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Abstract

Objective: Our aim was to create a vignette enabling the
assessment of the impact of thrombocytopenia symp-
toms on patients’ quality of life.

Methods: The vignettes which we created are focused on
thrombocytopenia symptoms which may influence the
quality of life of the patients. The vignettes designed in
Polish language are to be used by adult patients and chil-
dren caregivers and to be administered by an interviewer.
There are separate vignettes for adult males and females
as well as for children caregivers. Each vignette consists
of two parts: the objective of the first one is to collect
qualitative information about the major health problems
related to the thrombocytopenia symptoms in each stud-
ied group, the second is related to specific symptoms and
aims at measuring the intensity of impact on the quality
of life in a quantitative way.

Results: We have created the vignettes with special fo-
cus on the most frequent thrombocytopenia symptoms
and those which are most life threatening. The vignettes
describe a hypothetical patient with thrombocytopenia
and the symptoms which may impact the quality of life in
their daily functioning.

In the first part the patients are asked to provide quali-
tative information in a descriptive way about symptoms
influencing their daily functioning or the most threat-
ening ones. The second part is using the Likert scale to
assess quantitatively the impact of specific symptoms on
patients’ life.

Conclusions: The vignettes need to be tested in adult pa-
tients with thrombocytopenia and children caregivers in
order to allow further comparisons.

Introduction

Quality of Life (QoL) questionnaires are used by research-
ers widely, however there are still areas for capturing ad-
ditional information using other tools, such as vignettes.
According to Collins, vignettes are short descriptions
of hypothetical situations or scenarios, and are useful
in understanding how respondents would answer ques-
tions about these situations and in showing whether the
conceptual boundaries of the domain vary as between
respondents”. In our previous research we assessed the
potential usage of vignettes in relation to quality of life'.
We found examples where a clinical vignette can be
applied to a single patient, and the information giv-

en during an interview can provide additional expla-
nation to patient’s scores in the study of quality of life.
The objective of our previous search was to define, if in
real life, the vignettes are used for quality of life or util-
ities assessment and if yes, how extensive their use is™”.
We found that this is a promising additional technique
to measure changes in QoL, however it is not very often
used by the researchers. It can be considered as a sup-
plementary method to standard QoL measurement meth-
ods. In view of the above findings we decided to work
on creating a disease and symptoms specific vignette.
We agreed to focus on thrombocytopenia, which as a
congenital disease is relatively rare. However as a hema-
tological problem it is quite common and there are many
acquired diseases which may cause thrombocytopenia®.

The symptoms of thrombocytopenia influence patients’
quality oflife independently of the disease cause. Throm-
bocytopenia most characteristic symptoms are petechiae,
purpura as well as skin and mucosa bleedings. Mostly
the localization of the petechiae is on the extremities and
the thorax, more rarely on the face”. The most frequent-
ly bleedings are from the nose, gums, urinary tract and
genital tract in women. The life threatening complica-
tion can be intracranial bleeding'. Those symptoms can
impact patients quality of life and with the vignettes we
aimed to have better understanding of such influence.

Methods

By drawing our attention to a clinical condition we
wanted to use the socio and psychological techniques to
measure the impact of disease symptoms in qualitative
way™*”l. To ensure proper understanding of the clinical
situation we described a hypothetical situation in a clear
manner, adapted to the patient level. That is mandatory
in order to place the interviewed person in a clinical con-
text allowing proper understanding of the situation by
the patient. The first step was to define the hypothesis for
the problem we plan to analyze with the vignettes. In this
case we decided to assess the most frequent symptoms of
the disease which may have impact on patients quality of
life™”!. 'We were trying to find out what the symptoms
which most frequently produce fear and concern to pa-
tients with thrombocytopenia are. In order to keep the
vignette understandable we decided to prepare separate
vignettes for adult males, females and children caregiv-
ers and to concentrate on the more frequent symptoms:
the appearance of small petechiae in the skin and mucous
membranes of the mouth, easy bruising, bleeding from
the gums, nose, genital tract in women and prolonged,
heavy menstrual bleeding being the cause of the possi-
bility of bleeding from the genital tract. Additionally, we
added a description related to the life threatening com-
plication of thrombocytopenia which is the risk of bleed-
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ing to the central nervous system to the first part of the
vignette. Patients are asked to provide descriptive infor-
mation about those symptoms which cause limitations or
influence their daily activities.

In the second part of the vignette the Likert scale is used
in order to provide quantification to the impact of specif-
ic symptoms and clinical conditions related to thrombo-
cytopenia on patients functioning”’. Patients are asked to
rank on a 5 level scale (+2,+1,0, -1,-2) each of the symp-
toms mentioned in the first part, +2 meaning very sig-
nificant impact, +1 mean impact, 0 - indifferent, -1 small
impact, -2 no impact.

We have validated the vignettes within psychologists
and clinicians in order to ensure proper context descrip-
tion. The vignettes are available only in Polish language.
For other languages translation and validation process
should be followed.

Results

We have created the vignettes with special focus on the
most frequent thrombocytopenia symptoms and those
most life threatening producing particular fear and
concern to patients. The vignettes describe a hypothet-
ical patient with thrombocytopenia and the symptoms
which may impact the quality of life in daily functioning.
We have not personalized the vignettes with details such
as names in order to make the tool more flexible allowing
the optimal identification and usage in a non-preselected
group of patients.

In the first part of each vignette patients are asked to pro-
vide qualitative information in a descriptive way about
symptoms influencing their daily functioning or threat-
ening the most. The second part is using the Likert scale
with 5 steps to assess quantitatively the impact of specific
symptoms.

The vignette presented in figure 1 is dedicated to adult
male patients. The figure 2 vignette presents the vignette
dedicated to female patient. The figure 3 vignette is for
thrombocytopenia children caregivers.

Opis:

Meiczyna w wieku Srednim cerpi na mao plytkowosC. best aktywny mwodowo | wwolnym cmsie
lubi uprawiad sport. Jednak wystepujg objawy choroby, ktdre utrudniajg wdzid w codzienmych
aktywnosciach. Od jakiegos czasu zauwahy pojawienie sig drobnych wybrocyn na skorze i
Ehzbwkach jamy ustng. fierdza fatwe sinizcoenie sig i czasami nawet krwawieniaz
drigset lub nosa Wrwigzhu ze swoig chorobgodoruwalek przed urazami, jako = wigiesieto 7
ryzykiem krwotokdw wewnetrznych. Boi sig urazdw glowy, kidre mogg prowadsic do powainych
konsskwendi.

[ 3
Prozze opisat, kidre z objawdw awiszanych z chorobg utrudniajg Panu czynnodd dnia codziennego,
ograniczajac aktywnodc?

Ktre powodujqu Pana szzegdine obawy?

Czait2. Prosze wekezad stopied jenia w wykonywaniu codzi caynnosci wrwiazhuz
jacymi obj i choro by [pray kazdym objawie proszg wybrac jedng odpowiedz).

Wibro cayny nashdrze iflub Suzéwkach

-2 dudy wehw

-1 Eredni wphyw

0 obojgtne

+1may wpiyw

+2 brak wpkywu

tatwe siniaczenie

-2 dudy wehw

-1 Eredni wphyw

0 obojstne

+1may wpiyw

+2 brak wpbywy

Krwawienia 7 drigset lub nos

-2 dudy wehyw

-1 éredni wphyw

0 obojetne

+1maywpbyw

+2 brak wphywu

Figure 1.

Ops.

Kobieta wwieku &ednim derpi na matoptytkowose. Jest sktywna zawodowo i w wolnym czasie Libi
uprawiat sport. Jednak wystepuja objawy choroby, kiére utrudnisig jej udzist w codziennych
akrywnosciach. Odjakiegos czasu zauwaiyta pojawienie sie drobrych wybroczyn na skarze i
Sizowkachjamy ustnej. Dodatkowo swierdza tatwe siniaczenie sie i czasami nawet krwawieniaz
dzigset, nosa lub drag rodnych, przedhuzajace sie miesgeki W zwigzku ze swoja chorobg odczuwa
lgk przed urazami, jako e wigze sie toz ryzykiem krwotokow wewnetrznych. Boi sie urazow glowy,
ktore mogg prowadzi do powainych konsekwengi. Rowniez towarzy=zy j&j lek zwigzany z
przedtuigacy mi sig, obfitymi miesiaczki | stigjaca moi lwo& krwotoku z drog rodnych.

Ceest 1

Prosze opsat, krore z objawdw zwigzanychz chorobg utrudniajg Pani @ynnosci dnia codziennego,
ograniczaac aktywnosi?

Krére powodujg u Pani szczegdine obawy ?

C2est 2 Prosze wkazat stopie utrudnieniaw wy komywaniu codz iennych czynnosciv zwigzkuz
nasiepUjacymi objawami choroby (przy kazdym objaw e prosze wy brat jedng odpowieds)

Wy broczyny na skarze iflub gz dwkach
-2 duzy wptyw

-1 &redni wphyw

0 obojetne

+1 maty wptyw

+2 brak wptywu

Lawe sniaczenie

-2 dugy wptyw

-1 &redni wptyw

0 obojetne

+1 maty wptyw

+2 brak wphywu

Krwawieniaz dzigset Wb nosa
-2 dudy wphyw

-1 redni wphyw

0 obojetne

+1 maty wptyw

+2 brak wphpwu

Figure 2.
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Opis:

Driecko chorujace na matoptytkowosc jest bardzo aktywne, lubi biegac, grac w pitke, jeidzic na
rowerze. Jednak wystepuja ohjawy choroby, ktére utrudniaja udziat w codziennych aktywnoiciach
0Od jakiegoé czasu rodzice zauwatzyli pojawienie sig drobnych wybroczyn na skérze i Sluzdwkach jamy
ustne] dziecka. Dodatkowo zaobserwowali fatwe siniaczenie sig i czasami nawet krwawienia z dzigset
lub nosa. Rodzice zaobserwowali, ze ich dziecko w zwigzku z chorobg odczuwa lek przed urazami, na
przykiad podezas zajsé 2 w. Rodzice dodatkown boja sis urazdw glowy, ktdre moga prowadzic do
powainych kansekwencji w postad krwotokdw

Cresel

Proszg opisac, ktdre z objawow zwigzanych z chorobg utrudniajg Pana/Pani dziecku czynnosci dnia
codziennego, ograniczajac jego aktywnoic?

Ktdre powodujg u Pani/Pana lub u dziecka szczegbine obawy?

Creié 2. Prosze wskazat stopie utrudnisnia w wykonywaniu codzienmych czynnosc przez driecko w
zwiazku z nastepuigeymi objswami choroby (przy kazdym objawie prosze wybrat jedna odpowied?)

Wybraczyny na skérze iflub Sluréwkach
-2 duty wphw

-1 #redni wphw

0 obojetne
+1 maty wphyw

+2 brak wphywu

tatwe siniaczenie

-2 duty wphyw

-1 fredni wotyw

0 obojetne

+1 maty wptyw

+2 brak wphywu

Krwawieniz 2 crigsetlub noss
-2 duty wphyw

-1 £redni wptyw

0 obojetne

+1 mahy wphyw

<2 brak wphywu

Discussion

Patients with thrombocytopenia may suffer from the im-
pact of the disease on their quality of life thus we looked
for research already done to assess such impact. Despite
the availability of numerous publications about diagno-
sis, treatment, and prognosis of the disease there are few
publications related to quality of life, especially those
related to children. QoL related to Idiopathic Thrombo-
cytopenic Purpura (ITP) was mostly studied using Kids’
ITP Tools (KIT) questionnaire, comparing the mean KIT
score in the parents’ group and in the children’s group’.
Another example when KIT tool was used was to assess
the quality of life in immune thrombocytopenia follow-
ing the treatment. The authors concluded that the KIT
parent-proxy scores were significantly worse for newly
diagnosed children receiving treatment". In Egypt there
was a QoL study performed with thrombocytopenia chil-
dren participation and the results showed a positive cor-
relation between scores of child/proxy and parent reports.
The studied group consisted of children with immune
thrombocytopenia and their parents. Authors assessed
the QoL in relation to different disease parameters. The
findings showed that newly diagnosed patients with im-
mune thrombocytopenia had lower scores of both child/
proxy reports and parent reports than chronic patients.

Longer duration of illness was correlated with higher
scores of child/proxy reports?. Another study in chil-
dren population aimed to assess QoL using Pediatric
Quality of Life Inventory™ and Kids’ ITP Tools question-
naires at diagnosis and during standardized follow-up™.
The authors found that the quality of life of children with
newly diagnosed immunothrombocytopenia was only
influenced by clinical course of the disease and not by
treatment modality or bleeding severity"?..

While analyzing the available publications we focused
not only on thrombocytopenia quality of life research but
also we searched for the tools used by researchers. Taking
into consideration that most symptoms are only expe-
rienced subjectively using self-report is crucial for early
symptom detection and in their paper Kirsh et al ana-
lyzed the importance of patients reported outcomes and
described what are the key aspects when developing new
tools"". Authors underlined that the treatment choice
should rely more on symptoms underscoring the impor-
tance of incorporating the patient’s perspective by using
patient-reported outcomes (PROs) and when preparing a
PRO tool the proper methodology should be followed as
well as a collaboration between clinicians, scientists, stat-
isticians, and patients is needed ).

Since communication with sick children may be par-
ticularly difficult, at the European Cancer Congress in
2005 Rodrigues presented a poem based communication
project with regards to children having thrombocytope-
nia related to cancer. The one-page document containing
a poem and cartoons was prepared in a discussion with
target children and their parents. It explains to children
what symptoms such as bruises to be alert to. It also urges
children to notify parents of strong headaches. The inten-
tion was to reduce children’s anxiety in relation to symp-
toms and not their evaluation. The poem was planned to
be included in an information folder given to children
with cancer and the folder would be used by the medical
staff to explain to the children their symptoms and how
to cope with them"*. However we have not identified any
vignette studies used to provide information on quality
of life in patients with thrombocytopenia. In view of the
above our vignettes proposal can provide additional in-
put into further research in that area.

Conclusions

The vignettes we have created are ready to use and vali-
dated in clinical and psychological context. The next step
will be testing them in adult patients with thrombocyto-
penia and children caregivers in order to allow further
comparisons and research. [l
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