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Thank you for taking the t im e to com plete this survey. The Fam ily Health Outcom es Project  at  the 

Universit y of California, San Francisco is conduct ing this survey because we are interested in your 

opinions about  the California Children’s Services (CCS)  Program and how well it  is meet ing the needs of 

your child. This inform at ion w ill help determ ine w hat  the priorit ies should be for the CCS Program  

for  the next  5  years.  All of your answers are anonymous and you may skip any quest ion(s)  you don’t  

want  t o answer.   

 

The California Children’s Serv ices (CCS)  is a state program  that  covers the cost  of t reat ing cer tain 

diseases, physical lim itat ions or chronic health problems in children that  are financially eligible for these 

services. The CCS program also runs the Medical Therapy Program, which provides medical therapy 

( including occupat ional,  physical and speech therapy to children with a CCS- eligible condit ion. The CCS 

program covers children with problems like:   

 

•  congenital heart  disease 

•  cancers, tum ors 

•  hemophilia, sickle cell anem ia 

•  thyroid problems, diabetes 

•  serious chronic kidney problems 

•  liver or intest ine diseases 

•  cleft  lip/ palate, spina bifida 

•  hear ing loss, cataracts 

•  cerebral palsy, uncont rolled seizures 

•  rheumatoid arthrit is, muscular dyst rophy 

•  AI DS 

•  severe head, brain, or spinal cord injuries, severe burns 

•  problems caused by premature birth 

•  severely crooked teeth 

 

Si prefiere com pletar la encuesta en español,  ut ilice este enlace:   

ht tp: / / www.surveym onkey.com / s/ EncuestadeCCS o haga click aquí. 

1 . Do you have a child that  has been covered by CCS? 

2 . I f YES, is your child current ly covered by CCS? 

 
I nt roduct ion

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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3 . Do you have any children w ho have received treatm ent or services from  

a CCS provider or through the CCS program ? 

NOTE:  For all of the quest ions on this survey, when we ask about  your child, we are asking about  your child that  is or was 

covered by CCS.  

4 . W hat  services for  your child does the California Children Services ( CCS)  

program  pay for? Please check all that  apply. 

I n the first  sect ion, we are interested in your experiences get t ing services, supplies, and equipm ent  for 

your child. NOTE:  For all of the quest ions on this survey, when we ask about  your child, we are asking 

about  your child that  is or  was covered by CCS.   

 
Access to Services/ Supplies/ Equipm ent

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Ther apy  ser v ices,  such  as phy sical  t her apy  ( PT) ,  occupat ional  t her apy  ( OT) ,  or  speech  t her apy
 

gfedc

Dur ab le m edical  equ ipm ent ,  such  as cr u t ches,  w alk er s,  v en t i lat or s,  com m un icat ion  dev ices,  w heelchair s,  b r aces,  

et c.  

gfedc

Disposab le m ed ical  supp l ies,  such  as g lov es,  sw abs,  d iaper s,  et c.
 

gfedc

I npat ien t  hosp i t a l  car e
 

gfedc

Med ical  appoin t m en t s
 

gfedc

Pr escr ip t ion  m ed icat ions
 

gfedc

Help  in  get t ing  t o  m ed ical  appoin t m en t s and  t her apy
 

gfedc

Hom e heal t h  car e,  such  as nu r sing  car e,  hom e heal t h  a id
 

gfedc

Hear ing  a ids
 

gfedc

Don' t  know / Not  sure
 

gfedc

Ot h er
 

gfedc

Ot her  ( p lease descr ibe)  
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5 . Does your child have a prim ary care provider, that  is, a doctor, nurse, or 

physician’s assistant , w ho provides your child’s ongoing m edical and w ell-

child care? 

6 . Do you think your child’s pr im ary care provider has the skill and 

experience that  is needed to care for your child? 

7 . W hat  k ind of doctor or  other health care provider is m ost  im portant  to 

your child’s care now ? Check only one. 

8 . W hat  k ind of specialist  or  other health care provider is m ost  im portant  to 

your child now ? 

 

 
Medical provider that  is m ost  im portant  to your child

6

 
Access to Services/ Supplies/ Equipm ent

Yes
 

nmlkj

No
 

nmlkj

Don ' t  k now / not  su r e
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don ' t  k now / not  su r e
 

nmlkj

Does n ot  app ly  -  My  ch i ld  does not  hav e a pr im ar y  car e pr ov ider
 

nmlkj

Pr im ar y  car e doct or  ( such  as a ped iat r ician ,  or  fam i ly  m edicine doct or )
 

nmlkj

Special ist  doct or
 

nmlkj

Ot her  heal t h  car e pr ov ider
 

nmlkj

Don ’t  know/ Not  sure
 

nmlkj
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9 . How  w ell is this doctor or  other health care provider w ho is m ost  

im portant  to your child’s care doing on…  

NOTE:  For all of the quest ions on this survey, when we ask about  your child, we are asking about  your 

child that  is or  was covered by CCS.  

1 0 . A prim ary care provider is a  doctor ( for  exam ple a pediat r ician or fam ily 

pract ice doctor)  nurse, or  physician’s assistant , w ho provides your child’s 

ongoing m edical and w ell- child care. I n the last  1 2  m onths, did you have any 

problem s get t ing m edical care from  prim ary care providers that  your child 

needed?  

  Excel len t Good Ok a y Po o r

Don ' t  

know/ Not  

su r e

Does n ot  

app ly

a.  Over al l ,  p r ov id ing qual i t y  car e? nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

b.  Ex p lain ing  abou t  m y  ch i ld ’s h ea l t h  n eeds in  

a w ay  t hat  I  can  under st and?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

c.  Being  easy  t o con t act  by  phone? nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

d.  Being  av ai lab le t o g iv e m ed ical  car e or  

adv ice at  n igh t  and  on  w eek ends?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

e.  Giv ing  m e r eassu r ance and  suppor t ? nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

f .  Being  easy  t o r each  in  an  em er gency  ? nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

g .  I nclud ing  m y  fam i ly  in  decision  m ak ing  and  

Giv ing  m e updat ed  in for m at ion  abou t  m ed ical  

r esear ch  t hat  m igh t  help  m y  ch i ld?

nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

h.  Show ing respect  for  m y  ch i ld? nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

i .  Respect ing our  cu l t u r e,  et hn ic iden t i t y ,  and 

r el ig ious bel ief s?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

j .  Com m unicat ing w it h  m y  ch i ld ’s ot her  heal t h  

care prov ider s?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

k .  Com m un icat ing  w i t h  m y  ch i ld ’s school  or  

ear ly  in t er v en t ion  pr ogr am ?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

l .  Com m un icat ing  w i t h  ot her  sy st em s t hat  

pr ov ide ser v ices t o m y  ch i ld  ( not  includ ing 

school) ?

nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

m .  Com m un icat ing  w i t h  m y  ch i ld ’s h eal t h  

insu r ance p lan  st af f?
nmlkj nmlkj nmlkj nmlkj nmlkj nmlkj

 
Access to Services/ Supplies/ Equipm ent  cont inued

 

My  ch i ld  d id  not  need ser v ices f r om  pr im ar y  car e pr ov ider s
 

nmlkj

My  ch i ld  needed ser v ices f r om  pr im ar y  car e pr ov ider s and w e had no problem s get t ing  t hem
 

nmlkj

My  ch i ld  needed ser v ices f r om  pr im ar y  car e pr ov ider s and w e hav e had som e problem s get t ing  t hem .
 

nmlkj

My  ch i ld  needed ser v ices f r om  pr im ar y  car e pr ov ider s and w e hav e had a  lot  of  problem s get t ing  t hem .
 

nmlkj
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1 1 . I f you had problem s in the last  1 2  m onths get t ing services your child 

needed from  prim ary care providers, please tell us about  these problem s. 

Check all that  apply... 

1 2 . A specialty care provider is a  doctor or  nurse w ho gets ext ra t raining 

and becom es an expert  in one part  of the body or in one disease or 

condit ion ( for  exam ple a cardiologist  ( heart  doctor) , an oncologist  ( cancer 

doctor) , an orthopedist  ( a bone doctor) , a neurologist  ( brain doctor) . I n 

the last  1 2  m onths, did you have any problem s get t ing m edical care from  

specialty doctors that  your child needed? 

 
Problem s accessing pr im ary care

 
Access to Specia lty Care

 
Problem s accessing specia lty care

Get t ing appointm ents w it h  pr im ary  care prov iders was a problem .
 

gfedc

Finding pr im ary  care prov iders w it h  t he skill and experience  t o car e for  m y  ch i ld  w as a pr ob lem .
 

gfedc

Coordinat ion  bet w een m y  ch i ld ’s pr im ar y  car e pr ov ider s and special t y  doct or s and ot her  pr ov ider s w as a 

p r ob lem .  

gfedc

Th e am ount  w e had to pay  for  ser v ices f r om  pr im ar y  car e pr ov ider s w as a pr ob lem .
 

gfedc

Th e health insurance plan w ould not  pay  for  ser v ices f r om  pr im ar y  car e m edical  pr ov ider s
 

gfedc

My  ch i ld  needed bu t  d id  not  get  ser v ices f r om  pr im ar y  car e pr ov ider s
 

gfedc

Ot h er  p r ob lem s -  descr ibe below
 

gfedc

Does n ot  app ly  -  My  ch i ld  d id  not  need ser v ices f r om  pr im ar y  car e pr ov ider s
 

gfedc

Does n ot  app ly  -  We had  no p r ob lem s accessing  p r im ar y  car e p r ov ider s.
 

gfedc

Ot h er  p r ob lem s -  p lease descr ibe 

My  ch i ld  d id  not  need ser v ices f r om  special t y  doct or s
 

nmlkj

My  ch i ld  needed ser v ices f r om  special t y  doct or s and w e had no problem s get t ing  t hem
 

nmlkj

My  ch i ld  needed ser v ices f r om  special t y  doct or s and w e hav e had som e problem s get t ing  t hem .
 

nmlkj

My  ch i ld  needed ser v ices f r om  special t y  doct or s and w e hav e had a  lot  of  problem s get t ing  t hem .
 

nmlkj
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1 3 . I f you had problem s in the last  1 2  m onths get t ing services your child 

needed from  specialty doctors, please tell us about  these problem s. Check 

all that  apply... 

1 4 . I n the past  1 2  m onths, have you had to take your child to the hospital 

em ergency room  for a  problem  or illness that  you think could have been 

taken care of by your child’s health care provider if you had been able to 

ta lk  to or see the provider earlier?  

1 5 . How  m any t im es did you take your child to the hospital em ergency room  

because you could not  see or ta lk  to your child’s health care provider 

earlier? ( please enter a num ber)  
 

 
Access and Em ergency Room  Use

 
Hospital Em ergency Room  Visits

 
I nterpretat ion Services

Get t ing re fer ra ls t o get  ser v ices f r om  special t y  doct or s w as a pr ob lem .
 

gfedc

Get t ing appointm ents w it h  special t y  doct or s w as a problem .
 

gfedc

Finding special t y  doct ors w it h  t he skill and experience  t o car e for  m y  ch i ld  w as a pr ob lem .
 

gfedc

Get t ing  t he num ber  of visits f r om  special t y  doct or s t o m eet  m y  ch i ld ’s n eeds w as a p r ob lem
 

gfedc

Coordinat ion  bet w een m y  ch i ld ’s special t y  doct or s and ot her  p r ov ider s w as a pr ob lem .
 

gfedc

Th e am ount  w e had to pay  for  ser v ices f r om  special t y  doct or s w as a pr ob lem .
 

gfedc

Th e health insurance plan w ould not  pay  for  ser v ices f r om  special t y  doct or s
 

gfedc

My  ch i ld  needed bu t  d id  not  get  ser v ices f r om  special t y  doct or s
 

gfedc

Ot h er  p r ob lem s -  descr ibe below
 

gfedc

Does n ot  app ly  -  My  ch i ld  d id  not  need ser v ices f r om  special t y  doct or s
 

gfedc

Does n ot  app ly  -  We had  no p r ob lem s get t ing  ser v ices f r om  special t y  doct or s.
 

gfedc

Ot h er  p r ob lem s -  p lease descr ibe 

Yes
 

nmlkj

No
 

nmlkj

Don ’t  know / not  sur e
 

nmlkj

Appendix 12
FHOP Survey of CCS Families - English Version

Title V CCS Needs Assessment 2010
Family Health Outcomes Project UCSF



Page 7

CCS Survey for FamiliesCCS Survey for FamiliesCCS Survey for FamiliesCCS Survey for Families

1 6 . An interpreter is som eone w ho repeats w hat  one person says in a 

language used by another person.  

 

During the past  1 2  m onths, did you or your child need an interpreter  to help 

speak w ith your child’s doctors or other health care providers?  

1 7 . W hen you or your child needed an interpreter, how  often w ere you able 

to get  som eone other than a fam ily m em ber to help you speak w ith your 

child’s doctors or other health care providers?  

1 8 . During the past  1 2  m onths, how  often did your child’s doctors or other 

health care providers help you feel like a partner in your child’s care? W ould 

you say never, som et im es, usually, or  a lw ays?  

NOTE:  For all of the quest ions on this survey, when we ask about  your child, we are asking about  your 

child that  is or  was covered by CCS.  

 
I nterpretat ion Services

 
Access to Services/ Supplies/ Equipm ent  cont inued

Yes
 

nmlkj

No
 

nmlkj

Don ' t  k now / not  su r e
 

nmlkj

Never
 

nmlkj

Som et im es
 

nmlkj

Usual ly
 

nmlkj

Always
 

nmlkj

Don' t  know/ Not  Sure
 

nmlkj

Never
 

nmlkj

Som et im es
 

nmlkj

Usual ly
 

nmlkj

Always
 

nmlkj

Don' t  know/ Not  Sure
 

nmlkj
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1 9 . I n the past  1 2  m onths, did you child need...? 

2 0 . During the past  2 4  m onths, w ere there any delays in your child get t ing 

all the m edical supplies ( for  exam ple catheters, sw abs, diapers, syringes, 

etc.) , that  { he/ she}  needed? 

2 1 . Has your child ever had to w ait  to get  out  of the hospital because of 

problem s get t ing m edical equipm ent? 

2 2 . During the past  2 4  m onths, w ere there any delays in your child get t ing 

m obility a ids or devices, such as canes, crutches, w heelchairs, or  scooters?  

 

Yes,  we got  t he 

serv ice and were 

sat isf ied

Yes,  we got  t he 

serv ice and were 

NOT sat isfied

Yes,  but  we did 

NOT GET t he 

serv ice

No,  m y  ch i ld  did 

not  need  t he 

serv ice

Don' t  know/ Not  

su r e

Dent al  car e nmlkj nmlkj nmlkj nmlkj nmlkj

Disposab le m ed ica l  su pp l ies –  

Such  as cat het er s,  sw abs,  d iaper s,  

sy r inges,  et c.

nmlkj nmlkj nmlkj nmlkj nmlkj

Du r ab le m ed ica l  equ ipm en t  an d  

m ed ical  t echnology  –  such  as 

hear ing aids,  w heelchair s,  

vent i lat or s,  et c.

nmlkj nmlkj nmlkj nmlkj nmlkj

I n  hom e suppor t  ser v ices ( I HSS) nmlkj nmlkj nmlkj nmlkj nmlkj

Resp i t e car e nmlkj nmlkj nmlkj nmlkj nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Does n ot  app ly  -  My  ch i ld  d id  not  need  m ed ical  supp l ies
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Does n ot  app ly  -  My  ch i ld  d id  not  need  m ed ical  equ ipm en t  w hen  he/ she got  ou t  o f  t he hosp i t a l
 

nmlkj

Does n ot  app ly  –  My  ch i ld  has not  been  in  t he hosp i t a l .
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Does n ot  app ly  –  m y  ch i ld  d id  not  r eceiv e m obi l i t y  aids or  dev ices
 

nmlkj
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2 3 . I f your child had delays in get t ing m obility a ids or devices, such as canes, 

crutches, w heelchairs, or  scooters, w ere the item s st ill the correct  size 

w hen they arrived?  

The next  sect ion asks about  your v iews on how the services your child needs are organized. NOTE:  For 

all of the quest ions on this survey, when we ask about  your child, we are asking about  your child that  is 

or  was covered by CCS.  

2 4 . Thinking about  services your child needs, are those services organized 

in a w ay that  m akes them  easy to use?  

2 5 . Thinking about  services your child needs, w ould it  be easier  for  you and 

your child if CCS covered ALL of the m edical and therapy services your child 

needs, instead of just  the m edical and therapy services that  are related to 

your child’s CCS- eligible condit ion? 

2 6 . During the t im e your child w as covered by CCS, did you ever m ove from  

one county to another county in California? 

 
Organizat ion of Services and Treat ing the W hole Child

 
Experiences in Different  Count ies

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Does n ot  app ly  –  m y  ch i ld  d id  not  r eceiv e m obi l i t y  aids or  dev ices
 

nmlkj

Always
 

nmlkj

Usual ly
 

nmlkj

Som et im es
 

nmlkj

Never
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj
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2 7 . W hich best  describes your experience w ith CCS services in different  

California count ies? 

 

2 8 . I f your child w as NOT eligible for  certain services after  m oving to a new  

county, did your child ever receive those services?  

Good work so far. This sect ion asks about  your experience with case m anagem ent . A case m anager is a 

person who m akes sure that  your  child gets all t he serv ices that  are needed and that  t hese serv ices f it  

t ogether  in a way that  works for  you.  This person m ay have dif ferent  t it les such as care coordinator  or  

a social worker ,  et c.  

2 9 . W ho provides case m anagem ent  for  your child?  

3 0 . W ho provides case m anagem ent  for  your child -  for other, please 

ident ify: 
 

 
Case Managem ent

 
Case Managem ent

*

 

My  ch i ld  w as el ig ib le t o get  t he sam e ser v ices in  bot h  coun t ies.
 

nmlkj

Ther e w er e som e ser v ices m y  ch i ld  w as el ig ib le for  in  one coun t y  bu t  not  t he ot her  coun t y .
 

nmlkj

YES –  CCS paid  f o r  t h em
 

nmlkj

YES –  Bu t  I  had  t o  pay  f or  t hem  m y sel f
 

nmlkj

YES –  Bu t  som eon e e lse p a id
 

nmlkj

NO –  m y  ch i ld  nev er  got  t he ser v ices
 

nmlkj

Does n ot  app ly  -  m y  ch i ld  w as el ig ib le t o get  t he sam e ser v ices in  bot h  coun t ies
 

nmlkj

Pr iv at e heal t h  insu r ance p lan
 

gfedc

Cal i for n ia Ch i ld r en  Ser v ices ( CCS)
 

gfedc

Special t y  Car e Cen t er  or  Hosp i t al
 

gfedc

Ot her  st at e agency  
 

gfedc

Ot her  ( speci f y  on  nex t  page)
 

gfedc

Don ’t  know/ Not  sure
 

gfedc

My  ch i ld  does n ot  get  case m an agem en t
 

gfedc
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3 1 . Does your child have a CCS case m anager? 

3 2 . I f yes, please tell us how  helpful is your child’s CCS case m anager is. 

W ould you say the CCS case m anger is… 

3 3 . W e w ould like to know  about  w hat  k inds case m anagem ent  services you 

get  for  your child and w ho provides them . Please put  a  check in the boxes 

to show  w hat  service you get  from  w hich program . 

 
Case Managerm ent

 

Pr iv at e Heal t h  

I nsu r ance 

Plan

CCS

Special  Car e 

Cen t er  or  

Hosp i t a l

Med i - Ca l  

Man ag ed  

Car e

Ot h er

Helps coor d inat e y our  ch i ld ’s car e am on g  t h e 

d i f fer en t  p r ov ider s and ser v ices t hat  help  y our  

ch i ld

gfedc gfedc gfedc gfedc gfedc

Helps y ou  under st and y ou r  ch i ld ’s h eal t h  

insu r ance p lan  benef i t s
gfedc gfedc gfedc gfedc gfedc

Helps y ou  t o iden t i f y  and  use ot her  com m un i t y  

based program s or  ser v ices for  w h ich  your  ch i ld  

m ay  be el ig ib le ( for  ex am ple,  Ear ly  St ar t  or  

Reg ional  Cen t er  p r og r am s,  specia l  educat ion ,  

sum m er  cam ps,  af t er  school  p r ogr am s,  et c. )

gfedc gfedc gfedc gfedc gfedc

Helps y ou  t o get  ot her  pub l ic p r ogr am s such  

as SSI  for  your  ch i ld?
gfedc gfedc gfedc gfedc gfedc

Helps y ou  t o f ind  ot her  w ay s t o pay  for  needed 

ser v ices an d  equ ipm en t
gfedc gfedc gfedc gfedc gfedc

Pr ov ides a  case m an ager  t h at  h as a  good  

under st and ing  of  m y  ch i ld ’s h eal t h  car e n eeds 

and ser v ices.

gfedc gfedc gfedc gfedc gfedc

 
Care Coordinat ion and Medical Therapy

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Ver y  help fu l
 

nmlkj

Help fu l
 

nmlkj

Only  a l i t t le help fu l
 

nmlkj

Not  at  al l  help fu l
 

nmlkj

My  ch i ld  does n ot  h av e a CCS case m an ager
 

nmlkj

Ot her  ( p lease speci f y )  
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3 4 . Overall, how  sat isfied are you w ith the help you have received in 

coordinat ing your child’s care?  

3 5 . How  im portant  is it  to have ONE person w ho know s your child and can 

help you understand w hat  your child needs and connect  your child to the 

services he/ she needs? 

 

3 6 . I n the last  1 2  m onths, has your child received any m edical therapy -  

such as physical therapy ( PT) , occupat ional therapy ( OT) , or speech 

therapy? 

This sect ion is for fam ilies who have experience with m edical therapy. 

 
Experience w ith m edical therapy

Ver y  sat isf ied
 

nmlkj

Som ew hat  sat isf ied
 

nmlkj

Som ew hat  d issat isf ied
 

nmlkj

Ver y  d issat isf ied
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Very  im por t an t
 

nmlkj

Som ew hat  im por t an t
 

nmlkj

Only  a l i t t le im por t an t
 

nmlkj

Not  im por t an t  at  al l
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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3 7 . Please tell us about  your child’s experience w ith PHYSI CAL THERAPY in 

the last  1 2  m onths. Please check all that  apply. 

  Yes No
Don ' t  know / not  

su r e

a.  My  ch i ld  needed  t h is t her apy .  [ I f  NO,  p lease go t o 

quest ion  # 38 ]
nmlkj nmlkj nmlkj

b.  My  ch i ld  r eceived t h is t herapy . nmlkj nmlkj nmlkj

c.  My  ch i ld  needed bu t  d id  not  get  t h is t her apy . nmlkj nmlkj nmlkj

d.  I  w as sat isf ied w it h  t he t herapy  m y  ch i ld  r eceived. nmlkj nmlkj nmlkj

e.  Hav ing  t her apy  av ai lab le at  m y  ch i ld ’s school  w as help fu l . nmlkj nmlkj nmlkj

f .  Hav ing  t her apy  appoin t m en t  t im es f r om  7 : 00  AM t o 6 : 30  

PM w as help fu l .
nmlkj nmlkj nmlkj

g.  Get t ing  a r efer r al  for  t h is t her apy  w as a pr ob lem . nmlkj nmlkj nmlkj

h .  Get t ing  an  appoin t m en t  w as a p r ob lem . nmlkj nmlkj nmlkj

i .  Get t ing  d r opped f r om  t he t her apy  schedu le because w e 

m issed  t oo  m an y  appo in t m en t s w as a p r ob lem .
nmlkj nmlkj nmlkj

j .  Find ing a t her ap ist  w i t h  t he sk i l l  and ex per ience t o car e for  

m y  ch i ld  w as a pr ob lem .
nmlkj nmlkj nmlkj

k .  I t  w as a p r ob lem  get t ing  t he num ber  of  v isi t s m y  ch i ld  

n eed ed .
nmlkj nmlkj nmlkj

l .  I t  w as pr ob lem  get t ing  t r anspor t at ion  t o t he t her apy  

appo in t m en t .
nmlkj nmlkj nmlkj

m .  Coor d inat ion  bet w een  m y  ch i ld ’s t her ap ist  and  ot her  

p r ov ider s w as a pr ob lem .
nmlkj nmlkj nmlkj

n .  The am oun t  w e had  t o  pay  w as a p r ob lem . nmlkj nmlkj nmlkj

o.  My  ch i ld ’s heal t h  car e cov er age w ou ld  not  pay . nmlkj nmlkj nmlkj

p .  Ot h er  p r ob lem s ( Please ex p la in  below ) nmlkj nmlkj nmlkj

Ot h er  p r ob lem s -  p lease ex p la in  
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3 8 . Please tell us about  your child’s experience w ith OCCUPATI ONAL 

THERAPY in the last  1 2  m onths. Please check all that  apply. 

  Yes No
Don ' t  know / not  

su r e

a.  My  ch i ld  needed  t h is t her apy .  [ I f  NO,  p lease go quest ion  

# 39]
nmlkj nmlkj nmlkj

b.  My  ch i ld  r eceived t h is t herapy . nmlkj nmlkj nmlkj

c.  My  ch i ld  needed bu t  d id  not  get  t h is t her apy . nmlkj nmlkj nmlkj

d.  I  w as sat isf ied w it h  t he t herapy  m y  ch i ld  r eceived. nmlkj nmlkj nmlkj

e.  Hav ing  t her apy  av ai lab le at  m y  ch i ld ’s school  w as help fu l . nmlkj nmlkj nmlkj

f .  Hav ing  t her apy  appoin t m en t  t im es f r om  7 : 00  AM t o 6 : 30  

PM w as help fu l .
nmlkj nmlkj nmlkj

g.  Get t ing  a r efer r al  for  t h is t her apy  w as a pr ob lem . nmlkj nmlkj nmlkj

h .  Get t ing  an  appoin t m en t  w as a p r ob lem . nmlkj nmlkj nmlkj

i .  Get t ing  d r opped f r om  t he t her apy  schedu le because w e 

m issed  t oo  m an y  appo in t m en t s w as a p r ob lem .
nmlkj nmlkj nmlkj

j .  Find ing a t her ap ist  w i t h  t he sk i l l  and ex per ience t o car e for  

m y  ch i ld  w as a pr ob lem .
nmlkj nmlkj nmlkj

k .  I t  w as a p r ob lem  get t ing  t he num ber  of  v isi t s m y  ch i ld  

n eed ed .
nmlkj nmlkj nmlkj

l .  I t  w as pr ob lem  get t ing  t r anspor t at ion  t o t he t her apy  

appo in t m en t .
nmlkj nmlkj nmlkj

m .  Coor d inat ion  bet w een  m y  ch i ld ’s t her ap ist  and  ot her  

p r ov ider s w as a pr ob lem .
nmlkj nmlkj nmlkj

n .  The am oun t  w e had  t o  pay  w as a p r ob lem . nmlkj nmlkj nmlkj

o.  My  ch i ld ’s heal t h  car e cov er age w ou ld  not  pay . nmlkj nmlkj nmlkj

p .  Ot h er  p r ob lem s ( Please ex p la in  below ) nmlkj nmlkj nmlkj

Ot h er  p r ob lem s -  p lease ex p la in  
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3 9 . Please tell us about  your child’s experience w ith SPEECH THERAPY in 

the last  1 2  m onths. Please check all that  apply. 

Only a few m ore sect ions. I n this sect ion, we want  to know about  the social support  you and your 

fam ily have needed and have received. 

4 0 . Have you at tended a fam ily support  group to help you and your fam ily 

to cope w ith your child’s health condit ion? 

 

4 1 . I f YES, how  often do you attend fam ily support  group m eetings? 
 

  Yes No
Don ' t  know / not  

su r e

a.  My  ch i ld  needed  t h is t her apy .  [ I f  NO,  p lease go quest ion  

# 40 -  on  t h e n ex t  p ag e]
nmlkj nmlkj nmlkj

b.  My  ch i ld  r eceived t h is t herapy . nmlkj nmlkj nmlkj

c.  My  ch i ld  needed bu t  d id  not  get  t h is t her apy . nmlkj nmlkj nmlkj

d.  I  w as sat isf ied w it h  t he t herapy  m y  ch i ld  r eceived. nmlkj nmlkj nmlkj

e.  Hav ing  t her apy  av ai lab le at  m y  ch i ld ’s school  w as help fu l . nmlkj nmlkj nmlkj

f .  Hav ing  t her apy  appoin t m en t  t im es f r om  7 : 00  AM t o 6 : 30  

PM w as help fu l .
nmlkj nmlkj nmlkj

g.  Get t ing  a r efer r al  for  t h is t her apy  w as a pr ob lem . nmlkj nmlkj nmlkj

h .  Get t ing  an  appoin t m en t  w as a p r ob lem . nmlkj nmlkj nmlkj

i .  Get t ing  d r opped f r om  t he t her apy  schedu le because w e 

m issed  t oo  m an y  appo in t m en t s w as a p r ob lem .
nmlkj nmlkj nmlkj

j .  Find ing a t her ap ist  w i t h  t he sk i l l  and ex per ience t o car e for  

m y  ch i ld  w as a pr ob lem .
nmlkj nmlkj nmlkj

k .  I t  w as a p r ob lem  get t ing  t he num ber  of  v isi t s m y  ch i ld  

n eed ed .
nmlkj nmlkj nmlkj

l .  I t  w as pr ob lem  get t ing  t r anspor t at ion  t o t he t her apy  

appo in t m en t .
nmlkj nmlkj nmlkj

m .  Coor d inat ion  bet w een  m y  ch i ld ’s t her ap ist  and  ot her  

p r ov ider s w as a pr ob lem .
nmlkj nmlkj nmlkj

n .  The am oun t  w e had  t o  pay  w as a p r ob lem . nmlkj nmlkj nmlkj

o.  My  ch i ld ’s heal t h  car e cov er age w ou ld  not  pay . nmlkj nmlkj nmlkj

p .  Ot h er  p r ob lem s ( Please ex p la in  below ) nmlkj nmlkj nmlkj

 
Social Support

Ot h er  p r ob lem s -  p lease ex p la in  

Yes
 

nmlkj

No
 

nmlkj

Don ' t  k now / not  su r e
 

nmlkj
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4 2 . I f NO, w ould you be interested in at tending a fam ily support  group to 

help you and your fam ily to deal w ith issues related your child’s health 

condit ion?  

4 3 . Has anyone from  the CCS program  told you that  they can help you find 

em ot ional support , com m unity resources, and fam ily/ individual counseling 

for  your child and your fam ily?  

4 4 . Has anyone from  the CCS program  referred you to any fam ily to fam ily 

support  services? 

Doing great . This sect ion asks about  who pays for your child's care and your experiences with health 

insurance. 

 
I nsurance

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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4 5 . W hat  k ind of health coverage does your child have? Please check all 

that  apply 

4 6 . I f your child is covered by private insurance AND CCS, does also having 

private insurance m ake it  easier  or  harder to get  the care your child needs?  

4 7 . Have you had problem s gett ing the care your child needs because of the 

type of insurance that  covers your child? 

4 8 . Have you had problem s gett ing the care your child needs because of a 

lack of insurance coverage? 

CCS
 

gfedc

Med i - Ca l  Man ag ed  Car e
 

gfedc

Med i - Ca l  Fee- For- Serv ice
 

gfedc

Heal t hy  Fam i l ies
 

gfedc

Pr iv at e heal t h  insur ance of fer ed t h r ough  w or k  or  t hat  I  buy  for  m y  ch i ld / fam i ly
 

gfedc

Ot her  ( descr ibe below )
 

gfedc

Don ’t  know/ Not  sure
 

gfedc

Ot her  t y pe -  p lease descr ibe 

Hav ing  p r iv at e insu r ance in  add i t ion  t o CCS m ak es i t  EASI ER t o get  t he car e m y  ch i ld  needs
 

nmlkj

Hav ing  p r iv at e insu r ance in  add i t ion  t o CCS m ak es i t  HARDER t o get  t he car e m y  ch i ld  needs
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

My  ch i ld  does not  hav e pr iv at e insu r ance
 

nmlkj

Yes ( speci f y  below )
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

I f  Yes,  Wh ich  t y pe( s)  o f  in su r ance causes t he p r ob lem s? 

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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4 9 . Have you had problem s get t ing the care your child needs because of 

changes in insurance?  

CSS is interested in m aking sure young adults have a successful t ransit ion to adult  life, including having 

a place t o go t o for  healt h care.  I f your child is 14 years old or older, please com plete the following 

quest ions.  

5 0 . My child is 1 4  years old or older. 

CSS is interested in m aking sure young adults have a successful t ransit ion to adult  life, including having 

a place to go to for health care. I f your child is 14 years old or older, please com plete the following 

quest ions. 

5 1 . Have your child’s doctors or other health care providers ta lked w ith you 

or your child about  how  ( his/ her)  health care needs m ight  change w hen 

( he/ she)  becom es an adult? 

5 2 . Has a plan for addressing these changing needs been developed w ith 

your child’s doctors or other health care providers? 

 
Transit ion

 
Transit ion

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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5 3 . Have your child’s doctors or other health care providers discussed 

having your child eventually see a doctor w ho t reats adults? 

5 4 . Has your child received any vocat ional or  career t raining to help 

( him / her)  prepare for a job w hen ( he/ she)  becom es an adult? 

5 5 . Has your child’s CCS case m anager ta lked to you and your child about  

your child t ransit ion to adult  providers? 

Almost  done!  Here we want  to know your views on the CCS program. 

5 6 . All things considered, how  sat isfied are you overall w ith the CCS 

program ? 

 

 
Overall Sat isfact ion

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Yes
 

nmlkj

No
 

nmlkj

Don' t  know / Not  sure
 

nmlkj

Ver y  sat isf ied
 

nmlkj

Som ew hat  sat isf ied
 

nmlkj

Som ew hat  d issat isf ied
 

nmlkj

Ver y  d issat isf ied
 

nmlkj

Don' t  know / Not  sure
 

nmlkj
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5 7 . All things considered, how  sat isfied are you overall w ith the Medical 

Therapy Unit  ( MTU) ? 

 

5 8 . I f you have any other com m ents about  your experience w ith the CCS 

program , please share them  here:  

 

I n this last  sect ion, please tell us a bit  m ore about  yourself and your child. 

5 9 . How  w ould you describe the com m unity w here you live? 

 

6 0 . W hat is the nam e of the county w here you live? ( please select  from  the 

list )  

 

55

66

 
Dem ographics

6

Ver y  sat isf ied
 

nmlkj

Som ew hat  sat isf ied
 

nmlkj

Som ew hat  d issat isf ied
 

nmlkj

Ver y  d issat isf ied
 

nmlkj

Don ’t  know/ Not  sure
 

nmlkj

Does Not  Apply  –  m y  ch i ld  does n ot  u se t h e MTU
 

nmlkj

Cit y  or  u rban
 

nmlkj

Subur ban
 

nmlkj

Farm ing or  r u ral
 

nmlkj

Ot h er
 

nmlkj

I f  Ot her  -  p lease descr ibe 
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6 1 . Does your child have any of the follow ing condit ions? Please read the list  

carefully and check all that  apply, even if these condit ions are not  covered 

by CCS. 

6 2 . Of the condit ions you checked, w hich one w ould you consider to be your 

child’s pr im ary MEDI CAL condit ion? 
 

Al ler g ies or  sinus t r oub le
 

gfedc

Ast h m a
 

gfedc

At t ent ion Def icit  Hyperact iv it y  Disorder  ( ADHD)  or  

At t ent ion Def ici t  Disorder  ( ADD)  

gfedc

Aut ism
 

gfedc

Behav ior  p r ob lem s
 

gfedc

Blood  d isor der  ( such  as sick le cel l  anem ia or  

h em oph i l ia )  

gfedc

Can cer  or  leu k em ia
 

gfedc

Cer ebr al  palsy  or  ot her  neur om uscu lar  cond i t ion
 

gfedc

Chr on ic im m une cond i t ion
 

gfedc

Chr on ic lung,  or  b r eat h ing  t r oub le ( such  as BPD bu t  

not  includ ing  ast hm a)  

gfedc

Chr on ic r heum at ic d isease
 

gfedc

Clef t  l ip  and / or  palat e
 

gfedc

Congen i t a l  d isor der
 

gfedc

Con gen i t a l  h ear t  d isease
 

gfedc

Cyst ic f ibrosis
 

gfedc

Degener at iv e neu r o log ical  d isease
 

gfedc

Dev elopm en t a l  delay
 

gfedc

Diabet es
 

gfedc

Digest iv e or  gast r oin t est inal  d isor der
 

gfedc

Dow n sy ndr om e
 

gfedc

Epi lepsy /  Seizur e Disor der
 

gfedc

Head in j u r y  com pl icat ions
 

gfedc

Hear ing  im pai r m en t
 

gfedc

Hy dr ocephalus
 

gfedc

Kidney  d isease or  r enal  f a i lu r e
 

gfedc

Men t al  h eal t h  p r ob lem s
 

gfedc

Ment al  r et ar dat ion
 

gfedc

Muscu lar  dyst rophy
 

gfedc

Or t hoped ic or  bone p r ob lem s
 

gfedc

Par ap leg ia/ qu adr ip leg ia
 

gfedc

Resp ir at or y  d ist r ess sy ndr om e
 

gfedc

Scol iosis
 

gfedc

Sp in a b i f ida / m en in gom y elocele
 

gfedc

Tech n o log y  d ep en d en t  o r  assist ed  ( Som e ex am p les 

ar e cen t r al  v enous l ine,  co lost om y ,  d ia ly sis,  f eed ing  t ube,  

shun t s,  t r acheost om y ,  v en t i lat or  and ot her s)  

gfedc

Vision  im pai r m en t
 

gfedc

Ot her  ( descr ibe below )
 

gfedc

Don ’t  know/ Not  sure
 

gfedc

I f  Ot her  -  p lease descr ibe 
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6 3 . How  old is your child? 

6 4 . W hich of the follow ing categories best  describes the race or ethnicity of 

your child?  

6 5 . I n w hat  language did you take this survey? 

Newborn -  Less t h an  1  m on t h  o ld
 

nmlkj

1  m on t h  t o  1 2  m on t h s o ld
 

nmlkj

1  y ear  o ld
 

nmlkj

2  y ear s o ld
 

nmlkj

3  y ear s o ld
 

nmlkj

4  y ear s o ld
 

nmlkj

5  y ear s o ld
 

nmlkj

6  y ear s o ld
 

nmlkj

7  y ear s o ld
 

nmlkj

8  y ear s o ld
 

nmlkj

9  y ear s o ld
 

nmlkj

10  y ear s o ld
 

nmlkj

11  y ear s o ld
 

nmlkj

12  y ear s o ld
 

nmlkj

13  y ear s o ld
 

nmlkj

14  y ear s o ld
 

nmlkj

15  y ear s o ld
 

nmlkj

16  y ear s o ld
 

nmlkj

17  y ear s o ld
 

nmlkj

18  y ear s o ld
 

nmlkj

19  y ear s o ld
 

nmlkj

20  y ear s o ld
 

nmlkj

21  y ear s o ld
 

nmlkj

22  y ear s o ld  or  o lder
 

nmlkj

Wh i t e or  Cau casian
 

nmlkj

Black  or  Af r ican Am er ican
 

nmlkj

Asian ,  Paci f ic I slander ,  or  Sou t heast  Asian
 

nmlkj

Hispan ic,  Lat ino/ Lat ina,  or  Span ish
 

nmlkj

Nat iv e Am er ican ,  Am er ican  I nd ian ,  Aleu t ,  or  Esk im o
 

nmlkj

Mult iracial
 

nmlkj

Ot her  ( speci fy  below )
 

nmlkj

I f  Ot her  -  p lease speci f y  

Engl ish
 

nmlkj

Span ish
 

nmlkj
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6 6 . Did you com plete this survey after  May 1 st , 2 0 1 0 ? 

6 7 . ( for  adm inist rat ive purposes)  

Thank s again  for  t ak ing  t h is su r v ey .  I f  y ou  hav e any  quest ions abou t  t h is p r o j ect ,  y ou  can  con t act :  t he Fam i ly  Heal t h  

Ou t com es Pr oj ect ,  415 - 4 7 6 - 5283 .  

n u m b er

 
Thank you!

Yes
 

nmlkj

No
 

nmlkj
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