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enipuncture and heel prick for newborn screening,

although essential for early detection of newborn dis-

eases, are painful and repeated procedures that pose a
risk of long-term adverse outcomes.! Some parents refuse new-
born screening because of concerns about pain in their
infants.?® Evidence-based guidelines recommend that health
care professionals support use of breastfeeding, skin-to-skin
care, or sucrose or glucose to reduce newborn pain.** However,
these strategies are underused, and some health care profes-
sionals believe that mothers do not wish to be present during
painful procedures,® which means that many newborns suffer
unnecessarily during painful procedures. Parents of newborns
have reported feelings of powerlessness when not supported to
comfort their infant.” Despite this, attempts to improve use of
strategies to reduce pain have mostly targeted health care pro-
fessionals, and little research has targeted parents as partners
in pain treatment.

We involved parents of infants and clinicians in the design of a
trial, funded by the Ontario Child Health Support Unit, to evalu-
ate whether providing mother-baby units within hospitals in
Ontario with a video depicting use of pain-reduction strategies,
to be shown to parents before newborn screening, increases use
of recommended pain treatment during newborn screening com-
pared with delivering usual education targeted to health care
professionals only.

Our research team (which includes parents of infants), the
Baby-Friendly Initiative, and clinicians and researchers of neona-
tal pain and knowledge translation, coproduced a five-minute
parent-targeted and mediated® video (BSweet2Babies: https://
youtu.be/L43yOH6XEH4). The video portrays babies having blood
samples taken while being breastfed, held skin-to-skin and
receiving sucrose. The calming effects of these strategies are
powerfully portrayed and voice-over in user-friendly language
explains how parents can help use these strategies. Although the
video is publicly available on YouTube, this channel alone is a
passive means of disseminating knowledge,® and the impact of
the video on use of the recommended pain-reduction strategies
has not, until now, been systematically evaluated.

KEY POINTS

® High-quality synthesized evidence of effective pain
management during painful procedures in newborns exists, but
recommended strategies are used infrequently.

® Parents of infants wish to partner with health care professionals
to use pain-reduction strategies and comfort their babies during
painful procedures.

® Partnerships between parents of infants, health care
professionals, researchers and organizational leaders are key to
this patient-oriented research project.

® Parents were partners in the research team, contributing in all
aspects of the study, and especially informing ways to optimize
parents’ viewing of the video.

Caring for Babies: A Study of Ontario Maternal-Newborn
Hospitals on the Effectiveness of Parent-targeted Education
(ONesiE) (ClinicalTrials.gov NCT03099252), funded by OSSU
(the Ontario SPOR [Strategy for Patient-Oriented Research]
SUPPORT [Support for People and Patient-Oriented Research
and Trials] Unit), is a cluster randomized controlled trial (RCT),
with active patient engagement (in our case, parent engage-
ment). The objective was to evaluate whether providing
mother-baby units within hospitals in Ontario with the BSweet-
2Babies video before newborn screening increases use of rec-
ommended pain treatment during the procedures, compared
with mother-baby units with usual education targeted at
health care professionals only. A cluster RCT refers to random-
ization performed at the level of the whole unit, instead of indi-
vidual patients. The primary outcome was pain management
during newborn screening, a data element in the Better Out-
comes Registry and Network (BORN) Ontario!® routinely col-
lected by all participating mother-baby units.

The power of the study lies in the partnership between
parents of infants and health care providers at all stages of
this project, from coproducing the BSweet2Babies video,
through to planning all aspects of the RCT, including inform-
ing ways to optimize parents’ viewing of the video. The study
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will facilitate discussion of treatment options in order that This study evaluating the effectiveness of the BSweet2Babies
families can make informed decisions about their infants’ video when delivered at the level of the organization, on subse-
pain care (Box 1). quent use of effective pain management during newborn screen-

Box 1: A patient partner’s experience

After my daughter Mary was born, the nurse told me that she
needed to have newborn screening and then she took her away
from me to another room. | was worried that Mary would have a
painful and unhappy experience. | was lying in my bed imagining
that she was crying and struggling during her blood test. | wish |

ing has parent, health care professional and organizational lead-
ership partnership at its core. This has potential to benefit
newborn infants and their parents.
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those pain-treatment methods to me, whether | could breastfeed
my baby during the injections. The nurse said yes and completed
the vaccination while | was breastfeeding Mary. The whole injection
process was carried out smoothly and successfully, Mary barely
cried, and both the nurse and | were satisfied.

Although | have had my first success, | still feel concerned when | ask
health care professionals to help me use these strategies. First, | am
afraid they will not support me or decline my request. Not all have
knowledge about these pain-management strategies or they may have
doubts on the effectiveness, which makes them reluctant to help.
Second, | am worried that | will inconvenience them in their work.
Some prefer to conduct medical procedures without the presence of
parents. In addition, using these strategies might need more time and
patience, especially breastfeeding, which should begin a few minutes
before painful procedures. It makes me feel uncomfortable if
caregivers think | add a burden to their busy work. Third, lacking a
comfortable environment to implement these strategies will also be a
barrier. For instance, clinics or hospitals where sucrose isn’t available
or there are no suitable places to hold and breastfeed my baby will
weaken my willingness to use these strategies. Once, when Mary had
blood collected, | didn’t have a private place to breastfeed her and no
sucrose was available. | had to give up using these strategies as a result.

I think support from health care professionals will surely give
parents more confidence to use pain treatment, and the key to
successful implementation of these strategies lies in a close
cooperation between parents and health care professionals. This
needs not only parents and caregivers to realize the importance of
babies’ pain management but also to make their endeavours
happen. Supporting hospitals to initiate these strategies will
definitely be a good way to help benefit more families.
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More information on this project is available at www.ossu.ca/
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