










Children between 12 and 17 years of age are poised to enter adolescence, and
then adulthood. Transitions during this time period may pose various challenges
for all children but may hold additional challenges for children with disabilities and
special health care needs.  Forty percent (40.0%) of respondents anticipated that
their child would have trouble making and keeping friends as he/she got older.
Twenty-eight percent (28.0%) believed that their child would have continued physi-
cal health issues and sixty percent (60.0%) thought that continued mental health
challenges would present problems for their child. Difficulty with normal academic
progress was something 48.0% of participants with children in this age group saw
in their child’s future. Thirty-six percent (36.0%) of respondents with children in this
age group anticipated challenges with sexual development and dating as their
child grew older. Figure 21 illustrates the anticipated challenges for children 12 to
17 years of age. 

Figure 20. Anticipated challenges in the transition process into adolescence, for children 6 to 11 years of age†

Figure 21. Anticipated challenges in the transition process into adulthood, for children 12 to 17 years of age†
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† Percentages total more than 100% as participants could give more than one answer.



Friendships

The childhood survey also explored children’s friendships, as they are an important
part of the development of all children. A question of interest was if children had
friends outside their families, and if so in which settings. In the youngest age group
(newborns to 5-year-olds), 89.5% of 39 participants indicated that their child does
have friends outside the immediate family, which includes friends from child care
(78.1%), family members outside of the immediate family (53.1%), friends from
church or other community-organized activities (46.9%), and neighborhood chil-
dren (43.8%).  Almost 89% of respondents of the 6- to 11-year-old group reported
having friends outside the immediately family. When respondents in the 12- to 17-
year-old group were asked if they thought their child’s special health care need
causes problems when making friends, nearly one-third of the respondents felt that
it causes problems (31.4%). Forty percent (40.0%) of 35 respondents of children in
the oldest age group indicated that their child had a friend that they would consider
a “boyfriend” or “girlfriend”. 

Safety

Respondents were asked age group specific questions about safety that included
questions about car and bike safety. Participants with children between newborn
and 5 years of age were asked whether their child had a child-safety or booster
seat for use in the respondent’s vehicle, to which 97.4% said that they did. Ninety-
two percent (91.7%) of those who used a booster or car seat for their child re-
ported that the seat fit their child well.  Three respondents (8.3%) said they did
have a car or booster seat but the child had outgrown it. When asked if their child
wore a seat belt when riding in a vehicle, 97.1% of respondents of 6- to 11-year-
olds reported that their child did.  Ninety-four percent (94.4%) of respondents of
12- to 17-year-olds stated that their child always wore a seat belt when riding in
someone else’s car and no one responded that their child “rarely” or “never” wore a
seatbelt. 

Respondents of children in the older age groups were asked if their child rode a bi-
cycle and if so, whether their child wore a helmet. Fifty-one percent (51.4%) of re-
spondents of the 6- to 11-year-old group reported that their child rode a bicycle and
83.3% indicated that their child was wearing a helmet when riding. For the 12- to
17-year-olds, respondents reported that 63.9% rode a bicycle. For that age group,
the rate for wearing a helmet was 60.9% (all or most of the time), while 39.1% of
the respondents reported that their child rarely or never wore a helmet when riding
a bike.
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Television and Computer Use

Survey participants were asked about their children’s television and computer use
as this information may have implication on health lifestyle variables, such as exer-
cising and playing with peers (Subrahmanvam, Kraut, Greenfield, and Gross,
2000). Of the respondents of the newborn to 5-year-old age group, 10.5% reported
that their child did not watch any television on an average day; 7.9% reported that
their child watches 30 to 45 minutes a day; 57.9% watch between one and two
hours per day, and 23.7% were reported as watching two and a half to six hours of
television on an average day. For the 6- to 11- year-old age group, 8.3% of respon-
dents reported their child watching 30 to 45 minutes on average, 61.1% watch be-
tween one and two hours per day, and 30.6% were reported to watch between two
and a half and six hours of television on an average day. Table 8 outlines hours of
television watched a day by each age group.

Respondents of children between 12 and 17 years of age were asked about their
children’s internet use. Almost 89% (88.6%) stated that their child uses the com-
puter/internet. When asked about the purpose of using the computer/internet,
75.0% reported that their child uses the computer to look up interesting topics,
68.8% use it for school work, and 62.5% play video games on the computer. Other
activities were chatting with friends (56.3%) and making purchases (12.5%). Figure
22 outlines computer activities of 12- to 17-year-olds.

Table 8. Anticipated challenges in the transition process into adolescence, for children under 11 years of age

Figure 22. Computer/Internet use, for children 12 to 17 years of age†
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Newborn to 5 year-olds 
%

6 to 11 year-olds
%

Did not watch any television 10.5 -

30 to 45 minutes daily 7.9 8.3

1 to 2 hours daily 57.9 61.1

Two and a half to six hours daily 23.7 30.6

† Percentages total more than 100% as participants could give more than one answer.



RReeccoommmmeennddaattiioonnss



Recommendations

The findings of this survey illustrate the health status and needs of children with
disabilities and special health care needs and their families. Of particular interest
are the needs regarding emotional health of children, their transition from pediatric
care to community-based adult health care, barriers to receiving health care, and
family supports. The following recommendations are based on the information col-
lected for this HDWD childhood survey. Despite the fact that the data is not popula-
tion-based, this report illustrates that children with disabilities and special health
care needs and their families have a variety of needs that are currently unsatisfac-
torily addressed or not at all addressed by the health care and social services sys-
tems. This report is one of the first of its kind in Delaware and should, therefore, be
widely distributed and studied by public and private agencies and health care
providers who are involved in providing care and services to this specific group and
the population as a whole.

The recommendations provided offer guidance and insight into helping children
with disabilities and special health care needs and their families lead healthier
lives.

Many of the following recommendations can be accomplished within services and
programs already available to the public. Recommendations provided need to be
coordinated across health care providers, human service providers, advocacy
agencies, and schools that work with children with disabilities and special health
care needs and their families. All of the recommendations need to be implemented
with input by and approval of children with disabilities and special health care
needs and/or their care providers/families.

11..  SSuuppppoorrtt  cchhiilldd  mmeennttaall  hheeaalltthh  sseerrvviicceess  aanndd  iinniittiiaattiivveess  ooffffeerreedd  bbyy  ssttaattee  aanndd  pprrii--
vvaattee  aaggeenncciieess  aanndd  oorrggaanniizzaattiioonnss  ttoo  eennssuurree  tthhaatt  aallll  iinniittiiaattiivveess  aanndd  pprrooggrraammss  aarree
pprroovviiddeedd  ssttaatteewwiiddee  aanndd  aarree  rreeaaddiillyy  aacccceessssiibbllee  ttoo  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd
ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  tthhrroouugghh  aa  ccooaalliittiioonn  ooff  ssttaattee,,  pprriivvaattee,,  aanndd  nnoott--ffoorr--
pprrooffiitt  oorrggaanniizzaattiioonnss..  

22..  SSuuppppoorrtt  tthhee  eeffffeeccttiivvee  iimmpplleemmeennttaattiioonn  ooff  rreessppiittee  ccaarree  pprrooggrraammss  ffoorr  ffaammiilliieess  ooff
cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  bbeettwweeeenn  tthhee  aaggeess  ooff
nneewwbboorrnn  ttoo  2211  yyeeaarrss    aanndd  eedduuccaattee  ffaammiilliieess  aabboouutt  tthheeiirr  rriigghhttss  ttoo  rreecceeiivvee
rreessppiittee  sseerrvviicceess  tthhrroouugghh  aa  ccooaalliittiioonn  ooff  ssttaattee  ggoovveerrnnmmeenntt,,  ffaammiillyy  aaddvvooccaatteess  aanndd
pprroovviiddeerr  sseerrvviicceess  ttoo  aaddddrreessss  tthhee  oovveerrwwhheellmmiinngg  nneeeedd  ffoorr  rreessppiittee  sseerrvviicceess  ffoorr
ffaammiilliieess  ooff  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss..

33..  DDeevveelloopp  aanndd  iimmpplleemmeenntt  hheeaalltthh  eedduuccaattiioonn  aanndd  pprreevveennttiioonn  pprrooggrraammss  tthhaatt  aarree
iinncclluussiivvee  ooff  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss..

44..  SSuuppppoorrtt  eexxiissttiinngg  hheeaalltthh  eedduuccaattiioonn  aanndd  pprreevveennttiioonn  pprrooggrraammss  iinn  bbeeccoommiinngg  aanndd
bbeeiinngg  iinncclluussiivvee  ooff  cchhiillddrreenn  wwiitthh  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss..
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55..  SSuuppppoorrtt  sscchhoooollss  iinn  iinncclluuddiinngg  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  iinn  iinncclluussiivvee  sseettttiinnggss  ffoorr  aatt
lleeaasstt  8800%%  ooff  tthheeiirr  iinnssttrruuccttiioonnaall  ttiimmee..

66..  DDeevveelloopp  aanndd  pprroovviiddee  ccuullttuurraallllyy  rreessppoonnssiivvee  hheeaalltthhyy  lliiffeessttyyllee  eedduuccaattiioonn  mmaatteerriiaallss
aabboouutt  ttooppiiccss  ssuucchh  aass  hheeaalltthhyy  eeaattiinngg,,  eexxeerrcciissee,,  aanndd  rreedduucceedd  TTVV  ttiimmee,,  ttoo  ppaarreennttss
ooff  aallll  cchhiillddrreenn,,  iinncclluuddiinngg  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss..

77..  DDeevveelloopp  aanndd  pprroovviiddee  ccuullttuurraallllyy  rreessppoonnssiivvee  hheeaalltthh  eedduuccaattiioonn  mmaatteerriiaallss  aabboouutt
ttooppiiccss  ssuucchh  aass  pprreevveennttiivvee  hheeaalltthh  ccaarree,,  rroouuttiinnee  cchheecckk--uuppss,,  aanndd  vvaacccciinneess  ffoorr  cchhiill--
ddrreenn,,  ttoo  ppaarreennttss  ooff  aallll  cchhiillddrreenn,,  iinncclluuddiinngg  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall
hheeaalltthh  ccaarree  nneeeeddss..

88..  DDeevveelloopp  aanndd  iimmpplleemmeenntt  ssaaffeettyy  eedduuccaattiioonn  aaccttiivviittiieess  ffoorr  cchhiillddrreenn  aanndd  aaddoolleess--
cceennttss  tthhaatt  aarree  iinncclluussiivvee  ooff  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree
nneeeeddss  aanndd  eennaabbllee  eexxiissttiinngg  ssaaffeettyy  eedduuccaattiioonn  aaccttiivviittiieess  ttoo  bbeeccoommee  aanndd  bbee  iinncclluu--
ssiivvee  ooff  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss..

99..  AAddddrreessss  bbaarrrriieerrss  ttoo  aacccceessss  ooff  mmeeddiiccaall  aanndd  ssoocciiaall  sseerrvviicceess  tthhrroouugghh  aa  ccooaalliittiioonn
ooff  ssttaattee,,  pprriivvaattee,,  aanndd  nnoott--ffoorr--pprrooffiitt  oorrggaanniizzaattiioonnss  aanndd  lleeggiissllaattiioonn  aanndd  eedduuccaattee
pprroovviiddeerrss  aanndd  ffaammiilliieess  oonn  tthheeiirr  rriigghhttss,,  rreessppoonnssiibbiilliittiieess  aanndd  ooppppoorrttuunniittiieess..  BBaarrrrii--
eerrss  tthhaatt  nneeeedd  ttoo  bbee  aaddddrreesssseedd  aarree::  aa))  pprroovviiddeerr  bbaarrrriieerrss,,  ssuucchh  aass  llaacckk  ooff  kknnoowwll--
eeddggee  rreeggaarrddiinngg  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  aanndd  iinnaacccceessssiibbllee
ffaacciilliittiieess  aanndd  eeqquuiippmmeenntt,,  bb))  cclliieenntt  aanndd  ffaammiillyy  bbaarrrriieerrss,,  ssuucchh  aass  llaacckk  ooff  kknnoowwll--
eeddggee  ooff  tthhee  mmeeddiiccaall  aanndd  sseerrvviiccee  ssyysstteemmss,,  aanndd  cc))  ssyysstteemmss  bbaarrrriieerrss,,  ssuucchh  aass  iinn--
aaddeeqquuaattee  ffuunnddiinngg  mmeecchhaanniissmmss  aanndd  sseerrvviicceess..    

1100..  PPrroovviiddee  eedduuccaattiioonn  ttoo  hheeaalltthh  ccaarree  pprroovviiddeerrss  aanndd  ffaammiilliieess  rreeggaarrddiinngg  tthhee  iimmppoorr--
ttaannccee  ooff  aa  mmeeddiiccaall  hhoommee  ffoorr  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree
nneeeeddss..

1111..  DDeevveelloopp  aanndd  iimmpplleemmeenntt  ttrraannssiittiioonn  sseerrvviicceess  ffoorr  cchhiillddrreenn  wwiitthh  ddiissaabbiilliittiieess  aanndd
ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  aanndd  tthheeiirr  ffaammiilliieess  tthhaatt  hheellpp  aanndd  ssuuppppoorrtt  sscchhooooll,,  eemm--
ppllooyymmeenntt,,  aanndd  mmeeddiiccaall  ttrraannssiittiioonnss..

1122..  PPrroovviiddee  eedduuccaattiioonn  ttoo  hheeaalltthh  ccaarree  pprroovviiddeerrss  aanndd  ffaammiilliieess  rreeggaarrddiinngg  tthhee  iimmppoorr--
ttaannccee  ooff  eeaarrllyy  ttrraannssiittiioonn  pprreeppaarraattiioonn  ssoo  tthhaatt  cchhiillddrreenn  aanndd  aaddoolleesscceennttss  wwiitthh  ddiiss--
aabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  eexxppeerriieennccee  aa  ssmmooootthh  ttrraannssiittiioonn  ffrroomm
tthhee  ppeeddiiaattrriicc  ttoo  tthhee  aadduulltt  hheeaalltthh  ccaarree  ssyysstteemm..

1133..  PPrroovviiddee  eedduuccaattiioonn  ttoo  sscchhooooll  ppeerrssoonnnneell,,  eedduuccaattiioonnaall  ttrraannssiittiioonn  ccoooorrddiinnaattoorrss,,
aanndd  ffaammiilliieess  rreeggaarrddiinngg  tthhee  iimmppoorrttaannccee  ooff  aaddeeqquuaattee  pprreeppaarraattiioonn  ffoorr  cchhiillddrreenn
aanndd  aaddoolleesscceennttss  wwiitthh  ddiissaabbiilliittiieess  aanndd  ssppeecciiaall  hheeaalltthh  ccaarree  nneeeeddss  ttoo  eennaabbllee  tthheemm
ttoo  eexxppeerriieennccee  aa  ssmmooootthh  ttrraannssiittiioonn  ffrroomm  sscchhooooll  iinnttoo  tthhee  wwoorrkkffoorrccee  oorr  hhiigghheerr
eedduuccaattiioonn..
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Medical Diagnoses*
Responses

N Percent

Attention Deficit Disorder/ Attention Deficit Hyperactivity Disorder 26 6.8%

AIDS/HIV 1 0.3%

Autism 37 9.7%

Asthma 26 6.8%

Childhood Cancer 1 0.3%

Cerebral Palsy 26 6.8%

Chromosomal anomaly 12 3.2%

Depression 9 2.4%

Down Syndrome 10 2.6%

Anxiety/and or other emotional problems 24 6.3%

Developmental Delays 69 18.2%

Diabetes 5 1.3%

Eye/Vision impairment (blindness) 43 11.3%

Hearing impairment (deafness) 11 2.9%

Heart disease 6 1.6%

Hypertension/High blood pressure 1 0.3%

Lung disease/Emphysema 6 1.6%

Muscular Dystrophy 2 0.5%

Osteoporosis 1 0.3%

Stroke 1 0.3%

Traumatic Brain Injury 4 1.1%

Other 59 15.5%

Total 380 100.0%
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