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HIV/AIDS is a chronic disease and the patients are frequently prescribed with multiple long term therapy where it requires educating the patients regarding their
disease and about the drugs for an effective management. Previous studies established that leaflets are a cheap and potential way to convey health information,
butthere is another concern is that how successfully it is ensuring quality information towards target community. This study was undertaken to develop and ensure
quality information of one of the supplementary reading material, known as patient information leaflet (PIL) for educating HIV/AIDS patients. Patient information
leaflet was prepared in two parts for disease and drug aspects of HIV/AIDS and tested for validity by using EQIP (ensuring quality information for patients) method.
PMOSE/IKIRSCH readability scale was used for the estimation of readability and complexity of patient information leaflets. It was concluded that the leaflet for
HIV/AIDS can be used as a source of patient information and can be circulated among HIV/AIDS patients to provide patient education and counseling, but it
should be reviewed within one to two years.
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INTRODUCTION

There are numerous studies reported that the patients will
forget more than 50% of'the information which is provided by
the healthcare professionals and it also suggests that written
information may help the patients to retain most of the
information provided by healthcare professionals."”

Now-a-days printed education material is the one of the most
frequently used resources for educating the patients
preferably with chronic diseases.’ In India printed education
material were used most frequently to educate the patients of
different kinds of diseases which may be supplied by
government and non-governmental organizations including
pharmaceutical companies but the evidence of validation of
those education material was minimal.

Patient information leaflets play significant role in educating
the patients on different aspects of drug and disease and
further useful to improvise the adherence to medication by
which an effective patient care can be achieved.
So, education material with the vital components has to be
ensured with quality information, to be clearly
communicable, be evidence based and moreover it has to be
validated since the prime goal is to serve the community.’

Quality healthcare information material comprises of three
parts; proper communication, usage of evidence based
information and involve patients in the development of the
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materials,apart from that further validation of printed
education material is more important which directly affects
the patient.’

HIV/AIDS is a chronic disease and the patients are frequently
prescribed with multiple long term therapy where it requires
educating the patients regarding their disease and about the
drugs for an effective management of disease. Health and
medicine-related education often occurs during direct patient
contact, sometimes supplemented by relevant reading
material. Previous studies reported that leaflets are a cheap
and potential way to convey health information, but there is
another concern is that how successfully it is ensuring quality
information towards target community.” This study was
undertaken to develop and ensure quality information of one
of the supplementary reading material, known as patient
information leaflet (PIL) for serving HIV/AIDS patients.

AIMAND OBJECTIVE

This study aims to develop and validate the patient
information leaflet regarding drug and disease aspects for
HIV/AIDS patients.

METHODOLOGY

Patient information leaflet was prepared in two parts as
disease and drug aspects of HIV/AIDS according to the
guidelines provided by international alliance of patients
organization (IAPO) and tested for validity by using EQIP
(ensuring quality information for patients) method. EQIP
method is questionnaire based survey which comprises of 20
questions based on various quality criterions, questionnaire
was provided with four options for an easy answering.
Before administering EQIP questionnaire, printed version of
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two parts of patient information leaflet in local language was
distributed to professionals and non-professionals pharmacy
teachers, working pharmacists, pharmacy students, nurses,
social workers, and lay persons and HIV/AIDS patients those
who were residing or working in and around of Anantapur
district, Andhra Pradesh, South India. They were asked to
give a score for the patient information leaflet through EQIP
questionnaire, and their responses were obtained.

Oral consent was obtained from all the study participants and
a total of 118 completed questionnaires were collected and
evaluated to ensure the quality of patient information leaflet.
Interpretation of the data was done for an individual criterion
and for different group of respondents PMOSE/IKIRSCH
readability scale was used for estimation of readability and
complexity of patient information leaflets. High response
score indicates better quality and low response score indicates
poor quality

RESULTS

Initially information leaflet was prepared in English as two
parts; one is for drug aspects of HIV/AIDS and another is for
disease aspects of HIV/AIDS and it was translated to local
language (Telugu) by experts and again it was transferred to
English to validate the exact meaning of the information
leaflets.

A total of 118 participants including professionals or non-
professionals groups like working pharmacists (22),
pharmacy students (20), nurses (23), social workers (8),
pharmacy staff (10), and Lay persons (20) and HIV / AIDS
patients those who are diagnosed as HIV carrier five years ago
(15) were enrolles in this study, and the response for the
validated EQIP (ensuring quality information for patients)
questionnaire was received.

Among different study participants, clinical nurses and
HIV/AIDS patients gave response with high scores of
68.23% and 68.04% respectively for the patient information
leaflets through EQIP questionnaire. The scores of other
participants are shown in Table 1 and it shows that the patient
information leaflet has reliability for distribution to patients.

The readability and complexity was estimated by
PMOSE/IKIRSCH formula and the readability was estimated
to be proficiency level 2, considered as grade 8 and explained
to be more suitable for people who have completed high
school diploma or more, and the complexity level was
estimated to be low.

Table 3 explains the evaluation of different criteria based on
EQIP on our patient information leaflets, and the results
implies that out of 20 criteria given by EQIP four got a score of
more than 90%. The highest score (94.0 %) was assigned for
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Table 1: Classification and responses to EQIP of study participants

S.No Participants Number of participants  Response

N(%) (%)

1 Pharmacy teachers 10(8.47) 66.13
2 Nurses 23(19.49) 68.23
3 Pharmacy students 20(16.94) 62.85
4 Working pharmacists 22(18.64) 60.43
5 Social workers 8(6.77) 65.23
6 Lay persons 20(16.94) 67.21
7 HIV/AIDS patients 15(12.71) 68.04

Total 118 65.44

Table 2: Interpretation of PMOSE/IKIRSCH formula’

S.No Proficiency Grade level Equivalent
1 Level1  GCrade 4 >8 years of schooling
2 Level2  Grade 8 To high school diploma

3 Level3  Grade 12 Some education after high
school

4 Level4  15years of schooling  College degree equivalent

5 Level 5 16 years of schooling ~ Advanced post college

or more degree

a criteria “contains easy to understand illustrations, diagrams
or photos that are relevant to the subject of the information”,
and the least score was given for “contain the date of
information it was produced”. Out of 20 criteria given by
EQIP, eleven got a score range of more than 75%, 7 received a
score of less than 50% and two were within the range of 50 —
75%.

The individual responses of participants were taken into
consideration for testing the usability of the leaflets.
84 participants gave aresponse of 51t075%, 16 gave response
of 76 % and above, 15 gave 26 to 50% and 3 participants gave
0 to 25% response score through EQIP questionnaire, the
details are shown in Table 4.

DISCUSSION

The provision of patient information leaflets (PILs) is an
important part of health care so PILs require evaluation to
ensure its quality.”

The quality of information provided to patients heavily
contributes to the prevention and self-management of
illnesses and recovery of health. The quality of such patient
education material needs to be evaluated by different group of
healthcare professionals prior to use by the patients.’ In the
present study, the quality of patient information leaflets was
good and only few suggested to remove the patient
information leaflets from circulation.

Readability is considered as a measure of the quality of
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Table 3: Scores assigned for each Quality criterions of EQIP

S.No  EQIP Criterions

Assigned score (%)

1 Have clearly stated aims and achieve them 93.2
2 Written using everyday language. Explaining unusual or medical words or abbreviations 81.3
or jargon
3 Written using short sentences 84.7
4 Written so that it personally addresses the reader 50.4
5 Written so that the tone is respectful 93.2
6 Design of information satisfactory 78.3
7 Contains easy to understand illustrations, diagrams or photos that are relevant to the 94.0
subject of the information
8 Presented in a logical order 771
9 Contain a space to make notes 415
10 Contain contact details for health care 73.0
" Contain the date information was produced 8.4
12 Contain name of person or department that produced information 89.2
13 Indicates whether information was produced with assistance from users of service 259
14 Contains reference to quality of life issues 41.0
15 Uses generic names for medications or products, or identifies brand names as such 24.7
16 Contains details of other sources of information 46.8
17 Describes the purpose 90.6
18 Describes the benefits 80.0
19 Describes risks and side effects 66.9
20 Describes alternatives 21.6

Table 4: Feedback strategy on EQIP of patient information leaflets:

S.No Specifications Frequency (%) Recommendations

1 76 percent and above 16 (13.55) Continue to stock; review in two to three years

2 51to 75 per cent 84 (71.18) Continue to stock; review in one to two years

3 26 to 50 per cent 15 (12.71) Begin review now and replace within six months to a year
4 0 to 25 per cent 3 (2.54) Remove from circulation immediately

written information and there are plenty of scales available to
measure the same. The lower the reading level, the more
likely the information can be read and understood by a large
population.” In our study we found that the patient
information leaflets is understood by people those who has
completed high school/diploma, so the quality has to be
improved further to reach large number of population
including people who have less than 8 years of school
education. Moreover, the present study results also show that
our PILs have to be reviewed once in two years.

However, readability is only an aspect of reading
comprehension and to evaluate the written information. There
are various criteria available to evaluate the information
available. In the present study, EQIP questionnaire was used
to evaluate the different criteria and it was observed that
majority of the criteria were fulfilled during the development
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of patient information leaflet. However, there are certain
criteria which needs to be revised during the review, like time
and date the leaflets were produced.

CONCLUSION

It can be concluded that the leaflet developed for HIV/AIDS
can be used as a source of patient information and can be
circulated among the patients to provide education and
counseling but it should be reviewed within one to two years.
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STAYINGHEALTHYFORLIFE —
FORPEOPLE WITH HIV

Part -

Having HIV does not mean you have AIDS
or that you will die - it is like other illnesses
= you can get medical
stay HEALTHY

treatment for it and

What canIdo on my own to stay healthy

with HIV?

s Thswornt effecy of deinking can have is
k=ock you off schaduls for taldas madic

Alzohsl & ymaking with HIV:

e TWaak

JJI]J.T.!I.J...' EVEST

Amix youcanavoid

Oral healch:

¢ Tha haalth of vour fass
poms and mouth - affect ~—
vour whol2 body

o Bruh vour tamh afe

gvery masl or & least D times & dav

k

Oral health means mora than strong
teeth you know

Exercise: Slegp, Cot =mough slesp and rast
\ —_
o

What is HIV?
Tha human
immyenodafcjanoy vins

(HIV) imfacyz call of tha
immuns svetsm and ias:w_-‘a
of impsinn thalr fimcicn

Infaction with tha wines saeults
in the
deteriorztion of the immume
systam, leading to “immuns deficiency.”

Wharis AIDS?

progess assy
e

Acguired immunodsficiancy nndroms (AIDS) is a
servsillancs term gppliss to the most advamced
stages of HIV infection, defined by the occomencs
of any of moss than 20

oppormunistic infections

of HIV-gslatad cancers.

What should I do if | am diagnosed with

HIV? =

/-
¢ Talkwith someons you trust m
i

*  Tall yvour pannar ﬁ’; ‘sf_*,

Work with doctor or health care provider
« Follow von doctor's
instroctions
* Don't make changss to

your
madicine on your

bacause of advice fom Ena:u

B

Meditation:

Tales time to relax.
n;
8

Mamy peopla find that meditation or praver, along
with exercize mnd raet; help them cope with the
stzaas of baving HIV or AIDS

Esting:

e Eating well belps ws stay strong have mors
anaey and boost: our body': immuna
TYitam

o Catamough calesis

» Stay svey Som junkad foods or fast food

Some HIV mudicie cam 'r:iw Yol r’i\f
chamging the foods you & m

()fppnrtnmhc infectio:

Taka  prevantiva maeaswess  fo gvoid  other
oppoMunistic infactiony
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Protect yourself and others

«  Avpidsinfaction

o Alwavs prafar :a:dm

o Aveid Serally tramamined dissasss

o Talk with your doctor if you am presmant
mursing baby

« HIV igfaction is liks a chain fom oma
porson to another; vou can ‘:«.al. that chain
ad help others by zvoiding fionher
infactions

What is the treatment for HIV or AIDS?

*  Artirstrovicsl
madiciees (ART) =m
wiad for the trestmant

Thass powerfil madicines

control the vins ad slow progmssion of HIV
infaction, bus they do mot cure it You nead to
take thass madicinss exactly 2= your .ieh_er
prascribas, mnd it can ba piven a3 8 combinsrio
for efactive weament.

« Tmamny gther jnfacjons: If vour HIV
infaction gats e md vour CD4 call
count flls below 200, you e more likaly
1o gt other infactions, ot that time physician
may praseriba other madicina

Todmqy, thowusamds of peapis are Ihving with HIV
.-1..'.?3 My are [eading flll, happy, and productive
{ Fou cam foo [f vou work with your doctor and

nals aved take the seens
v healthy

Formore Information. Contact:

Department of Pharmacy Practice &
Drug Information Centre,

RDT Hospital Bathalapalli
&

Eaghavendrainstitute of pharmaceutical
education andresearch (RIPER),
Anantapu

E.Vigneshwaran M. Pharm,
AsstProf. RIPEE. ATP.

B 9618197985 (o1)

< D85359-244220

45



Vigneshwaran E - Development and Validation of patient information leaflet for HIV/AIDS patients

STAYING ON SCHEDULE

Partll

TIPS FOR TAKING
YOUR

HIV
MEDICATIONS

Whatever the efficacy of drug, it
cannot act unless YOU TAKE it

in a proper way and on time

Side effects
Don'tlet side effects change your schedule

MNausss, headachs, 3nd dizrrhes 3rs comman when
youtzke HIV medicings, mozt of the zide effect: 20
WItRin 3 wess

ke,
L\_., = Nouseg %
«I vemiming $A4 |\
.1.:?"/.:\

Periphersl neurooethy
2 I Skinrashes

What should | do if | miss the dose —taxe it 31 1000
25 possible howsver if you skip the doss Do not
take doubls dose the next to maks up for it

‘Why it is 30 important totake HIV Medicings on

— =

When the HIV virus infects your body the virus
miakes copies itself. HIV medicnes can help stop HIV
from making copies of it and @n reduce the tol
amount of HIV in your body but ifyou do not take
HIV medicings on tima, thay will stop working
AEdingt HIV

‘What is CD 4 count ?

CD4 celis are immune cells they will be protecting
our body from infections

What is viral load?

Onga virus enters the blood stream attach with CD4
celiz(immune cellz) and there which will be
multiplied and produces plenty of new yirpns,
&ffects the other CD4 cells Thus, one infected o=l
turns into @ factory churning out billons copees of
the human immunodeficiancy wirus [Hiv)

Instructions for taking HIV
medicines

Each medicing has instructions (rules) for how to
take it. Read the instructions and follow them
carefully. Here are some common instructions and
what they mean:

“Take thres times a day”™ means you mke the thres
doses B hours apart. If you take the first dose when
yOu E&t up in the morning at 7:00 a.m., you would
take the second cose B hours later at3:00 p.m. You
would mke the third dose B hours lster, 5t 11:00
p-m.

“Take twice a day™ meanz you take the firsz doze
sarly inthe day and the sscond dois about 12
hours ater. So, if you take the first dose atB o' dock
inthe morning [B:00 &.m. ), tAke the second O05E &t
B o'dock in the svening [8:00 p.m.).

=
¢

)
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Talk with your doctor or health care provider:

Understand what eoch drug and why are yow toking
it

Understand the schedule
of your drugs

P

Ask the pharmacist any guestions:

%: ASK your pharmacist
I

How much of the drug
Iptake

= How often you ke the drug

= Whether with food or anempty stomach or
how it is

e Azk aboutthe storage of medications

“Take with 2 meal" or “Take with food” mean:z you
should not take the medicine on anempty
stamach. If you do not want to sat a3 whols maal,
eatalarze snack with mile.

A
i |
“Take on anempty stomach” means you should

take the mediong at least 1 hour before or 2 hours
sfter youssta snace or maal

Todqy, thousamds gf peopis are Ifving with HIV or
AIDE. May are leading full, happy, and produstie
Iives only when they une pood medicine raking
behanior

Formore Information, Contact:

Department of Pharmacy Practice &
Drug Information Centre,

RDT Hospital Bathalapall,

&

Eaghavendrainstitute o fpharmaceutical
education andrezearch (RIPER),
Anantapu

E.Vigneshwaran M.Pharm.
Asst.Prof, RIPER, ATP.
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