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Abstract

This study aims to describe the creation process of standard proce-
dures to make possible multicentre studies related to emotional
aspects of thalassaemic patients, their families and caregivers; and
the pilot phase of the routine implementation. The objectives defined
to perform this goal are: i) develop routines to assess and
manage/treat emotional issues; ii) adjust the ABRASTA - Brazilian
Association of Thalassaemia computer system to the input of collected
data and its compilation; iii) conduct a pilot implementation of the
routines; iv) discuss the whole process and propose next steps. Forty
patients were assisted following the above mentioned routines of psy-
chological evaluation, follow-up assistance and management of specif-
ic emotional issues. Conclusions are that the routines are adequate to
enable multicenter research to compare findings and develop specific
interventions to Thalassaemia patients, their families and caregivers;
information gathered through them is an important means of support-
ing medical doctors and other members of the professional team, both
in the therapeutic planning and in the communication process with
patients and families; finally, considering the nature of the informa-
tion, psychologists and psychiatrists are the most indicated profession-
als to perform the assessment and the interventions related to emo-
tional issues, due to their professional background, training and spe-
cific skills that allow a free and candid communication with the
patients and their families.
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Introduction

According to Mazzone et al. (2009)! the comparison with healthy
age-matched children revealed that -thalassaemic major children
have higher scores on somatic complaints, physical symptoms, and
separation panic, suggesting an emotional burden. Higher emotional-
ity and reduced sociability were present in thalassaemic children, and
increased emotionality and shyness, along with lower sociability, were
present in their mothers.

In 20072 Shaligram, Girimaji and Chaturvedi found that 40% percent
of the children had psychological problems and 74% had poor QOL.
Although these psychological problems were similar to those seen in
other chronic physical illnesses, they had not been recognized nor
treated. The study also demonstrated an association between untreat-
ed psychological problems and poor HRQOL. It is well known that psy-
chological disturbances adversely affect compliance with treatment of
thalassaemia as in other chronic illnesses.

According to the Annals of the New York Academy of Sciences? the
most commonly reported affected domains were feelings such as anx-
iety, depression, and concern of overall health status or indications of
recent deterioration in health. In contrast with previous beliefs, trans-
fusion-independent thalassaemia patients also suffer serious impair-
ment in QOL.

A systematic review conducted by Anie and Massaglia (2001)* clear-
ly identified the need for well-designed, adequately-powered, multi-
centre, randomized controlled trials assessing the effectiveness of spe-
cific psychological interventions for thalassaemia.

In the last 29 years, the Brazilian Thalassaemia Society — ABRASTA
has been focusing all of its activities on the following goals: i) Raising
awareness about Thalassaemia in Brazil, offering information to
health professionals aiming at early diagnosis and preventive family
counselling. ii) Supporting the treatment planning by referring
patients to the treatment and encouraging regular follow-up. iii)
Supporting families during treatment with information, psychological
and legal assistance. iv) Encouraging blood donation. v) Contributing
to the permanent updating of the healthcare team, aiming at making
treatment available in the Country.

In 2008 - during the 1% Pan-American Thalassaemia Conference
organized by ABRASTA - a group of psychiatrists and psychologists lead
by the ABRASTA Psychology Department worked on the fundaments of
a protocol for standard procedures regarding psychological assistance
for thalassaemic patients, their families and caregivers including the
team of health professionals.

The protocol below is part of the justification to the present study,
which will describe the pilot implementation of the protocol and the
main findings and conclusions of the whole process.
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PROTOCOL (summary)

Emotional assistance in thalassaemia
Rio de Janeiro, Brazil — 2008
ABRASTA - Pan-American Conference

P. Massaglia,! M.T. Veit,2 S. Almeida,® VA. de Carvalho,* A.P. Teixeira,’
G. Linares$

TTurin, IT: 2Sao Paulo, BR; Campinas, BR; *Sao Paulo, BR; *Sao Paulo,
BR: 6Caracas, VE

The thalassaemia patient, undergoing transfusion or not, must be
assisted under a multiprofessional model. This refers to a proposal for
the global care of patients living with chronic and hereditary diseases.

The impact of chronicity is verified both in the personal and in the
family, social and emotional development, and can jeopardize future
projects/ quality of life, due to the non-acceptance of the challenges
imposed by the disease and by treatment.

Thalassaemia treatment may result in some conflicts in the act of
care giving, due to the disharmony of intentions, regarding what the
team itself believes is the best for the patient and also regarding what
the patient wishes and what the family demands.

The role of psychological assistance

e Elucidation of conflicts in the relationships of the patient, provid-
ing a better adjustment to the psychosocial reality, thus enabling a
better quality of life.

e Elaboration of the parents loss deception facing the fragilized child
by the illness allowing the real child to take the place of that ideal-
ized one.

e To work with the limitation concept to substitute it by possibilities
one always existing in the child. This aims to prevent the physic,
psychic and psychosomatic symptoms.

e Intervention on symptoms of the patient and family. Both patients
and family produce symptoms. This is their individual and emo-
tional way to express suffering and happens in quite different
ways, according to each person’s defences repertoire. The symptom
can move, presenting itself as a family, behavioural and school
symptom, among others. Many times it is expressed in the relation-
ship with the care giving team.

¢ Intervention with healthcare team. We have to consider emotional
aspects of the healthcare team who face frustration, stress and per-
manent challenges related to great responsibilities regarding diffi-
cult decisions.

General goals of the psychological assistance

To provide the patient, family and healthcare team with an operative
and therapeutic space for a better understanding and acceptance of the
Thalassaemia diagnosis and better compliance with medical treatment.

Scientific production - All data and results from clinical experience will
generate the information basis for the development of scientific projects.

Goals

a. Create standard procedures to enable multicentre studies related
to emotional aspects of thalassaemic patients, their families and
caregivers.

b. Conduct a pilot implementation of the standard procedures.
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Methods

Creation of routines

Based on the above, the ABRASTA Psychology department , in collabo-
ration with its scientific Psychology Committee, designed the routines
focused on psychological assessment, follow-up assistance, management
of specific emotional issues and reflections on the caring process. All rou-
tines are directed to patients, families and caregivers.

Team selection

The psychologists responsible for the pilot phase were selected and
trained on how to use the routines and on how to fill the standard data
templates.

Data input and compiling

ABRASTA’s computer system was adjusted to receive the collected data.
The information gathered during the pilot phase was inputted, organised
and compiled.

Pilot implementation of the routines

Three Treatment Centres (Sao Paulo, Marilia and Recife) in Brazil
were selected for the pilot implementation and critical analysis of the rou-
tines.

Forty psychological evaluations, 8 brief psychotherapy processes, 15 fol-
low-up assistances and 25 emotional issues management were per-
formed. For this phase it has been decided not to use the Reflections on
the Caring Process routine.

Respecting Brazilian Ethical Standards, every patient participating in
this study signed the Informed Consent form.

Analysis

The analysis process was focused on the following questions: i)
Regarding thalassaemic patients, their families and caregivers, are the
routines effective to: a) gather relevant data related to psychosocial
issues; b) standardize minimum psychological assistance? ii) Are the pro-
posed routines adequate for the purpose of becoming the standard basis
for a multicentre study?

Procedures

Routines

All the developed routines are detailed below*.

Psychosocial assessment

Definition: It is the first interview between the patient and the psychol-
ogist aiming to understand and correlate data on the mental and emotion-
al state of the patient and provide any necessary prompt intervention.

Goals: 1dentify the need of psychosocial care.

Plan the psychological care, if necessary.

Whenever necessary provide prompt response to psychological
demands. Provide subsidies to the health team related to the general com-
munication and the psychological management of the patient and family.

General instructions: Provide the informed consent form to the patient
and clarify any issue relating to this consent.

Clarify that the therapeutic process will occur even if the data utiliza-
tion is not consented. Introduce yourself and explain the interdisciplinary
approach of the team. Conduct psychosocial assessment interview and
psychological evaluation of specific interventions, noting the following
aspects: i) mental state, patient's main complaint, current concerns, data
on personal history, significant relationships, psychosocial support
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including the religious one, attitudes and beliefs related to illness, hospi-
talization, treatment or other causes that have generated the referral,
mood and affection, judgment and insight capacity, defence mechanisms
and personality traits; ii) parents' expectations before and after diagnosis
of thalassaemia; iii) the meaning of blood transfusion in the life of each
patient and family (myths and beliefs); iv) symbolic meaning regarding
the body for both the patient and the family, and the health team. v)
Patient’s development stage regardless of his/her age; vi) significant
objective and subjective events that were part of the family universe dur-
ing the development of the patient (significant ones, losses and gains);
vii) neuropsychological impairments resulting from the events of the
pathology or from the treatment; viii) demand for brief psychotherapy or
follow-up assistance

Plan the psychosocial care. Share with the patient in understandable
terms the identified need for psychological assistance based on verified
clinical material. During the entire interview provide general orientation on
wrong beliefs and continence care. Propose and assertively prescribe the
care plan, advising the patient about the consequences of not following it.
If there is no immediate need for psychological assistance, declare that you
are available for any future demand, due to the possibility of subsequent
psychological emergencies. Follow the institutional routine for scheduling
the next meeting. Input the gathered data in the specific template.

Expected performance: Psychologist must be able to establish a proce-
dure to be followed and to define a therapeutic focus.

The psychologist must basically assess the same aspects in all patients
and have in mind the possibility of care interruption, even if it has been
prescribed. The psychologist must make the patient understand the psy-
chological treatment as part of a whole and not as an additional option.

Critical points / Risks: Assessment of the same aspects in all patients.

Precise therapeutic focus definition.

Bonding and responsiveness of the patient.

Brief focal psychotherapy

Definition: Psychotherapeutic technique, characterized by: determin-
ing a focus of attention; establishing a set time in consensus with the
patient; and gathering of therapeutic results.

Goals: Acquisition of coping strategies for healthy relationship with
reality, despite the disease. Self-knowledge allowing the elaboration of
emotions. Enhancement of patient autonomy.

General instructions: Assess patient's expectations.

Set therapeutic focus and urgency point, in consensus with the patient,
based on data gathered during the psychological assessment. Define with
the patient the duration of the psychotherapeutic process. Assess the final
results of the therapeutic process (both from the therapist and from the
patient’s point of view). Provide the informed consent form to patient and
clarify any questions issue regarding this consent, if this was not done in
the Psychological Assessment. Record data in the appropriate form and
keep detailed notes of each meeting for future reference, since they are
not included in the forms.

Expected performance: Acquisition of coping strategies related to the ill-
ness and treatment. Acquisition of skills to manage social reality.
Decrease of emotional symptoms that led to the indication of the psy-
chotherapeutic intervention. Improve compliance with medical treat-

ments.
Critical points / Risks: No therapeutic bonding.

Discontinuity of psychotherapeutic treatment due to complications of
medical treatment.

Stress Management

Definition: Activity performed individually or in open groups aiming at
experiencing and learning relaxation and meditation techniques focused
on stress management. These are offered to patients and families. The
activity occurs on a weekly basis on previously defined days. In case of
individual care, the frequency is established in consensus with the inter-
ested patient or caregiver.
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Table 1. Public characterization.

Age (n) 6 11 21 1 1
Gender (n) 20 20

Thalassaemia

Type (n) 2 5 32

Social/Religious

Support (n) 4 9 4 23
Psychological
Assistance (n) 40 8 16 25

Presence of
Neuropsychological
Symptoms (n) 5 95

Goal: Enable the participant to recognize the state of stress and provide
him/her with skills to manage stress effects.

General instructions: Start the meeting with a brief explanation on the
correlation between stress management and health /disease. If there are
participants who have been in the previous meeting, encourage them to
share what they have learned with the new participants.

Distribute the self-assessment regarding the level of relaxation or
stress. Participants must complete the self-assessment before and after
the exercise of the day.

Conduct the exercise planned for the day.

Fill out the template related to each meeting.

Expected performance: Acquisition of skills to deal with anxiety and
stress, aiming at: i) Decreasing of stress symptoms. ii) Lowering of the
blood pressure, heart rate, respiratory rate and stress hormones. iii)
Acquiring ability to identify stressful events. iv) Psychological well-being.
v) Increasing self-knowledge. vi) Reducing anxiety and depression.

Critical points/ Risks: Participants’ inability to perform the exercises by
themselves, impairing the desired results.

Reflections on the caring process

Definition: Activity for reflection in groups of professional caregivers,
lasting approximately 90 minutes.

Goals: Provide space for recognition, acceptance and management of
issues arising from the subjectivity of the professional caregiver.

Reduce the risk of job dissatisfaction and burnout.

General instructions: Select theme - prior to the meeting - considering:
i) suggestions or wishes of the group; ii) important themes for the
improvement of the group; iii) events experienced by the group such as a
patient’s death

Briefly explain the meeting proposal to participants, mentioning the
possible impact of the caring role in the life of caregivers and their effects
on patient care.

Conduct an awareness raising activity, according to the selected theme.

Develop the theme of the day.

Encourage the individual expression, always correlating it with the
focus of the meeting.
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Wrap-up and close the meeting.

Fill out the template related to each meeting.

Expected performance: Acquisition of abilities and strategies by the
caregiver to deal with patients preserving his/her own psychological
health.

Critical points / Risks: Expectation that this is a space for professional
demands.

Ensure that dissenting opinions are treated with the same care and
respect.

Informed consent

(Used in the initial interview, psychological assessment, psychothera-
py, brief focal therapy group and thematic group)

I )
after being sufficiently informed by a
psychologist from ABRASTA, give my consent for the use of non identified
information about my psychological assistance in comprehensive analysis
of data.

I understand that the sole purpose of this analysis is to subsidize
actions that will guarantee the best care for patients and families provid-
ed by ABRASTA. The confidentiality of personal history data will be strict-
ly observed.

[ am aware, too, that refusal to give this consent does not prevent my
psychological treatment if it is indicated.

Sao Paulo,

Signature of patient

Templates

Templates were developed for each routine. An example of some
items covered in the Psychosocial Assessment is shown below.

PATIENT S MAIN COMPLAINT

Problems in accepting iliness andor treatment O Depressive symptoms.
Relationship problems O Nocomplaint
Relstionahip problems relmed 1o e illbens O Ofur

PHYSIOLOGIC MANTFESTATIONS CAUSED BY WWTFEREE[\'ED EMOTIONS

O GCawric discomdort Fapinmtory yymptoms

O Varioospaims : Sweating

O Lackof concemrations ' sgenson 0 Oder

O Cadiovaxulsr symptoms

SIGNIFICANTONES

O Parmer O Sepson'dmghur

O  Ex-partmer O Sondaughter

D Brocher / sister D Father Mother

O Sep motherstep father O Grssdmother prandfather

O Inlen O Other

PSYCHOLOGICAL AND BEAHAVIOURAL MANIFESTATIONS

0 m¥abworption O sbandonment O  comsuntregrets

O  psychomotor agitation O disrost O malfears

O agpremiveness O hoprizows: 0 vagoe feann

O ansbhakence O welf depreciason O lack of sutonomy

O owiny O lowconcentration mesocy O ek of energy

O mgigent gopearaue O hope O ek of pleasure

O lewmood O phobia O lowproductivity

O  wopemtEious behaviour O seconderybenefita O snger

O  sexnality conflicts O hypochondrin O pochomobr dissbility

O conformism O rsuicidal choughts O fwing offaike

O puilk O impomnce O deprezsie gmpoms

O dipendence O insomnia h:pcmu O  rejection sympoms
Obs . 5 items 10 i — oo deprecson i aluation =

SELF DEFENCE MECHANI SMS

O Seif diwegard O ideslization O mtioealizaton

: dizplac sment O isclation O repression

O  amnement : denial

0O fmtasy projection

PEYCHOSSOOALANDOR RELIGIOUS E.WORT

O Absnt

O Lew

O Satisfacory
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Results

The standard procedures — routines — were created to structure psy-
chosocial assessment, general follow-up assistance, brief psychothera-
py, stress management and health team basic assistance. The pilot
implementation showed evidence that the routines required some
adjustments regarding communication aspects and these were incor-
porated, mainly consisting of item rephrasing, inclusion or exclusion.

Data gathered during pilot implementation evidenced the relevance
of the information that may be collected by using the routines.

The Table below shows the main events detected during the pilot
phase among the 40 patients assisted.

Conclusions

The routines were created and reviewed for necessary adjustments.
The information gathered through the proposed routines is an impor-
tant means of subsidizing medical doctors and other members of the
professional team on psychosocial information, which may contribute
to a better understanding of the patient conditions that can improve
the therapeutic plan definition and provide better communication
among patients and families.

The adoption of standard assessment procedures enables multicen-
tre clinical research to:

e Compare findings
e Develop adequate interventions

Considering that we are always dealing with emotional issues, we
believe that psychologists and psychiatrists are the most indicated pro-
fessionals to perform the proposed assessment and the interventions,
due to their professional background, training and specific skills.

SIGIACANT EVENTS
Losses:
O Jb O Profesion! staros
O Life project O Personal stafun
O Ralstionahip O Sccialsams
O Object O Partof the body
O Peon O Otur
Gains
o Jeb O Professiomi starss
O Life project O  Personal sears
O Relationahip O Socialsams
O Object O Oter
O Peen

PATIENT 'S RELATION WITH HISHER BODY
O Nawral O Intendsto change it

= 4 800

DI\%’I‘I.O@LEE‘- TPHASE (NOT REL ATED TO THE CHRONOLOGICAL AGE)
O Infamt(0a12) Aduk (22 2 60)

O Tesnager(13221) Maturicy (61 and sbove)
NEUTOPSYCHOLOGICAL SYMPTOMS

O Absent

oo

L .. S —
SYMBOLICMEANING OF BLOOD TRANSFUSION (TO THE PATIENT):
SIMBOLIC MEANING OF THE BODY (TO THE PATIENT).

PARENTAL EXPECTATIONS FOR THE THAL AESSEMIC SON OR DAUGHTER

Bafore dapnostc

O Faalisric O Accepunce
O Pty O Rajection
After dagnontic

O Acceptance O FRaalistic

O Rsjection O Fatary
FAMILY RELATION SHIP WITH PATIENT S BODY

0 Nawrsl O Rejection O Ismndstomodify i
BLOOD TRANSFUSION MEANING (TO THE FAMLY):
SIMBOLIC MEANING OF THE BODY (TO THE FAMILY):

CARE PLAN

TEMPLATE 1 (part 1) - PSYCHOSOCIAL ASSESSMENT

TEMPLATE 1 (part 2) - PSYCHOSOCIAL ASSESSMENT
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Future perspectives

Based on the pilot implementation experience, The ABRASTA
Psychology Department is prepared to perform collaborative work with
other interested Thalassaemia Treatments Centres all over the world.

We recommend the utilization of the developed routines and tem-
plates in a multicentre clinical research after a preliminary adjustment
of the procedures to country specific cultural aspects.
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* The utilization of these routines must not be partial and must quote the source.
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Table 2. Main events identified during pilot implementation -

part 1.

Wa wn p hycal
symptams assoc ated
1o percenved emotions
nj

Sgndicant anes
In)

Defense W channms

Perionality Tt
n)

Prythalog cal
and behavaoural
manitestanons

fel ation ship with the
body

Table 2. Main events identified during pilot implementation -

part 2.

Therapeutx Man
n}

Patent s reaction to
therapeutic plan
]

Patient's complant
reschution - RBowuf
assistance

[

Fatierty axp ectation §
- Baef Piychoth erapy
peocess

)

BT focus
)

Patwnt s expectatons
sccomplishmant - BP
process

n)

Self esteam increase -
B process
nj
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