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Aims/LUennu:

A child’s rights approach to talking to a
child about their health/lMpaBo3awWinTHbIN
noaxona K pasroBopy c pebeHKoOM 0 ero
3/10pOBbe

Challenges and barriers/INpobnemMsi u
6apbepbl

What we have learnt form other health
conditions/YTo Mbl Y3Hann U3 apyrmx
3aboneBaHum

Current guidance/TekyLwiee pyKOBOACTBO



UN CONVENTION ON THE RIGHTS OF A

CHILD (UNCRC): Article 12

KOHBEHUWA OOH O MNMPABAX PEBEHKA: CtaTtba 12
[

The right to express your views and be heard
lpaBo BbIpa>kaTtb CBO€ MHEeHHWe n 6bITb yC/IbiLWaHHbIM

States Parties shall assure to the child who is capable of
forming his or her own views the right to express
those views freely in all matters affecting the child,
the views of the child being given due weight in
accordance with the age and maturity of the child.
[ocynapcTBa-yy4yacTHuku obecrieynBarotT pebeHKy,
criocobHomMy c@opMyinpoBaTb CBOM COOCTBEHHbIE
B3r/is/bl, rIpaBo cBob0OAHO Bblpa)kaTb 3TWU B3r/isifbl 0
BCEM BOMpocam, 3arparnBarlymMm pebeHKa, rnpuyem
B3rsisgamM pebeHka yaesnsieTcs A0J/IKHOE BHUMAaHUE B
COOTBETCTBUMN C BO3PACTOM U 3PEJIOCThIO pebeHKa



Where has this ‘process’ of naming HIV come from?
OTKyAa B34J1CA 3TOT «npouecc» nmeHosaHmda BUY

Medical reasons?/MeanUuMHCKMNE NMPUYUHDI?
Society?/06wecTBO?
The historical context of HIV? /UcTtopnuyeckunmn
KOHTekcT BNY?

HIV being different from other health
conditions?/BWUY oTnnyaeTca oT Apyrmux
3aboneBaHnn?

Best interests of the child? /Hanny4ywune nHTepecsl
pebeHka?




Naming HIV to a child: challenge & barriers
Kak paccka3aTtb 0 BUY pebeHky: npobnembl un

bapbepbl
ﬂb

History — “we’ve always
done it this way”/

Parental
Resistance/

Social
stigma/discrimination/

They won't understand/




Paccka3biBasi pebeHKy 0 pake:
COOTBETCTBYIOLMIA BO3PAaCTy COBET

yww.tellingkidsaboutcancer.comfAgeAppropriateAdvice o Q Telling young children about thei 3 ﬁ | E

Telling Your Child About Cancer:
Age-Appropriate Advice

Y our child's age will play a key role in how much she understands about your illness — and how she might react to

the news.

It will be helpful for you to think about your child’s age when considering things like:

* How much your child can understand about cancer
* How your child might react to the news
# What you can do or say to help your child

Keep in mind that every child will react in her own way — that's true at every age.
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) - Babies and Toddlers (Ages O to 2 Years)

)/ Preschool and Kindergarten (Ages 3 to 5 Years)

) o Elementary and Middle School (Ages 6 to 12 Years)

» | Teenagers (Ages 13 to 18 Years)
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World Health Organization: Guideline on HIV disclosure counselling
for children up to 12 years of age (2011)

BcemnpHaga OpraHunsaums 3apaBooxpaHeHus: PyKOBOACTBO MO
KOHCY/1IbTUPOBAHMIO MO BOMpocaM packpbitua BUY ona aeten B Bo3pacTte 40
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Children being told that they have HIV by the time they are school
age (and this is defined as 6 encompassing all children under the age
of 12)./[leTssM roBopsT, 4TO y HUX BUY K MOMEHTY [OCTUIXEHUS MMU
LIIKOJ/TbHOIO BO3pacTra.

B pykoBoacTee

TaKXXe yKa3blBaeTCs Ha UccreagoBaHmMe, KOTopoe yKa3sbiBaeT, UTo
CoKpbITUe BNY-cTaTyca pebeHKa MOXeT NpuUBeCcTn Uimn ycyrybuTtb
Depression, worry and other negative mental health outcomes,
potentially interfering with treatment and affecting family life,
including parenting ability and the childs’ social and academic
life/[lenpeccmnio, 6€CrioKonCTBO U APYrne HeratuBHbIE MOC/1EACTBUS
AJ151 [ICUXNYECKOIr0 340P0OBbS, KOTOPbIE MOryT [MOBJINSAATb HA JIEYEHNE U
[10BJ/INSITb HA CEMEUHYIO XXN3Hb, B TOM 4YNUC/1€ Ha BOCMUTaHUE AETEU,
coumnasibHyro u y4ebHyro XXnu3Hb pebeHka

http://www.who.int/hiv/pub/hiv_disclosure/en/



http://www.who.int/hiv/pub/hiv_disclosure/en/

The Swedish approach

LLIBeHCKMﬁ nonoH

Since 2009, HIV has been spoken about openly with all new
patients, regardless of the child’s age./C 2009 roga o BUY
OTKPbITO FrOBOPAT BCE HOBbIE MAaLNEHTbl, HE3aBUCUMO OT
BO3pacTta pebeHka.
The child and parent/carer are spoken to about HIV openly at each
clinic appointment./PebeHoOK 1 poanTenb/ONeKyH OTKPbITO FOBOPST O
BUY npu KaxxaoM noceweHnn KINHUKK
The key aims of the model are to reduce anxiety and give

hope/KntouyeBblie uenn Moaenm - YyMeHbWwnTb 6eCnoKonucTBo M
BCeNINTb Haaexay

Children are not told they cannot tell other people they have
HIV. They are asked who they would want to tell/QeTaM He
rOBOPSAT, UTO OHM HE MOryT CKa3aTb APYIUM JIIOAAM, YTO Y HUX
BUNY. NUx cnpawuvBaloT, KOMY 6bl OHM XOTEeNUN pacCcKa3aTb.




17 Hos6psa 2018 roga B KasaxctaHe baypxaH, 13 neT, n ero matb Anus
pacckasasamn 0 TOM, KaK XUTb OTKpbITO ¢ BUY.
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Consider what has changed
MoCcMOTPUM, UTO N3MEHMUJI0Cb

1999 2019




Parental
Resistance/

+ Preserving childhood/CoxpaHeHune getcTtBa

+» Not exposing the child to stigma/He noaBepraTb
pebeHKa cTUrme

« Guilt = fear of child’s response/BuHa - cTpax
peakumnmn pebeHka

» Hospital transmission — distrust in healthcare
system/bonbHM4YHasa nepenayva - HegoBepue K
CUCTEMe 31paBOOXPaHEHMUS

+» HIV denial/oTpnuanne BUY




Reasons for open and honest conversations with a child (1)
NMpuunHbI OTKPbITbIX U YeCTHbIX 6ecen c pebeHkomM (1)

Building resilience,

Protecting child/ prglfizcntqig/g against self-

Hospital transmission

Building trust with
- lack of health/

trust/

Guilt - fear of Normalising HIV
child’s for the
response/ child/




Reasons for open and honest conversations with a child (2)
NMpuUYnHbI OTKPbITbIX U YeCTHbIX 6ecen c pebeHkoM (2)

BENEFITS TO THE FAMILY/NPEMMYLUECTBA AJ11 CEMbM:

* Challenging parent’s self-stigma/stigmatising HIV/Bpocutb
BbI30OB CaMOCTMrMaTtusauum poauteneun / crurmarusauum BNY

* Take away the fear/Y6epwu cTpax
* Better understanding = better acceptance = better
adherence/Jlyywee noOHMMaHMe = fiyvyllee NpuHATHe =

Nlyuliasi NpuBEpP>XEeHHOCTb

* Build resilience to manage HIV into adulthood/NoBbilueHune
YCTOMUYMBOCTU ANA ynpassieHna BUY Bo B3pOC/ION XKN3HMU



Challenge, barriers & solutions (1)

[Ipobnembl, 6apbepbl U peweHnd (1)
3

History — “we've
always done it this
Way"/

“"We always do it

this way”/




Challenge, barriers & solutions (2)

[IpobnemMbl, 6apbepbl U pewieHns (2)
N

Social Education,

stigma/discrimi PrOteCt_'ng knowl_eg:lge and
nation/ the child resilience
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SECTION TWO: A case study

YacTtb 2: Obyyatlouime Keucsl

Leila — 9 years old/Jlenna - 9 nerT.

Lives with Mum/>XXuBeT ¢ MaMoMn.

Dad died when 2yrs old/lNana ymep, koraa en 6bis10 2 roaa.

Family arrived in UK 3 yrs ago/CeMbs npmnexana B BennkobputaHuto 3 roaa
Ha3aA

Leila does not know the name of her virus/Jleina He 3HaeT Ha3BaHUSA CBOErT
BUpYyca.

Family support - 0/?
system (0
=] 3

o




Clinic ask for support to tell school about Leila’s HIV because of
school trip/KnnHnka npocut noaaepxku, 4ytobbl pacckasaTb B LLUKONE
o BUY Jlennbl n3-3a WKOJIbHOW NOEe34Ku

CHIVA engage with mum to discuss/CHIVA 3aHuMaTbCs C MaMoW
obcyxaeHnem

Ask the question.......... "Have you thought about telling Leila
about her HIV?”/Bonpoc .......... «Bbl AyManu pacckasaTtb
Jlenne o ee BUY?»




Parent barriers and fears....
PoanTtenbckme bapbepbl U CTpaxMu....
She is too young/OHa CNUWKOM MOJ104a

She won'’t understand/OHa He NMouMeT

I don’t know how to answer her questions/f1 He
3Hal0, KakK OTBETUTb Ha ee BOMpocChl

The clinic haven't said its time to tell her/KnnHuka
He CKa3sasa, YTo NMpuLLII0 BpeMs CcKa3aTb eu

Who will support me?/Kto MeHs1 noaaep>XuT?



Who has needs?

U] (

Acknowledge parent fears and concerns and allow time to explore

them/MNpu3HaTb poauTesibCKkMe CTpaxu n npobnemMol N AaTtb BpeM4, 4TOObI
N3YUNTb UX

Mum had to process her own experience of HIV/Mama gonxHa 6bina
obpaboTaTb cBOW cOob6CTBEHHbLIN OonbIT BUY

Therapeutic conversations which enable open and honest

discussion/TepaneBTuyeckune 6eceqbl, KOTOpble NO3BOSKOT OTKPbITOE U YECTHOoe
obcyxaeHune

Use of ‘what if’ questions to allow parent to imagine and prepare for what
might happen/MNcnonb3oBaHne BONPOCOB «4YTO eCcnmn», YyTobbl poanTen MOrnm
NpeacTaBuUTb M NOAFOTOBUTLCS K TOMY, UTO MOXET NMPON30NTH




Empowerment-parent focused

PaclumnpeHne npaB U BO3MOXHOCTEN, HANpPaB/IEHHbIX Ha
poauTeneun

Feeling in control......... /YYBCTBO No4 KOHTPOJIEM .........

Reassurance about the benefits of Leila knowing about her
HIV/3aBepeHue B nosib3y TOro, 4tobwl Jlemna ysHana o ceoem BUNY-
crtaTyce

Recognised the stress and anxiety around withholding HIV
information/lMpu3HaHne cTpecca n 6ecnokomncrBa, CBSA3aHHOIoO C
yTanBaHueM nHpopmaumm o BUY

Explored the relationship between mother and child to understand
what was important to mum/WN3yyeHne oTHOWLEHUN MexXxAay
MaTepblo U pebeHKOM, UTO6bl MOHATb, UTO BA>XHO AJIS MaMbl

Encouraged mum to think about the future she wanted for her
child/MoowpaTe MaMy AyMaTb 0 byayuweM, KoTopoe oHa bbl xoTena ans
cBoero pebeHka

Create space for an understanding of the perspective of the
child/Co3gainte npocTpaHCTBO A/151 MOHMMAHNA NepCcneKTuBbl pebeHka



Feeling in control....... /YyBCTBO NOoA KOHTPOJIEM .......

Wants support/Xo4deT noaaepxxku

Wants it to happen at home/XoueT, 4TOb6bI 3TO CNYYNNOCH
aoma

Agreed to visit after school with resources/Jorosopunnce o
noceLweHnn nocne WKobl

Made a plan/CocTtaBun nnaH

Mum wanted to say the words and worker to support with
explanations/MamMa xoTefnia ckasaTb C10Ba U NOALEPXKKU
paboTHMKA C OOBbSACHEHNAMM



LA Z/\
Engaging and interactive/lNMpuBnekaresnibHbli U UHTEPAKTUBHbIU

Use of simple medical language (avoid any fear based words/ ‘war’/

‘baddies’)/Micnonb3oBaHmMe NPOCTOro MeANLUMHCKOro s3blka (U3beramte
ntobbIX OCHOBAHHbLIX Ha CTpaxe CNoB / «BOWHa» / «351040en»)

Explained mummy had the same virus/lMosscHUTE, YTO Yy MaMbl ObIN TOT
Xe BUpYyC

Reflect back to child — what have they understood and ask them to tell
you/BcnoMHUTe 0 pebeHKke - YTO OHM NOHSANN U MOMPOCUTE paccKka3aTb

Note book left with Leila to write any questions down/B TeTpaas,
KOTOpYto oTaaguTe Jlenne, HaNnUwmnTe HECKO/1bKO BOMPOCOB

Follow up with mum a couple of days later/CBsXunucb ¢ MamMomn napy AHewn
CnycTs

Visit again in 2 weeks/lNoceTnte CHOBa 4vepe3 2 Heaenm



Follow up visit —child centred

[Tocnepytollee noceuwieHne - AeTCKUN LUEHTP

Revisit explanations/lNepecMoTpeTb 06bACHEHUS
What does Leila remember?/Y1o noMHUT Jlenna?

Leila wanted to do a play about HIV in the living
room!/Jlenna xotena coirpaTtb nbecy o BUY B roctuHomn!

Ask her what questions she has?/CnpocuTte ee, Kakme y Hee
BOMPOCHI?

She wanted to understand how she got the virus/OHa xoTena
NOHATb, KaK OHa nosay4yuna Bupyc

Understand why her dad had died/lMoHATb, no4yeMy ee oTel,
yMep

Naming HIV = Processing of life story........... /Pacckas
o0 BUY = O6paboTka UCTOPUM XKU3HM ......



Family support system after naming HIV
Cucrema noaaepXKy ceMbmn rnocsie pacckasa o
BY

Bl OJuy
i E i
il



Naming work

Professionals need to |n|t|ate/HaqMHaTb NOJIKHbI
npodeccrnoHasbl

Family based approach/CemMenHbln noaxon
Therapeutic/TepaneBTUYeCKnNin

Empowerment of parents and carers/PaclinpeHue
npaB M BO3MOXHOCTEN poauTesien n ONeKyHoB

Relationship focused/B3anMooTHOLLEHUS

Chi
Tac
Bui

C
K

C

centred/B ueHTpe BHMMaHUSA - pebeHoK
es stigma/3aTparmBaeTt CTUrmy
s resilience and self care skills/Pa3BuBaeT

HaBblKM YCTONYMBOCTU U CaMOOBC/Ty)XUBAHUS
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