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• Globa lly and in Aus tra lia , women with s ubs tance  us e  cha llenges  a re  les s  like ly than 
men to initia te  HCV trea tment, es pecia lly if they a re  of childbea ring age  (15-44 
yea rs ) or have  a  recent pregnancy (1,2).

• Evidence  for the  s a fe ty and e fficacy of the  us e  of DAAs  in pregnancy is  increa s ing 
(3).

• Concurrently, s upport for removing res tric tions  to pres cribing HCV trea tment in 
pregnancy is  growing (4,5). 
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Background



• However, the  pos s ibility of trea tment a lone  is  not enough to ens ure  uptake / initia tion.

• Previous ly, women with HCV have  reported nega tive  experiences  of perina ta l ca re  in 
Aus tra lia  (6,7). 

• AIM: We s ought to unders tand and compare  people  with recent pregnancy and 
clinic ians ’ experiences  of rece iving and de livering HCV-re la ted ca re .
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Background



• Between September 2024 and May 2025 we  conducted s emi-s tructured inte rviews  
with two groups .
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Methods

People with lived experience (Parents ) Clinicians
Recruited through flyers Invited by email
Experience of injection drug us e and HCV 
care

Purpos ively s elected for relevant HCV, drug 
us e and pregnancy expertis e

Given birth s ince 2016 and/ or planning 
pregnancy in the next two years

≥18 years
Proficiency in Englis h

Willing to have the interview audio-recorded
Provided informed cons ent



• Ana lys is  was  informed by na rra tive  ana lys is  methods  (8,9).

• This  involves  putting trans cripts  into chronologica l order and organis ing them 
into coherent na rra tives  with defined beginning, middle , and end points . 

• Inte rpre ta tion of the  da ta  was  informed by an e thics  of ca re  lens .
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Methods



• Within this  theory, J oan Tronto defines  “good” ca re  a s  a  practice  tha t involves  (10):

• Attentivenes s  –  recognis ing the  needs  of thos e  a round us
• Res pons ibility –  a  willingnes s  to res pond and take  ca re  of need
• Competent –  providing the  bes t qua lity of ca re  pos s ible
• Res pons ivenes s  –  cons idera tion of the  ca re -rece ivers  pos ition in the  way one  

de livers  ca re

• Importantly, the  judgement of whether ca re  can be  c la s s ified a s  good can only come 
from the  pers on rece iving ca re . 
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Ethics of care
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Results

Clinicians ’ Specialties n
Nurse (including nurse practitioners  and 
clinical nurse specia lis ts )

6

Addiction medicine specia lis t 5
Obs tetrician/ maternal-feta l medicine 
specia lis t

4

Paediatricians / neonatologis t 4
Infectious  dis ease specia lis t 3
General Practitioner 3
Gas troenterologis t/ hepatologis t 2
Midwife 2
Geneticis t 1

• 30 clinic ians  were  inte rviewed.

• The  median number of yea rs  in 
practis e  was  25 yea rs  (range :10-44).

• 19 pa rents  were  inte rviewed.

• The  median age  was  41.5 yea rs  
(range : 31-59).

Parents ’ Medical His tory n
HCV his tory
Ever had HCV 14
Never had HCV 5
Currently have HCV 3
Detectable HCV RNA during pregnancy 5
Obs tetric his tory
1 birth s ince 2016 15
Currently pregnant 2
2 births  s ince 2016 1
Planning to become pregnant in the next 2 
years

1



• Clinicians ’ a ccounts  tended to focus  on the  proces s es  re la ted to performing 
a ntena ta l HCV tes ting and re fe rra ls  (res pons ibility and competence). 

• Their eva lua tions  of wha t was  good about HCV ca re  s eemed to a lign with qua lity 
control meas ures  like  adherence  to procedures , timing of tes ting, re fe rra l uptake .
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Clinicians’ experiences and definitions of care
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I think our uptake is  extremely high…we would do hepatitis  C antibodies  as  the initial 
s creening tes t and then progres s  to RNA tes ting for people who have pos itive 
antibodies …becaus e of the involvement of this  s enior ID s pecialis t [with an interes t 
in pregnancy], thos e referrals  and pathways  are s eamles s  and the care is  quite  
s mooth. So, I think this  is  an area that, at our hos pital at leas t, we do quite well. 
–  Clinician 23, obs tetrician



• Mos t pa rents ’ had nega tive  experiences  during perina ta l ca re . 

• Commonly, the ir experiences  were  marked by the ir knowledge  and expertis e  not 
be ing be lieved. Pa rtic ipants  did not s eem to fee l tha t the ir s e lf de te rmined needs  
were  a ttended or res ponded to. 
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Parents’ experiences and definitions of care
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So, every time I’ve been pregnant, I would tell them I’ve got antibodies . And every 
s ingle time I’ve had any contact with the hos pital, nurs es , etc, they would always  
come running in and go, “Oh, we’ve got s ome news ! We’ve got s ome news ! You’ve 
got hep.” And I go, “No, I’ve told you: I’ve got antibodies .” But they would always  act 
like they had to deliver this  news …And it was  really frus trating ‘caus e I would know I 
don’t have fres h hep becaus e I hadn’t injected. –  Parent 3



• Many pa rents ’ experienced s tigma  a t every phas e  of the ir pregnancy. 
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Parents’ experiences and definitions of care

I fe lt  rea lly s tigmatis ed ge tting ultras ounds ; e s pecia lly, when my baby moved and 
changed pos ition, and they couldn’t ge t a  good reading, and s he  s ta rted ques tioning 
me  about drug us e , even though I was n’t us ing drugs  a t the  time…They were  jus t 
be ing rude , jus t s aying—this  is  a t  20 weeks —s aying, “[it’s ] not too la te  to te rmina te .” 
–  Parent 14
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I gave birth at [Hos pital] and I actually wanted to complain…There were a couple of 
ins tances  where they wouldn’t even bring my food into my room becaus e my room 
had s igns  on it s aying that there needs  to be infection control…they never let me 
know that it [my lunch] was  there. I felt very uncomfortable and I felt like I was  being 
judged. –  Parent 4



• When pa rents  did recount pos itive  experiences , they often emphas is ed how 
clinic ians  were  a ttentive  to the ir re la tiona l needs  a s  well a s  the ir pregnancy and 
other c linica l needs . For example , by clinic ians  be ing nonjudgmenta l and advoca ting 
for them during inte ractions  with other s ocia l and lega l s e rvices  (e .g., child 
protection).
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Parents’ experiences and definitions of care

The  midwife  told me  not to worry about things , and with the  hep C s tuff, s he  was  like , 
“You’re  a lright. It  happens  s ometimes .” I didn’t fee l one  bit  of s hame  from he r…She  
jus t made  it  [the  birth] s uch a  beautiful expe rience…s he  made  me  fee l like  s he  didn’t 
ca re  tha t I had hep C…They need more  midwives  like  he r. –  Parent 4



• Many clinic ians  were  aware  tha t outcomes  for women with HCV in pregnancy would 
be  improved by practice  tha t more  s trongly emphas is ed re la tiona l a s pects  of ca re .
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Experiences and definitions of care

I think like  we’ve  de finite ly come  a  long way in te rms  of how we  manage  conditions  
like  hep C but this  mum [with HCV in pregnancy] had a  rea lly bad time  in 
hos pita l…jus t a  lot of s tigma and dis crimina tion…in my work with mums  who us e  
drugs , s o much of the  work has  jus t been like , “You a re  doing your bes t. You rea lly 
love  your baby. Like  you can us e  drugs  and be  a  good mum.” –  Clinician 22, nurs e



• At the  s ame time , c linic ians  fe lt tha t the ir ability to provide  more  idea l ca re  was  
cons tra ined by the  s ys tems  they work—tha t hea lth s ys tems  do not neces s a rily 
prioritis e  be ing caring (a t leas t from an ethics  of care pers pective).

• For example , Antena ta l HCV ca re  s eems  to fa ll outs ide  of any pa rticula r s pecia lty’s  
“core  bus ines s ”.

• The  res ult of which is  fra ctured ca re .
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Experiences and definitions of care



19

I think what’s  tricky is  that s ervices  will have done a lot of the work to gain a good 
rapport and a relations hip with individual people, and then have to trans fer them to 
us  or vice vers a. And that work has  to be done again. It may or may not always  be 
s ucces s ful again—I think there is  s ome s ort of ris k in that s eparation [of s ervices ]. 
–  Clinician 19, addiction medicine specialis t



• Our res ults  indica te  tha t pa rents  with s ubs tance  us e  cha llenges  rece ive  s uboptima l 
perina ta l ca re , es pecia lly in hos pita l s e ttings , even in the  DAA era . 

• Parents ’ re la tions hips  and inte ractions  with c linic ians  have  a  s ignificant influence  on 
the  qua lity of the ir experiences . 

• The  clinic ians  we  inte rviewed hold both pragma tic  and re la tiona l unders tandings  of 
wha t good ca re  enta ils . 

• The  s ys tems  they work in s eemed to make  it difficult to implement ca re  in ways  tha t 
a re  more  a ligned with an e thics  of ca re  approach (i.e ., with a ttentivenes s , 
res pons ibility, competence , res pons ivenes s ). 
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Discussion



• Our findings  a lign with prior res ea rch eva lua ting pa rents  with s ubs tance  us e  
cha llenges  experiences  of engaging with hea lth s e rvices  during pregnancy (7,11). 
Including with res ea rch conducted 20 yea rs  ago (6).

• Des pite  grea t progres s  towards  HCV e limina tion, pa rents  with s ubs tance  us e  
cha llenges  experience  intens e  s tigma , dis crimina tion, and dis empowerment in 
antena ta l s e ttings . 

• Implementing HCV trea tment in pregnancy will not only require  upda tes  to 
guide lines , but continued e fforts  to e limina te  s tigma  towards  pa rents  with s ubs tance  
us e  cha llenges  in c linica l s e ttings . 

• Us ing e thics  of ca re  could he lp us  envis ion models  of ca re  tha t be tte r mee t pa rents ’ 
needs , enhancing the ir a cces s  to HCV re la ted ca re . 21
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