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Adfam is the national charity working to improve life for families affected by drugs and
alcohol. We do this through empowering family members and carers, supporting and
training frontline workers, influencing decision-makers and campaigning for improved
family support services nationally and locally. We want anyone affected by someone else’s
drug or alcohol use to have the chance to benefit from healthy relationships, be part of a
loving and supportive family and enjoy mental and physical wellbeing,

This report sets out the impact hepatitis C has on family members of people who inject
drugs. It comprises a review of the available literature followed by the findings of Adfam’s
research on this issue. We would like to thank all of the family members who shared their
experiences with us and Gilead Sciences for supporting this report with a research grant.
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Literature Review

|l ntroducti on

Hepatitis -lConme avibd wodwhi ch predominantly aff

spread by direct exposure to infected bl ood,
come know®n | &@nédankiilnldeéirvi dual can have it for vy
or its symptoms, such as depression, fatigue,

can be attributed to other causes.

Despite the prevalence of hepatitis C, relati
publ i c. I ts | mpactrsegacdctimegr.erNotc amnlbye damr it b
causing fibrosis and cirrhosis of the I|iver,

al so have other detriment al i mpacts on the in

around t hem.

Adf am has been funded by Gilead Sciences to r
family members of people who inject drugs (PW
known, and this research begins to fill that

Hepatitis C in the UK

A recent report from Public Health England (P

ple are living with chronic hepatitis C in th
portant risk factor for infection. Around hal
and Wales, with | evels being | ower in Norther
(57%Yh.il e those who inject drugs are most at r

be transmitted by sharing other drug parapher

Hepatitis C was the most common infection amo
people who inject psychoactive drugs |l iving w
i mage and penhanmangedrugs, around ohQuri-n t we
rent | evels of transmission among young oOor ne
(HCV) infection is often acq®&iieaderef mdgd nc-alr e e
ing that even those who have not injected dru
ri sk of infection. Numbers of new HCV infecti
cent YHeoawesv.er, despite intravenous drug users
risk of contracting hepatitis C, only around
1 Public Healtiepagliand C20b6)r héodkdo201@. RBeport
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aware of whether or not they have been infect
ble over the’last five years.

Recent research has suggested that there are
delay in fddi mgnedi HCV rel evance, felt well nness
former injecting practices, unexplainéd sympt
2017 report by The Hepatitis C Trust has sugg
atitis C will be vital in increasing the numb
nos éfhe early diagnosis of HCV infection is i

[
S
most effective fPHBRtMmestr andmmamndced wider r ol
more individuals at risk?lotf Had exltd ®nr,ed amraird
ducing initiatives to further raise awareness
care and ot'hler settings.

I n May 2016, the UK Government pledged &ts su
goal of eliminating hepatitis C''ale aWra@j Grolpa
Heal th Sector Strategy sets oUThese giensl| ude wo
ing new cases of chronic HCV by 30% by 2020 a

people with HCV by 2020 and 90% by 2030. I n o
Engl and believes there needs to be a radical
among P¥Wlabsing awareness of hepatitis C wildl
has called for more to be done to increase di

and treatment and further develop car®e pathwa

There is agreement that the ambitious goal of
threat by 2030 is not wunachievable; the treat
over the |l ast few year s. Previously, standard
ferbonsed treatments. These had | ow success r af
However, the i ntarcotdiuncgt iaonnt iovfi rdailrse c(tDAAs) t o t1
i sed hope; they have cure rates of up to 90 %,

side effects. Tike pthd p &tnitt ihe!l @l Tmwestreports t ha
of both old and new treatments are significan
many of them able to continue their "ICiuves as

rentl vy, however, NHS Engl and has decided to |
ple per year, despite the National l nstitute
themcaseffe@tini 20d015. The Hepatitis C Trust uns.!
|l enge against this decision, arguing that the
5 | bid.

6 Harri s, M. ; War d~i nH.i;n gGotrhee, u(.d i (a2gOnlo6s)e d : a qualitatiwv
agnosi s delay in Ibder Wal tefd Wi magldolepatitis 23. p. 479
7 The HepatitiRBatCi dntusRPRen2Pdd))i tesd®pepopt 92017
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PHE stated in its recent report that as the n
in severe morbidity a&hd mortality is expected

I n 2016, Gilead ScdineWoceshmpanghgegedattdikesease aw
gramme ai med at addressing the stigma that ma

couraging and empowering those |living with he
matter how or when’'they were infected.

Experiences of living with hepatit
Research has shown that | iving with hepatitis
on the individual, and this 1 mpact is not jus

posed by subsequent health conditions.
Reaction to diagnosi s

The reaction to the diagnosis among patients
fparticipants were al most evenly divided bet we
di stressing and those whao brtepgonutnald thaitngnowsnc ®
who were not concerned about the hepatitis C
drugs at the t'"fme of diagnosis.

A recent report from The Hepatitis C Trust fo
sis was compounded by a |l ack of provided info
own research online, and receiving the news t
ble manner, for example ove'rThihe mpémpanret offro bryd
awareness of hepatitis C among patients, memb
and recommended patients being given clear an
nos’’s .

Despite the increased hope following the intr
found to have a negative I mpact on patients f
Hepatitis C Trust, this time researching the
concerned abouwmebhheirhpattbkbnas a result of de
i nability to access tfesdtermannta moeignfpar ¢iemd sl @aw

feeliienrgy aamdlent lof.'Mhe rationing of DAAs has | ed
Vi sefthanage pati endadabexupe cdthaet ibemsef i ts of a HCV
search has suggested that these benefits are
into accotnt as well

16 Public Heal the Eatgil taind ¢ 2i0Mm6t)heéodkdo201®. R&port

17 Gilead Sci et ewsoérlitdch.l i (n2e( 1 6&ywawi. li antwloe fdNcc e ssle/d 28/ 4/ 2
18 Harris TrMdub(20@9)bi ographical di sruption: narratives
Sociology of Health p&.I1l,l14ness Vol . 31 No. 7.

19 The HepatitiPatC elhrnudsPter(sdp®kit) kesd&dApgopp. 2817

20 1 bi-4. pp. 3

21 The Hepatitis OGPérapectRP0&%) RNpopses2017, London. p .
22 Harris MaMag(2@l1#2&2xpense and expectation in a treat me
tion through an explorabeobdfointle matiitoinal C Jtorue amtarhe motf D
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common theme in research into experiences o
n have a variety of negative effects on peo
the stigma surrounding substance use, due

cting “®rtiiggmas éh.as been found to have a detri
th fear around disclosing and transmitting
d sexual f®hasiehspgmpscan be concealed, due
patftis C.

2016 qualitative study into diagnosis del ay
ro one participant reported noffabdi pgtasket
wn to the stigma whifddh GR r it @3 nddaewe tyhaeu dussseude
ughbse?2cause there was a huge st i gofan catnhde rt hdee-e
ri bed not wantinffhtoshaeaw Ibdddandks @uindaft my f a mi
rccurgsghy be @4 wadh to go back tpmytdbevwarsg 3d0p |
arsdf’8sgbgma was often felt to be perpetuated
urces and I imited visibility of HCV as a pu
em unimportant.

2009 New Zealand study into HCV stigma foun

cietal stigmas about injecting drug use to
agnosis as a moral designati on’awdi ahopbaerhr
rded herself as dirty duhtog®edmmemrti $ famgmo
iends, @beddause ilt mean everyone knows that vy
ég0f ten the stigma was exacerbated by misco
recounted being told by a nurse in a hospi

e to havi nthepatrietsieasr@h has suggested that
e most common site of experienced HCV discr
is is where people are most’!likely to discl

kewise, a 2012 qualitative study into barri
at stigma played a MHaempt &, wiutchh anmoea emanr saa ysitn
jecting and being an i nj@& cdiirmtgy ,drywime udgseetr wiatn

urse¥é ,ggoe oubd’Seveér@dt piatrti ci pants were re
Harri s, M. ; Rsyxydhhelresgi dal (29®&9t s, oSodiiali nRie swa arhc h eE
mber 8, p.1

Il bi d.
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) . p. 37

Harri s, M. ; WarBin&ingGbohe,ugcgdi 630 a&6gd: a qualitatdi
agnosis del ay i nJdthrenadlnidfedViKrianlg-2tbenpat i ti s 23. pp. 48
I bid. pp.482, 484

Harris )l nMect20m@9) I nfection, ' 1l ne Bo:dyAR Sotcii @ ya wa |
) . p. 39

l bid. p. 43

l bid. p. 44

Harri s, M. Rhodes, T. (2013) Hepatitis C treatment
view mapping the role of social factors, Harm Reduct
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r people who inject drugs: AVogUal iHeaatlitvhe GCsrtguadiyi .z aTt & con
26



about their hep@a@ijtust Csdamygatoalihg osmes tpiegonpal ewa s
pri mary motivator to énter into HCV treat ment

This study recommended increasing HCV awarene
and families of affected individuals so that
provéd.milarly, a recent report by The Hepatit
Government i mplement a public awareness campa
couraging people’”to access testing.

Rel ationships with other family members

Another key i mpact iwhibbhviegphepatutas|l € pert
I's the effect oOrietl ahtai so nosnh ippast iwveintths f ami | 'y member

A qualitative longitudinal study conducted be
cial i mpacts on people living with hepatitis
suffer due to fears about transmibsasxikon .o0o Qe mm
because the motherfObfnbj sffeenrdogbls B M n-beca
fedtub® anot herfVNewaasl It oslide at this side of the t
settee oved phayewi Pont §&@nkdi Aottt herr spptk.e of
tant to play witidh Ilhiilse gr@anglcay | wWirtem:t hem and
hav@enbeen so cl| oste tlo@ déhiedna ds,i necsepelci al |y when
try and give®me a cuddl e.

Anot her participant spoke of ceasing all sexu
transmitted tliletfeoruonsde xouuadél tihy@mg ot ,@engv Er f et hat me
women aréelingeceared of giving it to them and |
| donhave élt woas yt herbiagoqestf oirnddendtitver] parti
pant stated that even if his wife had been be
would still have bé%%hecshoadynéduabdouhaitthe p
HCV also had a soci al i mpact, with participan
haviérol |l owing successful treatments, participeé

reconnect to thé6se around t hem.

A 2009 New Zealand study into HCV stigma foun
ily members and friends. For example, some relatives and friends brought their own cups

when visiting them or refused bodily contact,
family and acquaintances who di @& oncotalwasntuftfo I
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the héampeoptl @ decnually want to kdh’ow about chrc

A 2012 study documents the impact on family m
particularly during HCV treatment, participan
day tasks as well as emotional support. One p
famiidd g: got f amdiilty nsaukpepso ritt even worse really |
You fedal allilkd dikteg uysdu baiimgi ngdo ¢ olurisredif ng otwmat
down wi téh lyioliee vhauuw ti ng ot her people ads’well

The study also found that caring responsibili
going treatment, as they t'hehmmsedtviedy arl smo mmernd
support and information about HCV treat ment f

dergoing HCY® treat ment .

Families affectesd doryugpg Usoeved one

It is estimated that in the UK there are at |
fected by a Gadcdi UgWmekmeeirt is unclear how man
members who inject drugs, an estimat@eédah22, 89

i ng that a significant number of family membe
hepatitis C among PWID (aroldfd halflikel§gnglhan

Il ssue which affects a | arge number of family
The experiences of family members are | argely
rectify this by shining a |ight on what it is

jects drug and wha has ado mtirsidtcepdadt ¢ antsr &ct i ng

43 HarrisJInMect20@9) I nfection, 1l ne Bo:dyAR] Sotcii en ya W
(4). pp.44,46, 47
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pp.-324
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20supporters %20f amilies%200f %20dr ug¥%»?2 Amicesserds D30dp QI
48 EMCDDAD({ 2r@ell6gt ed i nfecti ous Ldiixseerdbsoeusr gi.n pE ulr7o p e

49 Public Heal tHe Eatgiltaind ¢ 20l 6t)héeoddod01@. Beport

8


http://www.ukdpc.org.uk/wp-content/uploads/Policy%20report%20-%20Supporting%20the%20supporters_%20families%20of%20drug%20misusers%20(policy%20briefing).pdf
http://www.ukdpc.org.uk/wp-content/uploads/Policy%20report%20-%20Supporting%20the%20supporters_%20families%20of%20drug%20misusers%20(policy%20briefing).pdf

Hepatitis C and Families

Met hodol ogy

Adfam ran two online surveys from December 20
ience sample. Twenty seven people participate
people who have been diagnosed with hepatitis
swered by 17 people. The other was for family

are therefore at risk of contracting hepatit.i
swered by 10 peopl e.

Six phone interviews with family members were
to go into more depth. Participants were recrtr
and usi n@ &xdifatm ng net wor ks. Al names have b

been used for photographs.

The family members

A variety of family members were involved in
ri sk survey were affected by the drug use of
teithaw (1). The family members in the diagnosi
C diagnosis of their parent (3), child (3), s
members in the phone interviews were mothers

Knowl edge

Awareness of What is your level of understanding of hepatitis C?
among family (At Risk Survey, n=10)
people who in

fairl y hi 9 h I have never heard of

was at | east hepatitis C

miliar with i

pant told us

a trained sub I am somewhat familiar

pract itioner with hepatitis C

very knowl edg

subject. Howe

family member I am very familiar with -
; hepatitis C

their knowl ed

i ted.
0.0% 20.0% 40.0% 60.0% 80.0%



ANly knowl edge o086 hepaiéntpdreopbCahb,| yi tmore | i ke t

age persdnhatvedan in depth medical knowl edg
of it: I know that it affects the |iver, I
know medication has changed a | ot over the
A guess | have a basic understanding unl es:¢
y ead s .

Where have you heard of hepatitis C? (select all that apply)
(At Risk Survey, n=10)

60.0%
50.0%
40.0%
30.0%
20.0%

10.0%

0.0% l

GP Drug and Support The internetNews stories Word of | have not Other
Alcohol group mouth heard of (please
Service hepatitis C  specify)
Family members had heard about hepatitis C in
i ng from a drug and alcohol service. Others,

own work and experiences:

A¥e basically heard adauwtw idti elde odusd my8 gyiesa

About 25 years ago | &asefvoghii ebdgphfewem d owo mod
stuadafl ot of the women coming into the refug
l ence had had partners involved-homseérink an
training around AI DS and drug use and | hea
Carol felt that, while she had heard a bit ab

worrying.
A knew a bit aboufta hfepmitli ¥ i shuyttp eanhdrtogieghaiypd h

for me to stop worrying, you[ khewfamolby whap
port grlbbwtp]no other knowledgeodabout it or w
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Worry

Concern about he _ _
Are you worried about your family member

commonplace amon being at risk of contracting hepatitis C?
members who part (At Risk Survey, n=10)

research, with n
they were very Wy notworred
of reasons for t atall

en: one person W
the potenti al in ygs,sughth,_
e partner and ¢  Wored
i njecting, whil e
ried about their Yes,ver\f—
infected with it worried
having been diag
0.0% 20.0% 40.0% 60.0% 80.0%
i am massively worried. |l nterestingly he he
and we had a conversation around this. He w
was in there and told to wait three months
tests were clear. He went into hospital bec
sulting in a very nasty deep infection, a D
nor mal si ze. He knows he should get tested
am massively gcsaraead ntgh ante etdhiess andi seontracti
somet hing that is possible.
Carol was worried about her son contracting h
about the issue:
fiY es, | was worriedlahcetd hiojhm@hphes&imbdvais {
sharing needl es. But &be denied being on dru
However, not all family members were worried
tracting hepatitis C. For Sue, the worry of h
probl ems she is facing with her son.
ign not worried about it because the aggress
hepatitis C. He knows the risks and | know
prepared to ®@aker bhhemnt ohdéeci de. For me, It
ing his drug use and putting in boundaries

t h@&@tthe ®riority.
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Testing

Many family me
. . Have you encouraged your family member to be tested for
this worry int hepatitis C?

their | oved on (At Risk Survey, n=9)
for hepatitis

a wider messag v |

duction.

Yes, but they
have not been

MCurrentl y, | tested
negative hep
Yes, and they
tests. He wa L I
another thre
t he neixnott ets 00%  10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0% 80.0%
i's tested every t1tnree
mo n tihbsu t he has shared with me that he has |
raised it with him as something ohe needs to

fives, ¥ evehad di scus&@eohsl dbbum how unhappy |
needl eveseol d him abodwte lWeiscg ssledart .heWaeed

gi enle |l i ke to think that hedi snegmoddalbolite i
Li kewise, Carol encouraged her son to get tes
what he tells her:

i often asked him to get testeddh add hAprysai
thing more iof he says yes.

However, Diana did not encourage her daughter
cretive and hidden nature of drug use.

i dédi denncour age hielr dbiodtnhe ntkegttedvoul d happen.
was hidden from usé Maybguthe adboongst nmed t
i nformation as wWweltlh,i nltke sahwes evals dcdovar e at al |

er gave any indication that she knew about
Most of the injecting drug users had been tes
members were not sure whether their | oved one

Barriers to being tested

Despite the high proportion of testing for he
were identified. The most common of these wer
the stigma that her son had experienced from
use:

12



iWh e n

pl e.
needs

he went into
He ¢ ame
atitwendi mgt hi ng i
him, asking what was th
their bit and he has to
although there have bee
but | have encountered
has been spat at, |Jjust

dow into his worl d. The

hospi

Tonmt chamelhess
n

W i
gr
t he

tal, he was deal't
with a massive
pl ace. | phoned
care plan for him,
get on wi tih it. I h
n some wondier f ul peo
some very disrespect
because he wuses drug
re i s condemnation o

e

What barriers to being tested for hepatitis C have you encountered? (select all that apply)

(At Risk Survey, n=9)
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| mpact on family 1|1i1fe

The i mpact hepatti@ay fCarhialdy olni fdemyvari ed among
One s aifedv etrhyatthi nawhd Haen padcher s said that it bar

Seven family members out of the 17 who answer
hepatitis C diagnosis had pushed the family f
it had brought the family closer together.

As hepatitis C can be asymptomatic and thus u
ers of previous drug use which people had tho

fPast drug use from over 25 years ago i s i mg
accept and deal woth for him (and me).
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