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Hemoglobinopathy Turn Around Time
(Result notification to confirmatory specimen collection)

» Follow-up Specialist
communication of
perceived excess turn
around time & effort

» Data analysis of TAT for
all conditions and types
supports the perception

Result/condition Mean Median | Range
Bio 2.8 1.0 -4.25t0 14
CAH 4 % 0to 20
CPH 1.67 1.0 -3to 14
CF (rec sweat @ 2wks) | 7.33 ¥ 5-9
Gal 5 5 5
Hgb Clinically 4.5 5 Oto9
Significant
Hgb Clinical 11.52 4 0-119 days
Significance with 1 not
Unknown confirmed
Hgb Likely trait 12.2 7 0-181 days
with 9 not
confirmed
MS/MS Significant 2 2 -1t05
MS/MS slight/abn 2.26 1 0to 13
MS/MS hyperal N/A N/A N/A

Unsatisfactory

2012 1st & 2nd quarter

7.44

1to 45

Time from result notification to

confirmatory specimen collection




Why the difference?

» Look at NBS Registry Data
' 187 mothers, ages 15-43 (mean and median 26)

Mom’s survey

32 responses (17% response after adjusting for
undeliverable/no address)

» Baby’s Health Care Providers
. 22 of 129 (17% response)

),




Registry

» Registry includes:
> baby and mother demographics
> physician info
- documentation of follow-up activities (e.g. when
notified, 2nd requests etc.) and
- dates/ages at confirmation, diagnosis and initiation
of treatment or intervention




Mother’s survey

» How they were told
(phone, clinic visit,
hoth)

» How soon they took
paby back in

Content communicated
by their baby’s health
care provider

“Worry” factor
Problems/barriers
Facilitating factors
Age & Education

v

vV Vv vV Vv

» Limitations:

- Retrospective

- Responses NOT
matched to registry
data so could not
verify T-A-T accuracy

> Did not ask what type
of hemoglobinopathy
their infant’s result
showed, so could not
stratify “urgency’.



Mothers demographics Registry vs. self report

Mother’s Age

i Less than 20 (N=18)
L 20-25 (N=71)
~ Over 25 (N=98)

i 20-25 (N=9)
i Over 25 (N=23)

i High school or
less (N=92)

& High school or
less (N=11)

Mother’s
i Bachelors or 3
some college e d u Cat Ion

i Bachelors or
some college

(N=86) (N=12)
.. Masters or Phd .. Masters or Phd
(N=9) (N=9)

Mother’s self report

Registry




When Baby was taken in for confirmatory test
(Registry vs. Self Report)

B The same day [ was told
by my baby's doctor's
office (N=8)

B Within the next couple of
days after [ was told by
my baby's doctor's office
(N=13)

= In about a week or two
after my baby's doctor's
office told me (N=2)

i Same day (N=12)
i 1-5 days (N=75)
© 6-14 days (N=47)
i 15 or more days

(N=42)
i Not tested (N=8)

H Several weeks after my
baby's doctor's office
told me (N=4)

® Did not take in (N=5)

Registry self -report




Associations considered:

» Relationship between turn around times and:

(0]

(©)

(0]

mother’s age

education

mode of health care providers’ communication of
abnormal result

level of healthcare provider’s concern as perceived
by mother

whether health care provider gave mothers reason
to be concerned, or reason to NOT be concerned

whether health care provider explained what the
results meant for the baby, or for future babies, and

whether health care provider encouraged mom’s to
take baby in within next few days or not



Factors with positive influence for
faSte r t u rn a’ rO u n d Mother’s Survey: TAT by mother’s

age (p<.5)
» Older mothers were 100% -

significantly more
likely to self report
having their baby
tested within a couple

of days a0
0%

78%
80% - .

60% -

40% -

20-25(N=9)  Over 25 (N=23)

i The same day or next couple of days
u After a couple of days
- Did not take in




Factors with positive influence for
faster turn around

» Overall \ mother’s Szzfo-/reportedTATbybaby’s doctor’s office notification. (p<.01)
notified by phone : = ”
were the most likely % o |
to have their baby e .
tested within a couple ,, ., . w
of days. "

0% -

4 Th ey were aISO maore neither (N office visit (N=5) phone call (N allandm51t(N 11)
Ilkely tO be tOId “Why” i The same day [ was told by my baby's doctor's office
the test was needed i Within the next couple of days after I was told by my baby's doctor's office

h . f h . In about a week or two after my baby's doctor's office told me
W en nOtI IEd Over t e i Several weeks after my baby's doctor's office told me
phone & Did not test




Factors with positive influence for
faster turn around

3 Ba b | es were more I | ke Iy iif;r;s:ﬁl(.l['ll'ﬁl;)l;}){babysdoctOrs office telling mothers why testing

to be tested early if the w4
doctor’s office told the ™/

60% -

mothers “why” they " R
needed to do so. o

» ...and if they were told " Told why (N=20) Not told why (N=11)
What the screen reSUIt i The same day or within the next couple of days
mlght mean f or thelr & After a couple days (1 week to several weeks later)

- Did not take test

baby’s health




Other findings:

» Sense of worry:

> Although reported “worry”
was greater |f nOtiﬁEd Of Self-reported TAT by baby’s doctor’s office providing reason{s} to worry.
results only at clinic visit (e=ns)
(vs. phone or both), sense % 8%
of worry was NOT . o

3 . 60% -
associated with mothers

3 40% - . .
educational level, age, or ,,, | l 14% 2% 21%
faster or slower turn 055 g L |

aroun d t| mes. Given reason (N=7) Not given reason (N=24)
N A d ou b I en Ot|f| Cat| on (e g i The same day or within the next couple of days
QAN A e WL i After a couple days (1 week to several weeks later)
phone and clinic visit) was |
. Did not take test

however associated with
reduced worry.




Factors with positive influence on
faster turn around

Self-reported TAT by mother’s reports of problems. (p<001)
» Mothers who reported

87%

no problems such as 0

lack of insurance or 05 -

transportation were far =

more likely to get 8

confirmation within a S — —
coup le of d ays & The same day or within the next couple of days

i Atter a couple days (1 week to several weeks later)

.- Did not take test




Developed insert card for parents to take with them to baby’s

healthcare provider appointment
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Health Care Provider’s survey

» Beliefs about necessity, importance and
timing of confirmatory testing

» Perceptions about what barriers mothers face

» Which of several suggested procedures their
office follows to ensure follow up

» Willingness to adopt “scripts” using principles
of risk communication



Physician survey results

Proportion of physicians who feel confirmatory testing should be
done within a specific timeframe.

m Within first few
weeks (N=6)

@ Within 1-6 months
(N=7)




Physician Perceptions of Barriers That Contribute to Slower
Response Times for Testing

Transportation limitations (N=15)
Education level (N=11)

Mom doesn't understand implications of having a...
Mom doesn't understand implications for future...

Mom doesn't understand benefits of earlier...

Mom's change of phone (N=8)

Mom already knows her and baby's father's trait...
Mom doesn't understand implications for child's...

Literacy level (N=7)

Language barriers (N=7)
Maturity of mother (N=7)
Mom's change of address (N=4)
Financial limitations (N=4)

Age of mother (N=3)

Domestic instability (N=2)
Homelessness (N=1)

32%
32%
32%
32%
32%

18%

18%

14%
9%
5%

36%
36%

68%
50%
50%
46%

| | I

0% 20% 40%

60% 80%

100%




Proportion of physicians reporting procedures practiced at their clinic.

Document all attempts to contact baby's
parent(s) for screening follow-up (N=17)

Routinely explain the NBS results to parent(s) at
first well-baby check (N=15)

Staff monitor for all abnormal screen reports
and promptly notify the nurse/doctor (N=14)

Staff verify screens results are in baby's medical
record by the first well-baby check (N=9)

Recommend/refer patients to social service
providers when additional supports are needed
(N=6)

Staff verify within 24 hours of receiving a
screening notice that patient is being seen at
clinic (N=6)

77%

64%

40%

60%

80% 100%



Health care provider beliefs correlate to office practices that
support their beliefs.

100% -

80% -

60% - 50% 50%

40%

|

20% -
0%

0% - 1

Confirm w/in first few Confirm w/in 1-6
weeks months

m Staff verify patient at clinic within 24 hours
m Staff do not verify within 24 hours




So what to do?

» Factors to impact: » Actions:
- Communication practices ; $ed_PeEW d?C\|/E|0pe_Cih
f health id oulupe videos wi
gfﬁceea; R TRTTH CME’s for confirming FS,

FAS, FA+Barts, FAV (link

- Beliefs of health care added to ACT sheets)
providers - Mother notification letters
- Understanding of health (from program) revised
care providers of > Physician letters (from
importance and value of program) revised
rapid follow-up > Physician ACT sheets
revised




Developed and distributed “Sooner is Better” brochure to educate health care providers

Newborn Screening Hemoglobinopathy Follow-up Information for Health Care Providers

The Newhorn Screening Program has analyzed
the time from notification of an abnormal
screen result to the time the baby’s repeat or
confirmatory specimen is collected for all of
the screening tests. It was found that the time
was longer for the hemoglobinopathies than
for any other condition.

The outertime limit for when babies with
sickle cell disease or other clinically sig-
nificant hemoglobinopathies should be
treated is 2
months. This
means that
the confirma-
" tion has been
. done, the pa-

_ tient has seen

a hematolo-

gist and parental education has begun.
This also correlates with the approximate
time by which prophylactic penicillin must
be started because protective maternal
antibodies have decreased.

For all hemoglobinopathies, soorer is
better when delivering comprehensive
care. Caregiver education needs to occur
earlier for
the best
outcomes.

For all babies with abnormal hem oglobi-
nopathy results “sooner is better” for
confirm ation.

Here are some of the reasons why:

*

*

Our society has become much more
mobile. & patient that is expected to
follow up in your office may move and/
or change phone numbers. Reaching
out and having the confirmation done
prior to these changes reduces the
effort required to contact the family.

Confirming baby’s trait status is im-
portant in order to document it in their
medical record. While with most traits
no health effects are usually expected
in children, knowledge of this status
can be critical later. Forthose with
sickle cell trait, in conditions of low oxy-
gen and heavy exertion, some patients
may be at risk of deep vein thrombosis
and rhabdomyolisis. Other traits are
known to interfere with some methods
of Hemoglobin A1C measurement.

A confirmed trait may have implica-
tions for the entire family. Parental
studies may be needed. Moms have
become pregnant again in a short time
frame. Delayingthe corfirmation of a
trait may delay mom’s learning about
her reproductive risk prior to another
pregnancy.

If the family decides to share the
information, relatives who are in the
reproductive age group may benefit
from knowing about the trait.

¢ Because fetal hemoglobin production
decreases with age, the opportunity to
confirm the presence of Bart’s
hemoglobin may be lost with a delay in
confirmation. Much more expensive
DN& analysis would be needed to
confirm alpha thalassemia status
without confirmation of the presence of
Bart’s hemoglohin.

¢ ‘Without rapid contact the opportunity
for confirmation of trait status may be
lost. &family may change physicians
without notifying your office. Therefore
the complete medical recaord may not he
obtained by the new physician and the
possible “trait” status may not be
confirmed.

Remember: When receiving an
abnormal hemoglohinopathy result
that “sooner is better” for reaching out
to the family and having the
confirmatory testing completed.

Mebraska State Law requires the
attending physician to follow-up on
abnormal screens.




Progress report data:

& E 16
° T 14
T80
g > 10
£ E 8
2g 6
v s 4
¥E 2
s c 0 I I T
£ £ qtr 112 qtr 212 qtr 3 qtr 412 qtr 112
o 3
2
ssmw Unknown significance =~ essss=Trait s Clinically significant
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