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Background N

Presentation based on research initiated by Noel
Walsh, service user, HIV activist, HIV+
representative on the Irish National AIDS Strategy
Committee (NASC) & Care & Management Sub-
Committee.

Research in response to report by Care &
Management sub-committee on HIV/STI services
In Ireland (2004) as it failed to involve service
users or seek their opinion

Key objective of study wasto dicit views of HIV
service usersin Ireland with aview to improving
those services.



Key Vision of Health Strategy

‘A health system that encourages you to
have your say, listens to you, and ensures
that your views are taken into account’
(DOHC, 2001:10)
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HIV in
The stats and the services

The statistics

Cumulative total number of people diagnosed HIV+ in
Ireland up to end of 2008 is 5,243

411 people are known to have died of AIDS

405 people were newly diagnosed with HIV in 2008
(NDSC, 2009)

The services

Five hospitals with HIV out-patient and in-patient
services, three in Dublin, one in Cork, and one in Galway




Methodology

Data collected from compl eted
guestionnaires distributed through
participating clinicsto HIV + service users

Performed in second & third quarter 2008
A total of 401 participants

Of the five hospital s approached, two
Dublin (n =199 and n = 136) and one
outside Dublin (n =66) took part



Findings

The HIV + service users who responded
represent 19% of those attending the
hospitals studied, and 10% of the total

number of people known to be living with
HIV in Ireland today.
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Findi

Overall the study indicates that the vast
majority of service users attending the three
clinics receive a satisfactory or highly
satisfactory level of care from all members of
the multidisciplinary team
“Overall my experience in the clinic has been
very positive. Nurses and doctors | have met are
first class. Waiting and overall surroundings are
the only criticisms’



However, severa areas of dissatisfaction were highlighted
|nadequate provision of information on free availability
of PEP
| nadequate provision of information on free availability
of condoms
| nadequate provision of information on support services

Other criticisms included
Waiting times
Lack of confidentiality
Inadequate premises



Responses organl ized under
following headings

Accessibility and environment

Waliting time for clinical and support
SErvices

Care and attention from staff

Patients’ knowledge of services
HIV stigma
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1. Accessi b|||ty and envi ronment
(Facilities, or lack of them....)
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This person’ s views summarises many of
the Issues raised by others
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“The toiletsare a disgrace. Appointment times are non-
existent. More frequent surveys please. Thereisno
consistency of which doctor you see. New pharmacist
could do with a course on interpersonal skills, number
system should be better than having name called out [oud
and numerous times. Difficult for patients who work to get
suitable appointments. |mpossible to telephone reception.
Sometimes you get an answer, most times no answer or
answer phone. In atime when hospital acquired infections

are always in the news, the hygiene of the clinic is scary to
say theleast”.................



Accessibility & Environment

75% patients were satisfied (43%) or very
satisfied (32%)

65% satisfied with toilet facilities

64% satisfied with reading material

62% satisfied were satisfied with telephone
accessto clinics

35% satisfied with child care arrangements

Several suggested that water fountains and
tea/coffee facilities should be provided




Accessibility & Environment

he clinic isno longer suitable for the

amount of patients it dealswith. Bigger
premisesisa must in the future

* Overall my experience in the clinic has been
very positive. Nurses and doctor’s | have met
arefirst class. Waiting and overall
surroundings are the only criticisms'.
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2. Waiting times.
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Waiti ng timesfor dinical and
support services

42% said that they were generally seenin
less than an hour

Average wait for 25% was 1-2 hours
Average wait for 23% was 2-3 hours
5% said the wait was even longer



Waltl ng times for i n-l"caland sUpport .
services — Patient voices

* The actual waiting time after seeing the
receptionist isa JOKE!!!",

The management of the service is appalling. No
appol ntments means each visit lasts 3-4 hours for
a visit. Thereisno privacy with names shouted up
and down the corridor. | have seen queue
jumping in the blood queue regularly’.



3. Care and Attention from Staff?



Care & attention from staff
Reception staff —53% highly satisfied,
36% satisfied - 89% overall
Nursing staff — 62% very satisfied, 27/%
satisfied — 89% overall

Doctors—57% highly satisfied, 28%
satisfied — 85% overdll

61% overall satisfied with pharmacy
59% overall satisfied with social work



Reception staff —Patient voices

‘Could do with better confidentiality and privacy
at reception, otherwise cant complain’.

* Privacy at making appointments. | am not
satisfied with the procedure of calling out names,
addresses and tel ephone numbers in a queue but
understand it Istemporary. Prefer to write it and
not say It’.



Nursing Staff —Patient voices

‘They always appear to bein a hurry. |
requested an ST1 screen —wastold it was

too busy! Hellooooo!".

The nurses and doctors are very good and
easy to talk to. | enjoy all my visitsasthe
staff here are kind and caring'’.



Doctors — Patient voices

"Wish | could be seen by the same Dr each and every
visit’.
*The odd junior Dr needs a kick in the pants and could do

mor e to actually take the time to read a patient’sfile

before beginning to pontificate. The Dr’ swho have
wor ked here for years are all excellent.’



Pharmacy

* Also the pharmacist could be a lot quicker
by doing notes after giving medications
out.’

‘Please change the system of giving out
medications. One don’t have to spend all
those time waiting to collect only drugs
while the major part seeing Dr has already

been done.’



Social work

" It" s great the way social workers make a
follow-up.’

* Please can our mental health welfare be as
compulsory a part of healing asthe pills.
The necessity for thisis greatly
under estimated.’
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“If we could be asked by the doctor ‘do you
have any questions or

concerns’
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* Excellent way doctors take time to explain
assessment with clients'.



Patient’ s knowledge of services

Only 54% were aware that clinics provide
condoms

4% thought clinics did not give out condoms
PEP

36% did not know!

Only 27% knew that clinics could provide PEP

5% thought they did not, 60% did not know



Conflicting advice.....

‘| asked about me and me partner as both of us are
In the same condition — ‘do we need to use condoms’?

The first Dr told me there was no need, once infected
that's It,

and the other Dr said we need to use condoms
because we keep re-infecting each other

and which is which???”



“There is nothing like catching HIV to

make you understand how the stigma can

Impact on your career, sex life, love life, family life........and
the depression it brings....the unwel come thoughts of
suicide. Thereis nothing black and white about HIV in
modern society. | appreciate a gentle understanding to even
the most aggressive of patients. | appreciate the strain

people are under so | suggest ultimately that more
counsellorsare hired”



“A health system that encourages you
to have your say,

listens to you,

and ensures that your views are
taken into account”

(DOHC, 2001:10)
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The future

These issues have been brought to the attention of consultants
running the various clinics at the SSTDI meeting in
October 2009 and they were asked to:

Review the appointment system to avoid long waiting times
Inclinic

Provide up to date information on Post Exposure
Prophylaxes (PEP) and its availability

Condoms — not freely available in all clinics

Offer regular reviews to those living with HIV which will
help them negotiate new relationships and maximise
their care
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“Please can there be another day for HIV
patients. People aren’t dying of this disease
the way they used to be. People are staying
alive. The number of patientsis clearly
growing. It would seem obvious that the
space and time should be allocated to treat
people with HIV, AND as a result MORE
TIME, MORE SPACE = LESS STRESS for
everyone. Less stress = happy people”

ANE
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