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Key messages
In 2016, 10,350 women living with HIV aged between 45 and 56 (potentially 
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Design of the PRIME Study
2@= .0'+# 1LM<Q AK 9 EAP=<әE=L@G<K KLM<QӅ ;GE:AFAF? IM9FLAL9LAN=
9F< IM9DAL9LAN= E=L@G<K LG LJQ 9F< 9FKO=J GMJ J=K=9J;@ IM=KLAGFK EGJ=
;GEHD=L=DQӄ 5= ;9JJA=< GML GMJ J=K=9J;@ :=LO==F (MF= ҐҎҏғ 9F< HJAD ҐҎҏҖ
in three phases:

Phase 3 
We conducted interviews with 
20 women who completed 
questionnaires in Phase 2. 
These qualitative interviews 
have allowed us to explore 
how women living with HIV 
experience the menopause, 
in more depth. They also gave 
women the opportunity to 
tell us if there was anything 
we had missed out in our 
research. 

Phase 2 
We recruited women living 
with HIV aged between 45 and 
60 from 21 HIV clinics across 
England (including six outside 
London). Women did not have 
to have gone through the 
menopause to take part. 

They were invited to 
;GEHD=L= 9 ;GF᾿<=FLA9D H9H=J
questionnaire with questions 
about their general health, 
HIV history, menstrual cycle, 
menopausal symptoms, 
management of menopausal 
symptoms, and sexual function. 

Phase 1 
Working with the HIV peer 
support charity Positively 
UK, we conducted three 
focus group discussions 
with women living with aged 
45 and over. A total of 24 
women attended one of the 
focus groups in June-August 
2015. The aim was to gain 
some initial understanding 
G> @GOE=FGH9MK= 9ɀ=;LK
women living with HIV so we 
could better design the rest 
of our work. In Phase 1 we 
also conducted a survey of 
menopause management in 
HIV among GPs. 
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2@=E9BGJALQ G> .0'+# 1LM<Q H9JLA;AH9FLK O=J= =AL@=J H=JAә GJ HGKLE=FGH9MK9DӅ
9K QGM OGMD< =PH=;L G> OGE=F AF L@AK 9?= ?JGMHӄ

Last CD4 count (cells/mm3) Last HIV viral load

On antiretroviral therapyRecreational drug use in past 
3 months 

No

Yes

Yes
3%

2%

No

97% 98%

88%

12%
Detectable

Undetectable
7%

25%

68%

21%

44%

35%

Premenopausal 
(regular periods)

Postmenopausal  
(no periods for 12 months 

or more)

Perimenopausal 
(irregular periods within 

past 2 years)

<200 >500200-500
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Symptoms in all three domains were common in all PRIME study participants, 
:ML O=J= EGJ= DAC=DQ LG := J=HGJL=< :Q H=JAә 9F< HGKLәE=FGH9MK9D OGE=Fӄ
The most commonly reported symptoms were somatic, with nearly 90% of all 
H9JLA;AH9FLK J=HGJLAF? L@=K=ӄ2 

Women faced particular challenges in recognising symptoms as a result of also 
DANAF? OAL@ &'4Ӆ <=K;JA:AF? <AɀA;MDLA=K AF <AKLAF?MAK@AF? E=FGH9MK9D KQEHLGEK
>JGE &'4әJ=D9L=< KQEHLGEK GJ KA<=ә=ɀ=;LK G> 02ӄ3 

It leaves you feeling ‘what is going on here’? Is it HIV? Is it the 
menopause?

Prevalence of menopausal symptoms
'F L@= .0'+# IM=KLAGFF9AJ=Ӆ O= 9KC=< 9:GML ҏҏ KQEHLGEK L@9L 9J= GɃ=F
J=D9L=< LG E=FGH9MK=ӄ 5= <ANA<=< L@=K= KQEHLGEK AFLG L@J== <GE9AFKӆ

Somatic: @GL ῀MK@=KӅ
palpitations, joint and 
muscle discomfort, sleep 
disturbance

Psychological: depression, 
anxiety, irritability, 
exhaustion

Urogenital: vaginal 
dryness, urinary tract 
symptoms, sexual problems

2. Tariq S, Rolland A, Burns F, Sabin CA, Gilson R. Menopausal status and symptoms in women living with HIV in the UK: results from 
the PRIME Study. 9th IAS Conference on HIV Science; 23-26 July; Paris 2017.

ґӄ +;%J=?GJә0=9< (Ӆ .=LLALL $Ӆ .=LJ=LLA 1Ӆ  MJFK $Ӆ %ADKGF !Ӆ 19:AF !Ӆ 29JAI 1ӄ ӑ7GMӐJ= KMɀ=JAF? 9DD L@=K= L@AF?K 9F< QGM C==H ?GAF?
backwards and forwards”: experiences of the menopause among women living with HIV in the United Kingdom. 21st International 
AIDS Conference (AIDS 2016); Durban, South Africa 2016.

Findings: Menopausal symptoms in women living with HIV

Somatic Urogenital Psychological
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$MJL@=JEGJ=Ӆ KGE= <=K;JA:=< L@= <AɀA;MDLA=K G> @9NAF? LG E9F9?=E=FGH9MK9D
KQEHLGEK AF L@= ;GFL=PL G> DANAF? OAL@ 9 DGF?әL=JE ;GF<ALAGFӆ4

If I wasn’t coping with HIV and I was dealing with menopause alone, 
maybe it would be easier. I’ve got to cope with the two at the same 
time. If you haven’t slept for the whole night and you need to take 
medication… it just gets so annoying.

Psychological distress and menopausal symptoms
Nearly half of all PRIME Study participants (46%) were categorised as having 
psychological distress5; 29% screened positive for anxiety and 25% screened 
HGKALAN= >GJ <=HJ=KKAGFӄ ?J=9L=J HJGHGJLAGF G> OGE=F OAL@ =AL@=J KGE9LA; GJ
urogenital menopausal symptoms had psychological distress, compared to 
L@GK= OAL@GML KQEHLGEKӄ6

My menopause is now interrupting my life quite seriously. I think I have 
gone into a depression. My sleeping pattern is so horrendous and so 
chaotic that I feel very emotional. 

Sexual function 
2@= K=PM9D @=9DL@ 9F< O=DDә:=AF? G> OGE=F DANAF? OAL@ &'4Ӆ =KH=;A9DDQ 9K L@=Q
?=L GD<=JӅ AK GɃ=F GN=JDGGC=<ӄ 5= CFGO L@9L L@= E=FGH9MK= ;9F D=9< LG N9?AF9D
<JQF=KKӅ ;@9F?=K AF :G<Q K@9H=Ӆ 9F< ;9F AEH9;L @GO OGE=F K== L@=EK=DN=Kӄ
2@=K= L@AF?K ;9F 9DD D=9< LG <=;DAF=K AF K=PM9D >MF;LAGF AF;DM<AF? K=PM9D <=KAJ=ӄ

I’ve got no sex drive at all, and that’s impacted on my relationships, 
and for whatever reason people don’t seem to care about women’s sex 
drive. They only care about men’s sex drive. 

4. Ibid.

ғӄ 1;GJAF? ỳґ AF L@= N9DA<9L=< :JA=> .9LA=FL &=9DL@ /M=KLAGFF9AJ=әҒ Ӧ.&/әҒӧӄ

6. Tariq S, Burns F, Rolland A, Sabin C, Sherr L, Gilson R. Menopausal symptoms are associated with psychological distress in HIV+ women. 
8th International Workshop on HIV & Women; 2-3 March; Boston, USA 2018.

53% 58%

19%
26%
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We compared data on sexual function from sexually active PRIME Study 
participants7 OAL@ <9L9 >JGE KAEAD9JDQ 9?=< &'4әF=?9LAN= OGE=F O@G LGGC H9JL AF
 JAL9AFӐK ґJ< ,9LAGF9D 1MJN=Q G> 1=PM9D LLALM<=K 9F< *A>=KLQD=K Ӧ,9LK9Dәґӧӄ8 

Sexual problems were common in both groups of women aged between 45 and 
ҔҎӅ :ML EGJ= ;GEEGF AF L@GK= DANAF? OAL@ &'4ӄ9 

The most commonly reported sexual 
problem in women living with HIV was 
9 D9;C G> AFL=J=KL AF K=P ӦғҐổӧӄ (MKL
GN=J 9 IM9JL=J ӦҐҖổӧ G> .0'+# 1LM<Q
participants described having vaginal 
<JQF=KKӄ 5GE=F DANAF? OAL@ &'4 O=J=
KA?FA᾿;9FLDQEGJ= DAC=DQ LG @9N= GN=J9DD
DGO K=PM9D >MF;LAGF L@9F &'4әF=?9LAN=
OGE=Fӄ &GO=N=JӅ L@=Q O=J= 9DKGEGJ=
likely to seek help for sexual problems than women without HIV, likely a result of 
L@=AJ EGJ= >J=IM=FL ;GFL9;L OAL@ @=9DL@;9J= HJGNA<=JK 9F< K=PM9D @=9DL@ K=JNA;=Kӄ

 

7. The tool we used to measure sexual function is only validated in sexually active women.

8. http://www.natsal.ac.uk/about.aspx 

9. Toorabally N, Mercer CH, Mitchell KR, Burns F, Gilson R, Sabin C, Tariq S. Association of HIV status with sexual function in women 
aged 45-60. Conference on Retroviruses and Opportunistic Infections (CROI); March 4-7; Boston, USA 2018.

Women living with HIV J=HGJL=< ỳҏ K=PM9D
HJG:D=E D9KLAF? ỳґ EGFL@K AF L@= H9KL Q=9J

Women without HIV J=HGJL=< ỳҏ K=PM9D
HJG:D=E D9KLAF? ỳґ EGFL@K AF L@= H9KL Q=9J

69%

54%

Women living with HIV had sought help 
>JGE ỳҏ KGMJ;= >GJ K=PM9D HJG:D=EK

Women without HIV had sought help 
>JGE ỳҏ KGMJ;= >GJ K=PM9D HJG:D=EK

30%

17%

http://www.natsal.ac.uk/about.aspx 
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Findings: Managing menopausal symptoms
Mostly in our culture, we don’t talk about these things [periods], so we 
sometimes experience things without knowing exactly what’s going on.

5GE=F AF L@= .0'+# KLM<Q J=HGJL=< :=AF? MF<=JәHJ=H9J=< >GJ E=FGH9MK=ӄ
2@AK O9K =KH=;A9DDQ L@= ;9K= >GJ OGE=F >JGE KM:ә19@9J9F >JA;9F
;GEEMFALA=KӅ O@=J= L@= KM:B=;L G> H=JAG<K 9F<E=FGH9MK= O=J= GɃ=F K==F
9K L9:GGӄ10 

Accessing care for menopausal symptoms
.9JLA;AH9FLK <=K;JA:=< <AɀA;MDLA=K 9;;=KKAF? 9HHJGHJA9L= 9<NA;= 9F< ;9J=
>GJ L@=AJ E=FGH9MK9D KQEHLGEKӅ H9JLDQ 9K 9 J=KMDL G> DANAF? OAL@ &'4ӄ +9FQ
<=K;JA:=< :=AF? ;9M?@L :=LO==F L@=AJ &'4 <G;LGJK 9F< L@=AJ %.Kӄ

[The HIV doctors] are telling us to take everything to the GP… the 
GP then tells you to take it back to your HIV consultant. It’s very 
frustrating if you’re suffering all these things, and you keep going 
backwards and forwards.

We conducted a survey of 88 GPs to explore their management of menopause 
AF OGE=F DANAF? OAL@ &'4ӄ11 We found that over 95% of GPs reported being 
;GF᾿<=FL AF E9F9?AF? E=FGH9MK= AF ?=F=J9DӅ :ML L@9L D=KK L@9F @9D> ӦҒҔổӧ
J=HGJL=< ;GF᾿<=F;= E9F9?AF? E=FGH9MK= AF OGE=F DANAF? OAL@ &'4ӄ 2@=
GN=JO@=DEAF? E9BGJALQ ӦҗҔổӧ >=DL L@9L E=FGH9MK= AF OGE=F OAL@GML &'4
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Treatment of menopausal symptoms
DL@GM?@ L@= E=FGH9MK= AK 9 F9LMJ9D LJ9FKALAGFӅ KGE= OGE=F ᾿F< L@9L L@=AJ

KQEHLGEK 9J= AEHJGN=< OAL@ E=<A;9D LJ=9LE=FLӄ 2@AK AF;DM<=K KQKL=EA;
menopausal hormone therapy (MHT, previously known as hormone 
J=HD9;=E=FL L@=J9HQ GJ &02ӧ >GJ @GL ῀MK@=K 9F<EGG< ;@9F?=KӅ 9F< N9?AF9D
G=KLJG?=F ;J=9E GJ L9:D=LK >GJ MJG?=FAL9D KQEHLGEKӄ

Common approaches for managing menopausal symptoms

Menopausal hormone therapy
●● -J9D @GJEGF9D L9:D=LKӅ KCAF H9L;@=K GJ KCAF ?=D >GJ @GL ῀MK@=K GJ
E=FGH9MK=әJ=D9L=<EGG< ;@9F?=K

●● Vaginal oestrogen creams, tablets or rings for vaginal symptoms

Non-hormonal medication
●● FLA<=HJ=KK9FLK >GJ @GL ῀MK@=K
●● Topical vaginal lubricants and moisturisers for vaginal symptoms

Behavioural and lifestyle measures
●● Exercise including yoga
●● Reducing alcohol intake
●● Stopping smoking
●● !GD< H9;CKӅ >9FK 9F< <J=KKAF? AF D9Q=JK

Psychological
●● !G?FALAN= :=@9NAGMJ9D L@=J9HQ Ӧ! 2ӧ

Drug interactions

GP concerns about managing menopause in women living with HIV

79%

51%

48%

47%

1%
No concern

Same concerns as they 
would have in HIV-
negative women

Risks of menopausal 
hormone therapy in HIV

Missing an HIV-related 
diagnosis
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We found that the use of MHT and vaginal oestrogens were low in women  
O= KMJN=Q=<ӄ12 

However, it is important to note that not all women living with HIV wanted 
to take these treatments, with some describing the importance of avoiding 
>MJL@=J E=<A;9LAGF AF 9<<ALAGF LG L@=AJ 02ӄ

I don’t want to take anything else [menopausal hormone therapy].  
I don’t want to be a slave to something else.

What do women want?
As previously discussed, many women felt they did not have enough 
information about the menopause, leaving them unprepared for the changes 
L@=Q =PH=JA=F;=<ӄ 'L AK L@=J=>GJ= MFKMJHJAKAF? L@9L OGE=F @A?@DA?@L=< L@=
AEHGJL9F;= G> 9;;=KKAF? E=FGH9MK=әJ=D9L=< AF>GJE9LAGFӅ E9FQ >==DAF? L@AK
O9K :=KL 9;;=KK=< OAL@AF &'4 K=JNA;=Kӄ

It would be good to hear about [menopause] earlier, then we would 
start noticing it in our bodies. It would be a thing that we know. Not 
a kind of shock. You don’t know what is happening to you. Come and 
teach us. Tell us more.

Another key insight from PRIME Study participants is the potentially 
AEHGJL9FL JGD= G> H==JәKMHHGJL <MJAF? L@= E=FGH9MK= LJ9FKALAGFӄ +9FQ
OGE=F @9< =PH=JA=F;=< L@= :=F=᾿LK G> H==JәKMHHGJL 9L HJ=NAGMK HGAFLK AF
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Recommendations
HIV clinical services, GPs and HIV support services should be aware of the 
HGL=FLA9D AEH9;L G> L@= E=FGH9MK= LJ9FKALAGF GF L@= @=9DL@ 9F< O=DDә:=AF? G>
OGE=F DANAF? OAL@ &'4ӄ

&A?@әIM9DALQ 9F< 9;;=KKA:D= AF>GJE9LAGF 9:GML L@= E=FGH9MK= K@GMD< :=

http://www.aidsmap.com/Menopause-and-HIV/page/3117291/ 


http://positivelyuk.org/
http://www.aidsmap.com/Menopause-and-HIV/page/3117291/ 
http://www.bhiva.org/SRH-guidelines-consultation.aspx 



