness ,  and  

gra te fu lness ,  th rough  par t ic ipa t ing in  var ious  ac t ivi t i e s  wi th  t he i r  ch i ld 3 6 ) .  In  

document  exa minat ion  about  a  fa the r  who  had a  ch i ld  who  was  admi t ted  to  the  

NICU,  we  showed the  j oy of  many documents  associa ted  wi th  the  ch i ld 2 8 ) .  In  

addi t ion ,  f a therhood i s  repor ted  to  improve the  work envi ronment ,  and  concern 

about  the  ch i ld’s  development  and  care  of  the  wi fe  forms  th rough  coming in  

contac t  wi th a  chi ld 3 7 ) .  F i r s t -t ime fa the rs  may be  unsure  of  the i r  fee l ings  but  the i r  

awareness  inc reases  through  repea ted  exper i ences 3 8 ) .  Fa thers  of  PIMD chi ldren  

who have hi gh  medic al  care  needs  dur ing the  preschool  period  acqui re  the  ab i l i ty 

to  rea l ize  the  growth  of  the i r  chi ldren by unders tanding the  ch i ldren 's  reac t ions  

to  o thers ,  inc luding themselves .  

Father s  r ea l ized the  prec iousness  of  the  chi ld’s  growth through fac ing the  

ch i ld’s  di sabi l i ty  and  medical  care .  In  add i t ion ,  the  fa the rs  themselves  grew up 

and  the i r  des i re  to  expand the i r  ch i ld’s  wor ld became c lear.  
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Appl ica t ions  f or c l ini ca l  pract ice  

Based  on  the  f ind ings  of  thi s  s tudy,  two  poin t s  regarding  poten t ia l  nur s ing care  

suppor t  for  fa ther s  ra i s ing chi ldren wi th  di sab i l i t i es  can  be  d i scussed .  Fi r s t ,  

suppor t  i s  needed to  enhance  the  interac t ion  between mother s  and  fa the rs  as  equal  

bearers  of  respons ibi l i ty in  car ing for  the  P IMD chi ld .  Most  past  s tudies 

evaluated  the  f a ther  as  a  suppor ter  of  the  mother.  Howeve r,  we  f ound tha t  fa thers 

exper ienced d i ff icul ty  l i ving wi th  a  PIMD chi ld  and  requi red  nurs ing suppor t .  We 

recommend d i rec t  communicat ion  between the  fa ther  and  the  phys ic ian and 

nurses  to  avoid  a l ienat ing the  fa the r  f rom informat ion  sha r ing.  Second,  

main tenance  of  the  hospi ta l ized technica l  gu idance  syst em and cont inuous 

suppor t  sys te m for  t echnique  acquis i t ion i s  necessary once  the  PIMD chi ld  i s  

re leased  to  home car e .  Fa the rs  need to  r eceive  cont inued  educat ion  to  inc rease 

the i r  abi l i ty  to  obta in  nurs ing care  ski l l s .  Howe ver,  var ious  fee l ings  may appear  

i f  they compare  the  ch i ld  wi th  a  d i sab i l i ty to  the i r  ideal  chi ld ,  such  as  shock,  

sor row,  or  a  sense  of  gu i l t .  Fa ther s  mus t  come  to  ter ms  wi th  the  i dea  of  the i r  ch i ld 

and  the  r ea l i ty  af ter  having accepted  the  obs tac le( s)  faced  by the  ch i ld ,  regardless  

of  age  and chi ld  care  pe r iod 3 9 ) .  Thus,  i t  i s  necessa ry for  fa ther s  to  receive  

ongoing psychologica l  suppor t  f rom medical  or  educat iona l  per sonne l .  

Study l im itat ions  

Seven of  the  e ight  par t ic ipants  had  othe r  chi ldren;  for  s ix  of  these  fa the rs ,  the 

d i sabled chi ld  was the  second or  younger  ch i ld  in  the  fami ly.  Therefore ,  i t  i s  

p resumed  that  t hi s  s tudy’s  resu l t s  r ef lec t  the  pe rspect ive  of  f a the rs  who had  

exper ienced ra i s ing heal thy chi ldren be fore  the i r  d i sabled ch i ld  was  born.  I t  i s  
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necessary to  s tudy fa thers  whose  f i r s t  chi ld  was born  wi th a  d i sabi l i ty,  s ince  

nurs ing care  suppor t  i s  presumably  more  impor tant  for  such  fa the rs .  In  addi t ion ,  

th i s  s tudy was  conduc ted in  Okinawa,  J apan .  Therefore ,  fur ther  inves t iga t ion  of  

the  model  in  o ther  popula t ions  i s  necessary.   

CONCLUSION 

We appl ied M-GTA to  analyze  the  s tor ies  of  e ight  f a thers  r egard ing the  nurs ing  

care  of  the i r  p reschool  ch i ldren  wi th  PIMD who requi re  h igh medica l  care  needs  

and  ident i f ied four  main  ca tegor ies :  [Fear  for  the  chi ld’s  l i fe  and  a  feel ing of  

being lef t  out  of  in format ion shar ing] ,  [Struggle  to  cont inue  home ca re] ,  

[Acquis i t ion  of  nurs ing care  ski l l s  and  co l labora t ion wi th  wi fe] ,  and [Response  to 

the  ch i ld’s  prec ious  growth] .  

The  fa the rs ’ exper ience  in  taking care  of  chi ldren wi th  PIMD at  home was  as  

fo l lows .  Whi le  exper iencing a  sense  of  cr i s i s  about  the  ch i ld’s  l i fe  and a  sense  of  

a l ienat ion  caused by not  be ing able  to  obtain  informat ion  about  the  ch i ld’s  heal th 

d i rec t ly,  the  f a thers  s t rove  to  cont inue  l i f e  wi th  the i r  ch i ld’s  me dical  care  given 

a t  home,  ga ined  nurs ing ca re  ski l l s ,  bu i l t  col labora t ive  ca re  sys tems  wi th the i r  

wives ,  r ecognized  the  prec ious  nature  of  in terac t ion  wi th the i r  ch i ld  as  wel l  a s  

wi tness ing the ir  gradual  development ,  and  di scovered the  s ign i f icance  of  growing 

as  parents  together  wi th the i r  ch i ld .  
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Table  1  Example  of  the  analys i s  w orksheet  

Concept  
name Information regarding the child provided mainly to the wife
Defin i t ion Dur ing hospi ta l iza t ion ,  medical  personnel  expla in  the  cr i s is  and  

medical  in format ion regard ing the  ch i ld  only to  the  wi fe ,  who i s  
wi th  the i r  ch i ld  a t  a l l  t imes .  There  i s  no scope  for  the  f a ther  to  
d i rec t ly hear  f rom the  ch i ld’s  a t tending physic ian  because  he  vi s i t s  
the  hospi ta l  a f ter  work.  

Exa mples  
( Va r i a t i o n)

Mothers ,  but  not  fa ther s ,  can en ter  the  NICU.  My wife  was a lways  
wi th  our  baby,  bu t  for  a  long t ime  I  could  not  be  wi th  h im (C1) .  
I  was  not  a l lowed to  touch  my baby,  who was  in  the  P ICU;  
however,  my wife  cou ld  do  everyth ing (C2) .  
It  was  necessa ry to  a t tend  the  chi ld ;  the refore ,  my wife  a lways  
s tayed  wi th her  (C3) .  
I  f requent ly  vi s i t ed my baby,  bu t  I  was  not  ab le  to  di rec t ly  meet  
wi th  the  a t tending phys ic ian (C5) .  
Al though medica l  per sonnel  say they provide  fu l l  nurs ing ca re ,  a  
parent  has  to  a t tend  the  ch i ld  dur ing hospi ta l iza t ion,  which  i s  
qui te  demanding (C6)  
I  had  to  ta ke  care  of  t he  hospi ta l iza t ion process  in  the  beginning.  I  
had  no  informat ion  about  my baby’s  symptoms,  and I  had  to  wa i t  
a lone  unt i l  everything about  my baby’s  urgent  ca re  and  
hospi ta l iza t ion  se t t l ed  down (C7) .  

Theore t ic  
note  

Al though  fa thers  want  to  be  informed  regard ing any  c r i s i s ,  such  as  
sudden  medica l  changes  or  po ten t ia l  d i sabi l i t i e s ,  d i rect ly  f rom 
medical  personnel ,  no such explanat ion i s  offered  a t  n ight .  This  
concept  was  genera te d accord ing to  data  indica t ing tha t  such  
explanat ion  i s  provided to  mothers  only,  giving fa thers  a  sense  of  
a l ienat ion  f rom informat ion  sha r ing.  



Table 2 General characteristics of the participants 

   Child 

Case Age 
(years) Work Age 

(years) Sex Diagnosis 
Care needs

Position of  
the child in 

family 

1 28 Independent 
business 1 Male Laryngomalacia, growth retardation 

BIPAP, frequent suction 2/2 

2 36 Public service 
employee 5 Female Nuclear DNA metabolic disorders 

respirator, gastrostomy 1/2 

3 36 Office worker 3 Female CNS disease 
respirator, tracheal aspiration, gastrostomy 2/2 

4 50 Public service 
employee 5 Male Chromosome aberration syndrome 

respirator, frequent suction, gastrostomy 4/4 

5 30 Office worker 1 Female Paroxysmal intractable epilepsy,  
CPAP, frequent suction, cuff assist, tube feeding 3/3 

6 45 Public service 
employee 2 Male 

Congenital myopathy, chronic respiratory failure 

CPAP, cuff assist, gastrostomy 2/2 

7 24 Office worker 0.6 Male Severe asphyxia sequelae 
respirator, tube feeding, management of body temperature 1/1 

8 50 Public service 
employee 3 Male Congenital anomaly syndrome 

tube feeding 3/3 


