ARTICLE

The Experience of Families With Children With Trisomy
13 and 18 in Social Networks

AUTHORS: Annie Janvier, MD, PhD,2 Barbara Farlow, BEng,
MBA? and Benjamin S. Wilfond, MD°®

alniversity of Montreal, Pediatrics and Clinical Ethics Sainte-
Justine Hospital, Montreal, Canada; *Patients for Patient Safety
Canada, Mississauga, Ontario, Canada; and ¢Treuman Katz Center
for Pediatric Bioethics, Seattle Childrens Research Institute and
Department of Pediatrics, University of Washington School of
Medicine, Seattle, Washington

KEY WORDS

trisomy 13, trisomy 18, life-sustaining interventions, quality of
life, parental opinions, ethics, end of life decision-making
ABBREVIATION

T13-18—trisomy 13 and trisomy 18

All authors contributed significantly to the elaboration of the
questionnaire, the analysis of the data, and the preparation of
the manuscript.

www.pediatrics.org/cgi/doi/10.1542/peds.2012-0151
doi:10.1542/peds.2012-0151
Accepted for publication Apr 17, 2012

Address correspondence to Annie Janvier, MD, PhD, Department
of Pediatrics and Clinical Ethics, University of Montreal,
Neonatologist and Clinical Ethicist, Sainte-Justine Hospital, 3175
Chemin Cote-Sainte-Catherine, Montreal (QC), H3T 105 Canada.
E-mail: anniejanvier.hsj@ssss.gouv.qc.ca; anniejanvier@hotmail.
com

PEDIATRICS (ISSN Numbers: Print, 0031-4005; Online, 1098-4275).
Copyright © 2012 by the American Academy of Pediatrics

FINANCIAL DISCLOSURE: The authors have indicated they have
no financial relationships relevant to this article to disclose.

FUNDING: This research was funded by a grant from Fondation
Go. This foundation supports research for orphan hereditary
diseases.

PEDIATRICS Volume 130, Number 2, August 2012

\ encounters with health care providers. /

WHAT’S KNOWN ON THIS SUBJECT: Trisomy 13 and 18 are
conditions with 1-year survival rates of less than 10% and have
traditionally been treated with palliative care. There are
increasing reports of ethical dilemmas caused by parental
requests for clinical interventions.

WHAT THIS STUDY ADDS: Parents who belong to social networks
report an enriching family experience and describe surviving
children as happy. Many of these parents describe challenging

BACKGROUND: Children with trisomy 13 and trisomy 18 (T13-18) have
low survival rates and survivors have significant disabilities. For these
reasons, interventions are generally not recommended by providers.
After a diagnosis, parents may turn to support groups for additional
information.

METHODS: We surveyed parents of children with T13-18 who belong to
support groups to describe their experiences and perspectives.

RESULTS: A total of 503 invitations to participate were sent and 332
questionnaires were completed (87% response rate based on site visits,
67% on invitations sent) by parents about 272 children. Parents reported
being told that their child was incompatible with life (87%), would live
a life of suffering (57%), would be a vegetable (50%), or would ruin their
family (23%). They were also told by some providers that their child
might have a short meaningful life (60%), however. Thirty percent of
parents requested “full” intervention as a plan of treatment. Seventy-
nine of these children with full T13-18 are still living, with a median age
of 4 years. Half reported that taking care of a disabled child is/was
harder than they expected. Despite their severe disabilities, 97% of
parents described their child as a happy child. Parents reported
these children enriched their family and their couple irrespective of
the length of their lives.

CONCLUSIONS: Parents who engage with parental support groups may
discover an alternative positive description about children with T13-18.
Disagreements about interventions may be the result of different
interpretations between families and providers about the experiences
of disabled children and their quality of life. Pediatrics 2012;130:293—
298
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Trisomy 13 and trisomy 18 (T13-18) are
frequently referred to as being “lethal”
disorders because of their poor out-
comes." The risk of fetal loss during a
pregnancy with T13-18 is high.2 Children
born with T13-18 have survival rates
beyond 1 year of 6% to 12% and have
profound neurodevelopmental disabili-
ties when they survive.3=7 Some children
do not have “full” T13-18 but instead
have 1 of many variants of these chro-
mosomal conditions, with outcomes than
can be much less severe.8?

The American Academy of Pediatrics
Neonatal Resuscitation Program text-
book recommends against resuscitation
for these conditions.® The 2010 Ameri-
can Heart Association guidelines make
similar recommendations, on the basis
of “unacceptably high morbidity.”!
A significant number of pregnancy termi-
nations occur after a prenatal diag-
nosis of T13-18.7.1213 Nonetheless, some
women continue their pregnancy and
may request medical interventions for
their child. Parental narratives describe
a lack of support and understanding
after making choices that are not seen
as being acceptable to physicians.14-17 A
small study describes dissatisfaction
with health care experiences after a
prenatal diagnosis of T18.18

Internet social networks are an alterna-
tive source of information and support
forfamilies after a new diagnosis.In 1997,
the first trisomy Internet-based support
group was created. By September 2010, at
least 18 English-language Internet-based
parental support groups dedicated to
T13-18 existed (see the Appendix). These
groups provide resource information
as well as pictures and details about
children with T13-18. Many parent groups
send a message about T13-18 that seems
to be dissonant with the “conventional”
clinical view. For example, Web site visi-
tors are often directed to a You-tube video
called “99 balloons,” describing the short
life of a child with T18 (www.youtube.
com/watch?v=th6Njr-gkg0). To date, the
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empirical data on the parental per-
spectives of having a child with T13-18
are limited.

The overall objective ofthis study was to
describe the experiences of parents
who are members of social networks
and who have (had) children with T13-
18. A better understanding of the par-
ental perspective may facilitate com-
munication and decision-making between
providers and parents.

METHODS

A computer-assisted self-completion
questionnaire was designed using ex-
pert opinion, including focus groups
and 2 pretests involving a total of 10
parents. One ofthe collaborators in this
study is a parent (B.F).

The 18 English-language Web sites and
Facebook groups dedicatedtoT13-18 (see
the Appendix) were contacted and 570
e-mail addresses of individuals who had
made their e-mail addresses accessible
were obtained. Our inclusion criteria
were as follows: parents of children who
live(d) with full T13-18, mosaicism, and
other structural variationsinvolving
chromosomes 13 and 18 (called variants
in this article). Our exclusion criteria
were the following: respondents other
than the parent, diagnoses other than
T13-18, familieswho experienced in utero
deaths, and incomplete questionnaires.

The 503 potential participants received
an e-mailto participate inthe study with
the Internet link to the study site. They
were then sent 3 reminders, with 3
weeks between each reminder. The last
reminder was sent inJanuary 2011.The
first page ofthe questionnaire described
the nature of the study and asked for
their consent to participate by checking
a box. Participants could access the
survey only if they had checked that box.
A 1-use linkto the survey was generated
for each participant and only responses
obtained with this link were accepted to
ensure that each individual parent could
participate only once. All respondents

were asked 10 open-ended and 12 demo-
graphic questions. Questionnaires were
considered complete if 6 specific ques-
tions had been answered: respondent
identification (mother or father); diag-
nosis of “full” T13 or 18 or other variants,
birth date, whether the diagnosis was
made prenatally or postnatally, level of
medical intervention provided; whether
the child died before initial discharge
home, and whether the child was living
at the time of the survey.

The answers to these questions deter-
mined which additional questions were
presented: from a minimum of 31 to a
maximum of 106 questions.

For questions related to parental per-
spectives, we analyzed responses from
all respondents. For questions related to
clinical outcomes, we analyzed respon-
ses describing children with full T13-18
and who were still alive. When 2 par-
ents answered questions for the same
child, we used only maternal answers.
We used descriptive statistics for quan-
titative data. Open-ended questions
were analyzed by the development of
themes, the applications of the themes
to the responses by 2 authors (A.J. and
B.F), and the resolution of discrep-
ancies by consensus. NVivo 9 (QSR
International, Melbourne, Australia)
was used to assist with the qualitative
analysis.’®20 This study obtained ethics
approval from Sainte-Justine Hospital.

RESULTS

Between October2010and January 2011,
903 e-mails with an invitation to answer
the survey were sent. The survey site had
386 visitors with 380 visitors satisfying
inclusion criteria. A total of 354 surveys
were returned and 332 were completed
(87% response rate based on site visits,
67% response rate based on invitations
sent).

Parents and Children

The 332 respondents consisted of
74 fathers and 258 mothers. They
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answered questions for 272 children:
both parents answered the question-
naire for 60 children; there were only
maternal answers for 194 children and
only paternal answers for 18 children
(Table 1). Most parents (76%) were from
the United States, 8% were from Canada,
6% were from the United Kingdom,
and 9% were from 12 other countries.
When their child with T13-18 was born,
the median age of parents was 33 years;
35% were older than 35 years. Seventy
percent already had children and 23%
had 3 children or more. Almost all pa-
rents (99%) completed high school, and
most (68%) completed at least 1 uni-
versity degree, with 256% also completing
postgraduate studies. Parents generally
described themselves as religious
(89%), with 37% not attending religious
services. Demographic factors were
similar between mothers and fathers
and between parents of children with
T13 and T18.

A total of 216 children had full T13-18
(Table 2); 44% of these had T13 and
82% were born after 2000. Forty percent
lived more than a year and 37% are still
alive. Survival to 1 year for children with
full T13-18 was 40%, whereas survival to
age 5 was 21% (Table 2). Of these 79
living children, 96% with T13 and 91%
with T18 are older than 1 year.

Interventions in Children With Full
713-18

Of these 216 children, 25% received “full
intervention as for any child,” and half
received comfort care (Table 3). There was
no association between the parents’ edu-
cation or religiosity and the plan of care.

0f the 104 newborns who received com-
fort care, one-third died before hospital

discharge, half died before 3 months of
age, and athird lived beyond 1 year (Table
3). Parents of children who died de-
scribed the overall experience of their
child’s life as being positive (88%);
68% had no regrets and 31% regret-
ted that they did not consider more
interventions.

Of the 53 newborns who received full
interventions, one-third died before
discharge, 36% died by the age of 3
months, and half lived beyond 1 year.
There were similar proportions of T13
and 18 among the 1-year survivors. Par-
ents of children who died despite inter-
ventions describedthe overall experience
oftheir child’s life as being positive (89%),
with 89% reflecting that they made the
right decisions, with no regrets. A car-
diac malformation was present in 146
children, of which 25 had heart surgery.
All children went home after the surgery.
Of these, 21 live(d) more than 1 year
after surgery and 10 live(d) 5 years after
surgery.

Clinical Outcomes in Children Who Are
Gurrently Living

Seventy-nine children with full T13-18
are living, with a median age of 4 years
and 98% live athome.Only 1 child withT18
used a tracheostomy with ventilation,
11% always used supplemental oxygen,
94% sometimes used supplemental ox-
ygen, and 59% had a gastrostomy but
some used it only intermittently. The
children had significant developmental
delays but gained milestones over time
(Table 4). Almost all parents (95%) re-
ported they communicated with their
children and understood their needs;
99% of parents described their child as
a happy child.

TABLE 1 Description of Parents of Children With T13-18

ARTICLE

Parental Experiences

Family Impact

Of the 187 parents whose children died,
89% reported that the overall experience
oftheir child’s life was positive. 0fthe 159
parents whose child lived longer than 3
months, half stated that their child ex-
perienced more pain than other children
and half recognized that caring for a
special needs child was more difficult
than they thought it would be. Yet, 98%
reported that this child enriched their
life. Ofthe families inthis cohort who had
other children (n=160), 82% felt that this
child had a positive effect on siblings. Of
all the parents, 3% report that their
marriage dissolved since the diagnosis
of T13-18, and 68% stated this child had
a positive effect on their relationship.

When all parents were asked ifthey would
continuethe pregnancy ifthey discovered
they were expecting another child with
T13-18,8% responded negatively, 9% were
unsure, and 83% responded positively or
stated that they would not have pursued
prenatal testing in the first place.

Financial Impact

0f the 160 parents who cared for a child
who lived more than 3 months, 91% of
fathers and 27% of mothers worked full
time during their child’s life. Seventy
parents (44%) whose child lived longer
than 1 year stated they found the finan-
cial sacrifices related to their child to be
very challenging.

Interactions With Health Care
Providers

Most parents (63%) report they met a
special health care provider who helped
them but 37% of parents who chose
clinical intervention for their child felt
judged. Parents reported being told by
some providers after their childs diag-

Characteristic All Parents (n = 332), Parents With Full T13-18 (n = 261),

nosis that their child was incompatible

n (%) n (%)

o 0 ) ) )
other 258 (78) 202 (77) W|th life (87%), would live a life of suf
Father 74 22) 59 (23) fering (57%), would be a vegetable (50%),
Parents whose children are still alive 245 (44) 93 (36) would live a meaningless life (50%),
Prenatal diagnosis 128 (39) 114 (44)

would ruin their marriage (23%) or
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would ruin their family (23%). However
parents reported that some providers
told them that their child may enrich
their family (16%), might have a short
meaningful life (60%), or might survive
for many years (43%). The proportion of
parents who reported these comments
made about full T13-18 versus variant
T13-18 were similar.

In our analysis of the open-ended re-
sponses, parents reported appreciating
the following from health care providers:
referring to the child by name (even if
unborn), offering totake pictures (inand
ex utero), referring to other families or
web sites, and describing not only those

TABLE 2 Description of Children With T13-18

organs that had malformations but also
those that did not have malformations.

The most common negative comment
made by parents was a sense that health
care providers did not see their baby as
having value, as being unique, as being
a baby: “He is not a trisomy 13, his name
is Sam”; “For them she was only a ge-
netic label”; “Sarah is human, she is not
adiagnosis”; “They never asked what
her name was, she was a lethal Tee-18".
Parents reported they particularly
disliked health care providers calling
their fetus or child an “it,” a “that”
a “vegetable,” ora“T130rT18.” They also

strongly disliked the following terms:

Characteristic All Children Full T13-18 Full T13 Full T18
(n=272), n (%) (n=216), n (%) (n=94), n (%) (n=122), n (%)

Prenatal diagnosis 107 (39) 97 (45) 49 (52) 48 (39)
Weighed <5 Ib at birth 136 (50) 120 (56) 31 (33) 89 (73)
Still alive 120 (44) 79 (37) 25 (27) 54 (44)
Went home after birth 199 (73) 150 (69) 55 (59) 95 (78)
Lived <6 mo 126 (46) 118 (55) 64 (68) 54 (44)
Lived longer than 1y 134 (49) 86 (40) 27 (29) 59 (48)
Lived longer than 5y 73 (27) 45 (21) 17 (18) 28 (23)
Lived longer than 10y 41 (15) 26 (12) 8 (9) 18 (15)

TABLE 3 Survival Related to Level of Intervention for Children With Full T13-18 (n = 216)

Level of Intervention Died Before Died <1wk, Died <3 mo, Lived>1y Lived >5y,

Discharge, n (%) n (%) n (%) n (%) n (%)

Full intervention (n = 53) 17 (32) 9 (17) 19 (36) 28 (53) 13 (25)

T13 (n=19) 737 3 (16) 8 (42) 10 (53) 5 (26)

T18 (n = 34) 10 (29) 6 (17) 11 (32) 18 (53) 8 (24)

In between full intervention 12 (20) 12 (20) 24 (41) 27 (46) 15 (25)
and comfort care (n = 59)

Comfort care (n = 104) 37 (36) 36 (35) 54 (52) 31 (30) 17 (16)

TABLE 4 Neurodevelopmental Milestones of Children With Full T13-18 Who Are Still Alive and at

Least 1-Year-Old (n = 64)

Milestones 1-3y, % (n=21) 3-10y, % (n = 20) More than 10y, % (n = 23)
Smile 100 100 100
Laugh 95 95 96
Point at objects 5 37 65
Says “mama” or “papa” 24 45 35
Plays with toys 86 95 100
Rolls over 90 100 100
Sits up 24 60 91
Stand with assistance 24 85 91
Stand without assistance 0 20 17
Walk with a walker 5 50 74
Walk unassisted 0 10 0
Eats by mouth 86 75 87
Eats alone 10 15 39
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”»

“incompatible with life,
time/energy,” “lethal,” “
we can do for him/her,” “you can have
another one,” “this child will hurt you/
your family/your children.”

‘waste of money/
there is nothing

DISCUSSION

We describe the perspectives of 332
members of parent support groups
who have children that live(d) with T13
or T18; this is the largest cohort of
parents described to date. The chil-
dren described by these parents had
similar birth weights and neurodevelop-
mental outcomes to those described
in population-based studies®’; however,
40% of children with full T13-18 in this
study survived longer than 1 year, a rate
that is much higher than described in
the population studies.7 This cohort of
patients is not a representative sample
from which one could derive valid pop-
ulation survival figures, as this was not
a population sample with a defined time
frame and geographical area. Also, we
hypothesize that parents whose chil-
dren survive longer are more likely
to join support groups, contributing to
inflated survival rates in our results.
Most parents in these support groups
were American mothers who were
“older” than average during their preg-
nancy.222 They had more children com-
pared with average? and were more
educated than individuals in the same
age group in the United States.2

Although most parents described their
children as having significant neuro-
developmental disabilities, almost all
parents reported a positive view of fam-
ily life and the quality of life of their
child with T13-18. These parents over-
whelmingly described surviving children
as happy and stated that they were able
to communicate with them to under-
stand their needs. Parents seemed to
accept their children’s limitations and
to celebrate their small achievements.
When children died, parents viewed
their short lives as being valuable. Yet at



the same time, parents acknowledged
that there were significant financial
sacrifices and that their children expe-
rienced more pain than other children.
Most parents reported that their family
was strengthened since the birth, and
often the death, of a child with T13 or 18.

Parental decision-making was not ho-
mogeneous and reported outcomes
were diverse, even in this cohort. Most
parents in this cohort did not choose
full interventions for their child. About
one-third ofthe children whose parents
chose a plan of comfort care survived
beyond 1 year. A similar proportion of
children whose parents chose a plan of
full interventions died by the age of 3
months. When full interventions were
chosen, similar proportions with trisomy
13 and trisomy 18 survived more than 1
year. It appears that interventions were
effective in prolonging life of some chil-
dren but were ineffective for others.
Parents who become involved in social
networks are likely to gain knowledge of a
diverse range of choices and outcomes.

Ourresults suggestthatthere are many
areas in which the parental experience
of having a child with T13-18 differs
profoundly from the “conventional” view
within the medical community. Recently,
many articles have been published per-
taining to the ethical and medical man-
agement of children with T13-18.25-33
The quality of life of the child living with
T13-18 is often described as a justifica-
tion for not providing interventions for
these diagnoses. For example, a com-
mentary written by Catlin3' acknowl-
edged that interventions might prolong
life, but “System by system [children with
T-18] could undergo interventions; to my
knowledge, the infant-level of intelligence
would not change.” Some authors de-
scribe interventions for these children
as going against their best interests
because of their unbearable life 28:3052-54
As an illustration, Kopelman33 suggested
that “most adults would not want to
prolong children’s lives with life-saving

PEDIATRICS Volume 130, Number 2, August 2012

intervention if, like baby T (with T13),
they faced an existence of severe and
intractable pain.”

Many articles point to the negative ef-
fects these children have on families,
siblings, parents, marriages, finances,
and so forth, without any datato support
these claims.27.28-33 The parents in this
survey heard many of these predictions
from their health care providers. Par-
ents of children with variant (as op-
posed to full) T13-18 were provided
with similar predictions despite the
major heterogeneity of variant T13-18.8
These predictions did not turn out to be
true.

This study has some limitations. As noted
earlier, this is not a representative
sample of children born with T13-18. We
have no data on women who chose to
terminate their pregnancy nor data on
couples who experience a fetal loss.
Further, these are self-reported ques-
tionnaires with their inherent biases.
Despitethese limitations, because of our
high response rate and large sample
size, we are confident that our data
provide a good representation of the
quality of life and outcome of this com-
munity of parents and their children. This
community of parents likely influences
parents with a new T13-18 diagnosis.

Such data are critical to address the
complex ethical issues that are increas-
ingly present in the medical literature.
A recent publication demonstrated that
44% of neonatologists would be willing to
initiate resuscitation for a neonate with
T18.28 The authors state that: “There was
universal consensus that T18 was a le-
thal anomaly [...] We speculate that
support for the best-interest standard
for neonates is diminishing in favor of
ceding without question to parental
autonomy [...] some neonatologists have
an ethics of abdication.”26

This ethical analysis is incomplete with-
out evidence of the parents’ experience.
Quality of life and best interest consid-
erations are essentially subjective. Health

ARTICLE

care providers and parents frequently

have different views on “a good quality of
|ife.”35.36

Some parents would rather have a child
with extremely severe disabilities than
a dead child, more than many physi-
cians.3” We acknowledge that most
women choose to terminate a preg-
nancy with T13-18 and that this decision
may also reflect the values of many
physicians as well. The broader social
implication of decisions to terminate or
intervene are beyond the scope of this
article; our focus here is primarily to
include the perspectives of those fami-
lies who participate in social networks

Parents of children newly diagnosed with
T13-18 who become integrated with so-
cial networks may acquire views, hopes,
and expectations that are incongruous
with those held by some of the clinicians
they will encounter. Providers should be
aware of the experiences of those fam-
ilies represented in this article. When
parents request medical interventions, it
may be because of what they have
learned in their social networks.

APPENDIX

English-Language Internet-Based
Parental Support Groups Dedicated
to T13-18

Facebook groups:
Trisomy 13-Patau Syndrome
the Trisomy 18/13 Journey
SOFT UK Trisomy 13/18
Faces of trisomy
Trisomy 18 mommies
Living with trisomy 13
Support Organization for Trisomy
Patau Syndrome NEWS
Online groups:

Support for families of babies with Tri-
somy 13, wwwirisomy18support.org

Patau's syndrome, http://trisomy13-
patausyndrome.blogspot.ca/

www.noahsneverendingrainbow.org
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www.benotafraid.net

www.trisomy.org
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REFERENCES

1.

10.

11.

12.

298

Koogler TK, Wilfond BS, Ross LF. Lethal
language, lethal decisions. Hastings Cent
Rep. 2003;33(2):37—41

. Morris JK, Savva GM. The risk of fetal loss

following a prenatal diagnosis of trisomy
13 or trisomy 18. Am J Med Genet A. 2008;
146(7):827-832

. Baty BJ, Blackburn BL, Carey JC. Natural

history of trisomy 18 and trisomy 13: I.
Growth, physical assessment, medical his-
tories, survival, and recurrence risk. Am
J Med Genet. 1994;49(2):175-188

. Baty BJ, Jorde LB, Blackburn BL, Carey JC.

Natural history of trisomy 18 and trisomy
13: Il. Psychomotor development. Am J Med
Genet. 1994;49(2):189-194

. Parker MJ, Budd JL, Draper ES, Young ID.

Trisomy 13 and trisomy 18 in a defined
population: epidemiological, genetic and
prenatal observations. Prenat Diagn. 2003;
23(10):856-860

. Rasmussen SA, Wong LY, Yang Q, May KM,

Friedman JM. Population-based analyses of
mortality in trisomy 13 and trisomy 18.
Pediatrics. 2003;111(4 pt 1):777-784

. Vendola C, Canfield M, Daiger SP, et al.

Survival of Texas infants born with tri-
somies 21, 18, and 13. Am J Med Genet A.
2010;152A(2):360-366

. Tucker ME, Garringer HJ, Weaver DD.

Pheontypic spectrum of mosaic trisomy 18:
two new patients, a literature review, and
counselling issues. Am J Med Genet A.
2007;143(5):505-517

. Griffith CB, Vance GH, Weaver DD. Pheno-

typic variability in Trisomy 13 mosaicism:
two new patients and literature review. Am
J Med Genet A. 2009;149A(6):1346—1358
American Academy of Pediatrics, Kattwinkel J,
ed. Textbook of Neonatal Resuscitation. 5th
ed. Elk Grove Village, IL: American Academy of
Pediatrics; 9-1-9-16

Morrison LJ, Kierzek G, Diekema DS, et al. Part
3. ethics: 2010 American Heart Association
Guidelines for Cardiopulmonary Resuscitation
and Emergency Cardiovascular Care. Circu-
lation. 2010;122(18 suppl 3):S665-S675
Crider KS, Olney RS, Cragan JD. Trisomies
13 and 18: population prevalences, char-
acteristics, and prenatal diagnosis, metro-
politan Atlanta, 1994-2003. Am J Med Genet
A. 2008;146(7):820-826

JANVIER et al

13.

20.

21.

22.

23.

24.

25.

26.

www.soft.org.uk
www.trisomyonline.org

www.softireland.com/

Michalitsi VD, Skentou H, Euripioti H, et al.
Attitudes of pregnant women regarding
termination of pregnancy for fetal abnor-
mality. Prenat Diagn. 2010;30(10):97.7—
97.80

. Farlow B. Misgivings. Hastings Cent Rep.

2009;39(5):19-21

. Farlow B. The decision to accept disability,

one family’s perspective. Barbara Farlow.
Paediatr Child Health (Oxford). 2008;13(5):
367

. Farlow B. Choosing the road less traveled.

Curr Probl Pediatr Adolesc Health Care.
2011;41(4):115-116

. Thiele P. He was my son, not a dying baby.

J Med Ethics. 2010;36(11):646-647

. Walker LV, Miller VJ, Dalton VK. The health-

care experiences of families given the
prenatal diagnosis of trisomy 18. J Peri-
natol. 2008;28(1):12—19

. Creswell JW. Research Design: Qualitative,

Quantitative, and Mixed Method Approaches.
Thousand 0Oaks, CA: Sage Publications; 2003
Denzin NK, Lincoln YS. Handbook of Quali-
tative Research. 2nd ed. Thousand Oaks,
CA: Sage Publications; 2000

Centers for Disease Control and Prevention.
Births and natality. Available at: www.cdc.
gov/nchs/fastats/births.htm. Accessed May
28, 2011

NCHS Data Brief. Delayed childbearing:
more women are having their first child
later in life. Available at: www.cdc.gov/
nchs/data/databriefs/db21.pdf.  Accessed
May 25, 2011

US Census Bureau. Fertility of American
Women: 2008. Available at: www.census.
gov/prod/2010pubs/p20-563.pdf. Accessed
May 27, 2011

US Census Bureau. American Fact Finder.
Available at:  http://factfinder.census.gov/
servlet/STTable?_bm=y&-geo_id=01000US&-
gr_name=ACS_2006_EST_G00_S1501&-ds_na-
me=ACS_2006_EST_G00_&-redoLog=false.
Accessed May 27, 2011

Mercurio MR. The ethics of newborn re-
suscitation. Semin Perinatol. 2009;33(6):
354363

McGraw MP, Periman JM. Attitudes of neo-
natologists toward delivery room manage-
ment of confirmed trisomy 18: potential

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

www.hopefortrisomy13and18.org
www.prenatalpartnersforlife.org
www.livingwithtrisomy13.org

factors influencing a changing dynamic.
Pediatrics. 2008;121(6):1106—1110

Carey JC. Attitudes of neonatologists toward
delivery room management of confirmed
trisomy 18: potential factors influencing a
changing dynamic. Pediatrics. 2009;123(3).
Available at: www.pediatrics.org/cgi/content/
full/123/3/e547

Janvier A, Okah F, Farlow B, Lantos JD. An
infant with trisomy 18 and a ventricular
septal defect. Pediatrics. 2011;127(4):754—
759

Wilkinson DJ. Antenatal diagnosis of tri-
somy 18, harm and parental choice. J Med
Ethics. 2010;36(11):644—-645

Lyneham J. Is there harm in silence? J Med
Ethics. 2010;36(11):642—-643

Catlin A. Trisomy 18 and choices. Adv Neo-
natal Care. 2010;10(1):32

Donohue PK, Boss RD, Aucott SW, Keene EA,
Teague P. The impact of neonatologists’
religiosity and spirituality on health care
delivery for high-risk neonates. J Palliat
Med. 2010;13(10):1219-1224

Kopelman LM. The best interest standard
in treatment decisions for young children. In:
Pediatric Bioethics. Cambridge, United King-
dom: Gambridge University Press; 2010:3
Kumar, P Care of an infant with lethal
malformation: where do we draw the line?
An infant with trisomy 18 and a ventricular
septal defect. Pediatrics. 2011;128(6). Avail-
able at: www.pediatrics.org/cgi/content/full/
128/6/e1642

Saigal S, Rosenbaum PL, Feeny D, et al.
Parental perspectives of the health status
and health-related quality of life of teen-
aged children who were extremely low
birth weight and term controls. Pediatrics.
2000;105(3 pt 1):569-574

Streiner DL, Saigal S, Burrows E, Stoskopf
B, Rosenbaum P. Attitudes of parents and
health care professionals toward active
treatment of extremely premature infants.
Pediatrics. 2001;108(1):152—157

Lam HS, Wong SP, Liu FY, Wong HL, Fok TF,
Ng PC. Attitudes toward neonatal in-
tensive care treatment of preterm infants
with a high risk of developing long-term
disabilities. Pediatrics. 2009;123(6):1501—
1508


http://www.benotafraid.net
http://www.trisomy.org
http://www.leona-ev.de
http://www.soft.org.uk
http://www.trisomyonline.org
http://www.softireland.com/
http://www.hopefortrisomy13and18.org
http://www.prenatalpartnersforlife.org
http://www.livingwithtrisomy13.org
http://www.cdc.gov/nchs/fastats/births.htm
http://www.cdc.gov/nchs/fastats/births.htm

