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STAGE 1-INITIALDRAFT TO ESTABLISH TEXT CONTENT FOR FACTSHEETS

| Neondligundiee e Extracts from email exchange from NCC-WCH technical team to GDG - 3/3/2010

j =Yg emuiartnt inkuowbeinents BN STt S S “Low levels... - made change but used slightly instead of mildly - ok?

e B 17t L5 an your By i s Gl 1o o GeTosand High or rising... - agree that not all high bili levels require treatment but am struggling to come up with words that will express this without giving

g e 5 e | ‘ - A N AN AR, 550 T what i think would be confusing level of detail about the treatment threshold which we have not mentioned anywhere else - can you let me
s R e e I m know what you think this should say? ”

o L £y ey oo s et cmbaist ok o s ol oo s o 2 i “1) I’'m not sure of the following sentence reads well.

= towls odice dognosed? iy You need to contact your midwife (or on-call midwife) on the day that you believe that;

| e s [ oy o e e e e - Your baby’s skin, gums or eyes are becoming yellow (generally in the first week)

e et & 5y m—— How u_d 'rééred? e w"mybby'mjd - Your baby is drowsy or not feeding very well.

Mﬂ%— o I B N e eeeer - Your baby passes pale (chalky coloured) stools or dark, concentrated urine — this may occur at any time in the first few weeks of life.

Tl o ees ooy e RN e IR s The preceding sentence about jaundice in first 24 hours is very clear but i think this one needs a bit of tweaking to remove the repetition of

y Conuss o e o bl ne o et ecimast s b ‘that’. Instructions about what to do and when is something that Denise highlighted in her email last Thursday so this needs to be watertight.
S el 2) Should we make some reference to multiple phototherapy? The reason being that we say that breastfeeding can continue and then jump
e o ot o e e straight to exchange transfusion... do we need to be clear to avoid parents having confused expectations about the amount of contact they can

C e have with their baby during treatment?”

STAGE 2 - RE-WOTRKING TO NICE LAYOUT AND RE-DRAFTING / EDITING TO 2 PAGES

E il h bet NICE, NCC-WCH
Xtracts from email exchange between - \ el ol e
’ National Institute for jaundice?
technical t d GDG - 31/3/2010 B RRETa THEMATIC CONTENT
ni m an DG - 31 1 aundice in newborn babies: e st oo o o o e e
ecC Ca ed d information for parents and carers Eﬂnﬂy;:;hz:%ygg:hpjg%dogmgfé%ozgur L;y;hmdbw?hh mled'd ;;I{Cﬁgam \-I/-Vi_yl]EtM ES — 'I;zaﬂettl ;Zaflettz 'I;‘ZaflettB I:(ajaflett4 kzaflett5 'I;‘ZaflettG kzaﬂet; :_e:;flet Ei 'I;‘Zaflettg
”O i i i i i i 1 How should | check if my bab thistest again 6 0 12 hours lotor, . at Causes It: équate equate équate equate équate équate equate nadequate equate
ur main priority was to preserve as much information as possible about the visual st by b . : : : : : .
P y P P About jaundics nasjaundesr " " N——— Does anything Not stated Not stated Notstated 1 of 4 risk 1 of 4 risk 2of4risk  Lloférisk Lofdrisk  20f4risk
Inspection as this is the point in the pathway where we are speC|f|caIIy requesting Most newbom bables have joundice. ffyour  dpar o™ Perioulany during the frst weel: o Sy RO, il increase the risk? factors factors factors factors factors factors
a re nt a rti Ci ati On b:bg\: 2? Jaundrlr‘wcnee'(;h%;ri?ﬁ‘rm"sIg-ntie:mslgig(g‘sly * s::lﬁslt icfo)II(C)’lLJ‘rr S:Sz;;ssl:;nn?gl:‘s"{sllfg\ge Z:Z Mild jaundice does not ?ormaliy need any :2; To%sgl—tgfrt:e?rgzluer::isce \?:;s rg(r);lyfa L::Z
of the eye! e inside of the mouth or forehead and then spreads to the body, treatment, but your midwife will need to give amount o[ bilirubin in a bab)-/':rrt;loog isensg -
P p P - . . . . ?;e'kwshk,;g"-s‘é‘?z&?.';iyfeg mi' Kdti’e.,‘”x“gm . lg;ﬂé@:ﬁiggg;mm Foridirbers ;d‘;az,gtl"ln;kd"mﬂ; il Mg 'y‘g“h‘:s‘lh;“n?r'“bem '“ghé| p".ti"msl; What are the signs Not stated Adequate Not stated ~ Adequate Adequate Adequate Adequate  Adequate Adequate
After this we have prioritised information about routine treatment/most likely e ey * S L v ) S and symptoms?
nothing for you to worry about. But if you is is when your baby is crying and their high, they may need to go into hospital to get
scenarios ik et e by oo o Ko sioys ::h,‘;”m‘“ﬁ‘;h;’_‘:iﬁ .r“éfbe;ynuy pryg yo:,m ::gg::::? Your baby ?g\;oymmriv;n Y"?iﬂi st shouid 14 9 Babvs Are there any tests Adequate Adequate Yes butnot Adequate Adequate Adequate Adequate  Adequate Adequate
. ) . L. ” 35“?,?‘?,3 isB ";.a“:.e" B to: mw} ..b”:;‘ubén. d”; :ﬁgés skin to see if you can see a yellow Easlbg‘“’ :vlgll Eye piiiii‘;h”&:nijﬁi"!bf. r:hi:‘mss:'n?gi} jaundice does not clear up? or examinations spec|f|ed
e blood. Bilirubin is a chemical in the bo . : elps to break down the bilirubin, which wil or most babies, jaundice clears up within a -
Conversely information about unusual/serious cases has been kept to a minimum. | oty psse ot ey A28 6 ek sour byl i vou P o o e S B needed to confirm
developed énough to be able to get rid of the check at the same time‘of day and in brigh( e L csMacs 0L L INCI DAL o AaRh oL = 2
” . . . . . . dirubin and it atavs I the lood. and preferably natural light. Ask your midwife o By Will: 6 Blasad: Gnder et babies that were born premature), make sure the dla nOS|S')
...... we did discuss moving prolonged jaundice to the top but came to the conclusion e i et e b AR oot L TR I T 9
. . . . . ‘ T : ‘ WEBRERNE i sl ook for el o jaundics betys skin 64 posshie. Eye pade wh be O Mo rotlems What treatments  Stated 1 of 2 Stated 1 of 2 Stated 1 of Stated 1 of 2 Stated 1 of 2 Stated 1 of 2  Stated1 of Stated2of2  Stated 1 of 2
that this does not reflect way in which we have presented the recommendations in ke i T TR o e Description 0 of  Description 0 of 2 Description 0 of Description 1 of Description0 2 Description1  Description 1 of
. . . . . ‘ = - professional responsibl for your babv's ca information? i : 2 2 Description 2 2 of 2 Description of 2 2
the guideline. Equally while we have said the baby will need extra blood tests, we have EGHRCEASHS AN gt o niea ol s e amoid of bl b o NS Chocarwetmle R AGS P P
’ For most babies, jaundice is mild, harmless and clears up by itself. But it is important enr%uraged to lakeryyou( baby out from under Wi nhs.ideondilons)undice-nowbor descrl ptlons 1 Of 2 1 Of 2
0/co o °l: e that you tell your midwife, your on-call midwife or your doctor if you notice ::hear:a:‘sPa;OV:UhOﬂE:feakS for feeds, nappy )
not specified split-bilirubin. S B e w N oo R S Mol ek i - e vy s What are the side  Adverse effects  Adverse effects Notstated  Adverse effects  Adverse effects  Not stated Notstated  Adverse effects Adverse effects
Th e good n eWS iS th e fa CtS h e et is n OW: . g;h;ssganpgfe:;;etl\;eféz;tl i:&otl)wlé)r:ls after birth, contact them urgently. This coul Id etc. £ ity g&:gﬁ;;%g?iﬁu?:es:d(oats'(l:; suann;srlmg e e o SRR Wl eTfECtS and T:he Ec?r?sn;euences E:Osr?srzeuences Egr?sne‘leuences Egr?srgeuences Egr?sne‘leuences E:Osr?sn;euences
0 n I 2 a eS I O n . Ifhyour b_aby ils more than 24 hours old, contact them on the same day that you notice the You can usually continue to breastfeed your rISkS Of gettl ng N q Y q N q N q N q N q
y £ pag g crengeincdour. | | baby during photoiherapy treatment or not 0 = o g L 2
in size 12 font ] i chiosiindd i i e iy Lowrgrid s ool getting treatment?
. . o What are the next Adequate Adequate Not stated  Inadequate Not stated Inadequate - Adequate  Inadequate Adequate
suitable for reading age of about 11-12 years old (similar to that of most ik | | Blood toct after Some v e |
' 36 hours iven on
ewspapers) grolonged
jaundice
What can parents Inadequate - Not stated Not stated ~ Not stated Not stated Inadequate -~ Not stated ~ Not stated Not stated
STAGE 3 - FI NAL VE RS I ON do? Keep feeding the Provide
baby information
about baby’s
health by
answering the
H ill 1 k if my baby h stated
f RH,B jact)l\r/:ldvivcie’7 IR i questions
R tonalisid 7
Health an;%%ﬁcaf;:::ling To confirm whether your baby has jaundice, Babies Véif? ithtem?Yd high bi"thbiﬂ levels - Who can they Adequate Adequate Adequate Adequate Adequate Adequate Adequate Adequate Adequate
your midwife will measure the amount of may need to be treated in an intensive care E f I h b N Ic E N Cc Wc H contact if the
- : = s ilirubin i : . Thi t. These bab d an ‘exch - y
Jaundice in newborn babies: e e e T i e e o e Xtracts from email exchange between ’ hewe any more
i nfo rm atio n fO r pa re nts an d carers does not puncture the skin and is placed on baby’s blood with new blood from a donor. y
your paby’s forehead or chest, or your o ) h (] I d G DG 6 5 20 1 0 questions?
dwif tak blood le fi Your doctor will discuss all treatment options I
T —— technical team an
About jaundice has jaundice? this test again 6 to 12 hours later. have. “« . . . .
It is important that you check your baby for You have not reached clear consensus about how bilirubin is removed from body (in
Most newborn babies have jaundice. If your ]ﬁundice, particuierty; duing the first wesk of What t t t will baby b IS AURGIES CRUBSNY, 1R T EC H N I CA L AS P ECTS
. E at treatmen m a e M . . . M . . M
oy nas jundce, i skin il ook SGY ok fyourbalys ki ok yelow: The g ompeleney stool and urine, in bile via gut etc). In the version created for inclusion in the full
zf the e)'llfslor tlhe‘inéiclile of Itfhe mo;tl:)orh {ﬂgﬁ;ﬁfﬁ; l:::f'gpféiﬁz ?;t:':gigi'a"d Mild jaundice does not normally need any as; r&%sgt-te?rnlezrc:ta)llg;nl:e V(;G;S rgf');;altjrswz u i d e | i n e (See e m a i I fro m m e O n 3 1St m a rch attach ed ) a | I th is d eta i | Wa S re m Oved ITEM Leaﬂet 1 Leaﬂet 2 Leaﬂet 3 Leaﬂet 4 Leaﬂet 5 Leaﬂet 6 Leaﬂet 7 Leaﬂet 8 Leaﬂet 9
ums will also look yellow. If your ba as , b idwife will d i f bilirubin i j d i
33;; skin, the Tfhan,iign mayieg yfh..;wmg e s o i Bl o fia M i smnot il o AN toss e s petims 8 Word count 480 569 410 552 748 883 324 492 778
in the whites of their eyes or inside their b tfeeding t k that baby i h hearing | bral palsy. But Q H H
P o iy o TR Y foed) adquatslyard conecly. | el ehoud e ik thib s atialy anyway —so i suggest you remove it here too.” Flesch Reading Ease 63.4 56.8 53.6 63.3 69.4 66.6 60.4 65.0 69.2
i d that with the right treatment thi : :
For r_nost babies jaundice is harmlegs and m;ui:‘\llioek:;::?;végyhg 26;;it,‘gn;iéotggir Ifl the level of bilirubin in your baby’§ blood is ;ar:;"arir;k is ?edLvlvtl:ed evinnf?mherfa mem e FIeSCh Kl nca| d G rade 8 1 89 95 86 76 7 6 8 1 6 6 70
nqthlng for you to worry a'boutl Buﬁ lf you mouth is open wide. high, they may need to go into hospital to get
it you baby has jundice, 9 ahars . From me.to-me, genty pres your ol gL L T Ol L . “ , : : s level
: baby's skin t if Il & Y nat snou oimm a 'S —
i fs coused by foo much it i . ﬁ:gg;: s! |:1 ohseekl you:a: s.ee .:ye ow gasl:)yeggll ?yepglz;x;cgihlirginet;e:hl(z:r:’znth?rthissh“;ehst jaundice does not clegr up')?/ M BY/WI | I receive tl"eatm e nt d e bate aga INnsS UggESt we |OO k tO Wh at Was O rlgl na | |y Dated YeS Yes YeS Yes NO NO NO YeS YeS
the blood. Bilirubin is a chemical in the body good tme to check your:bany s Wion.you helps o break down the bilirubin, which wil E SN S q 3 q ” .
that is normall{jpass?ad out of the body in i:\zg:?:glr?ghtth;&nsgﬁgrgLl(;lc::gﬁ]srér%:t)_ the_n b_e passed ovt:t of ycnlnE %alby’;v blodywiln fe?/c ?aoys;_ l?fatyn(l)eusr. t],aal:,r;,d:;es ?;Tjigepfxtn:grz agree d I n fU I I g U Id el I n e - Se e CO m m e nt 0 n fa CtS h e et . ReVIeW date NO NO YeS Yes NO NO NO YeS NO
B e Ask your midwife to show you how to check their urine and stools. than 2 weeks (or for more than 3 weeks for Author YeS Yes YeS NO NO YeS YeS YeS NO
o] by o tclenc o s - Gt i you oy il on oo Yo “Colloquialisms (poo/wee) need to be used consistently.”
Your midwife and doctor will also look for Your baby will be placed under the light that you tell your midwife or doctor. Your qUI | p W u | y. .
signs of jaundice each time they check your Zﬁr:ijﬁaatptﬁ: IfirgohTs?\ i::é)?)yr; ;':';L'fchtoof”;iﬁer bahby ma(}{ nleed bflurther tests to check for " . . .. Contact details Yes Yes No No Yes Yes Yes Yes Yes
baby. s s s e, Bre s e omarmeiion protiens. .... has commented on other communications related docs that it is not always the Website address Yes NoO NoO NoO Yes Yes Yes No NoO
placed over your baby’s eyes to protect them.
What should | o if I think that my baby has jaundice? The dockors or murses or ancther heakhcare  YYNVET® €N | find out more doctor/nurse who will do a specific procedure — service delivery is outside scope of Leaflet code Yes No No Yes No Yes Yes No Yes
B worker will take a blood test to measure the information? COpyrIght note Of NO NO NO YeS YeS NO NO NO NO
For most babies, jaundice is mild, harmless and clears up by itself. But it is important amount of bilirubin in your baby's blood every NHS Choi bsi 1 H H 1 H
that you tell your midwife, your on-call midwife or your doctor if you notice 6 hours. You will be encouraged to take your www nstljl?/sc;editsigis/Jaundice-newborn th IS gu Id el Ineé so we need to be Ca FEfU| that we are nOt tel | I ng pa re nts th I ngs We or an|sat|0n
that your baby’s skin, the whites of their eyes or the inside of their mouth :’;bf)ég:;f:]"am U"g:;rt‘hzs'a;zfgsdsé‘lgg breaks ] . q q . 5 5 9
6 guriix have s pellos-Glonr s ey cars e e OB e e cannot guarantee. Again please take your lead from the version in full guideline which Logo Yes Yes Yes Yes Yes Yes No Yes Yes
. v ; . - ; your baby's bilirubin level is very high, more . . 5 . . . E
St oot ralts  CoMypui o e says ‘midwife or other healthcare professional’ - or alternatively discuss this matter Fontsize between 12and —Yes No No No ves No No No M
y ; lamps without breaks. 14
« If your baby is more than 24 hours old, contact them on the same day that you notice the Q a 2 a L T L H H ”
change In clour, R —— with .... and let me know if you think this it is ok to be specific in this context. STk oo Tl Yes Yes Yes Yes Yes Yes Yes Yes Yes
You should also tell your midwife or on-call midwife or doctor if your baby passes pale, SR P ORERE ) o
chalky coloured stools or dark urine that stains the nappy. J UStIfy tO Ieft YeS YeS YeS YeS YeS YeS YeS YeS YeS
Clear headings Yes Yes Yes Yes Yes Yes Yes Yes Yes

BACKGROUND: The Parent Information Factsheet (PIF) was conceived of by the Neonatal Jaundice Guideline Development Group (GDG) following discussion that identified a specific problem in recognizing jaundice. Evidence
reviewed showed that, with minimal training, parents/caretakers were often equally good at recognizing jaundice as health care professionals. The GDG were concerned that, although capable, parents/caretakers may not be
empowered to check for jaundice and what to do if jaundice was recognized. The GDG set an important recommendation they had made about measuring bilirubin levels if jaundice was recognized. It was therefore important to
address this knowledge gap and empower parents/caretakers to be active participants in caring for their babies. After further discussion of various ways of disseminating information based on their individual experience of
different clinical/patient needs, the GDG chose to develop a PIF that was specific to their guidance to facilitate its implementation post-publication. An evaluation study was carried out to assess the PIF’s usefulness in comparison
to other existing leaflets

METHODS: Existing parent information leaflets were identified by an Internet search. Each of the identified leaflets was compared to the GDG PIF and each was analyzed for readability and content. Readability was assessed using
the Flesch reading score and the Flesch-Kincaid grade level. The higher the reading score, the easier a document is to read while the Flesch-Kincaid Grade level indicates the level of schooling required to read and understand a
document. Content was assessed and presented as percentage congruent with the GDG leaflet. Sample emails between NCC-WCH technical team and the GDG are used to illustrate the process.

RESULTS: We examined 9 information leaflets identified by Google and Yahoo searches on 16/7/2010. Two leaflets were excluded — 1 because it dealt with neonatal wellbeing including jaundice and the other because it dealt with
prolonged jaundice only. The GDG PIF compared favourable with the mean scores on the 9 examples on number of word (939 vs 582 + 185), Flesch Reading Ease (73.8 vs 62.6 + 4.9) and Flesch-Kincaid Grade level (=7.2 vs 8 + 0.9).
Of the twelve items on the NHS toolkit for designing leaflets, all the leaflets met three criteria, (dark print on light, justify to left and clear headings) Criteria dealing with copyright and review date were only met by 2 and 3 leaflets
respectively. No tool met all the criteria.

In terms of content, many of the items which the GDG felt were important, (recognition, what parents should do, risk factor, treatment and consequence of no treatment) were either not stated in the sample of leaflets or were
inadequately presented. For example, in the category of what can parents do for themselves, one leaflet suggests ‘keep feeding the baby’ and another ‘provide information about baby’s health by answering stated questions’
These go against one of the findings of this guideline, i.e. that parents are as good as clinical staff at checking their baby for jaundice and against a key recommendation that if anybody thinks the baby is jaundiced then its bilirubin
level should be assessed.

Several risk factors identified by the evidence review were not stated by these leaflets while others e.g. cephalohaematoma were listed despite these be shown not to be important by the evidence reviews.

Only one leaflet presented information on the risks of not getting treatment while the remainder reported on phototherapy but not exchange transfusion.

DISCUSSION: Overall the rationale for drafting an evidence based and toolkit supported information leaflet is vindicated by the varied quality and themes in some existing leaflets. Using recommendations developed according to
NICE methodology, and following the NHS toolkit for designing information leaflets, the GDG with the support of the NICE implementation team were able to produce a patient information factsheet that is freely available on the
internet, of a higher standard than comparable publications, more useful across a range of clinical scenarios and promotes parent involvement in decision making.

4 A

LEARNING OBJECTIVES (TRAINING GOALS):

1. Research on a limited sample of publicly available parent information leaflets on neonatal jaundice has demonstrated that many of these are inaccurate, misleading and incomplete.
2. Support from the NICE implementation team and a leaflet checklist facilitated the GDG development of an evidence-based leaflet that makes it easier for health care professionals to support clinical guidance.
3. As parents representatives were involved in the GDG and the development of this leaflet, the GDG also helps empower parents which was one of the priority recommendations of this guideline and is a major failing of

the reviewed information leaflets.
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