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To My Physician And My Nurse



Thalassemia Support Group

About Us
The thalassemia support group is a voluntary, non-profit group of families
and people with thalassemia working together at werathah.com, medical
genetics site. Its main interest is to support individuals and families of
thalassemia in the Arab world. It is an extension of the Department of
thalassemia in werathah, medical genetics forum, which was established in
April 2002, and changed its name to the sickle cell anemia support group
inZ011.

Group Targets

I. Provide psychosocial support for patients with thalassemia and help
them cope with the illness.

2. Provide psychological support and help families to accept the new
situation and get over their shock and cope with their illness.

3. Provide patients and families with accurate scientific information about
thalassemia.

4. Directing patients and families of the importance of medical follow-up
by helping them with information and important topics.

5. Encourage patients and families to share their experience with each
other.

6. Spreading awareness about thalassemia illiness in our communities
through campaigns and Publications.

Publications

I. Booklet “To My father and mother” advices and tips from patients to
their parents.

2. Booklet “To My Teachers” advices and tips from patients to the education
sector.

3. Thalassemia general information brochure.
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Our Vision
Reach with thalassemia patients and their families
to the best medical, psychological and social levels.

Our Mission

Supporting patients with thalassemia and their
families, through the exchange of experiences,
accurate medical information and psychological
support.

Contact us

Our site
http.//www.werathah.com/blood
Facebook
https://www.facebook.com/werathah.th
Twitter

https.//twitter.com/werathah_th
werathah medical genetics forum
http://werathah.com/phpbb/index.php
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Sickie Cell Anemia Support Group

Our Vision

About Us

The sickle cell anemia support group is a voluntary, non-profit group of families Reach with sicklecell anemia patients and their
and people with sickle-cell anemia working together at werathah.com, medical families to the best medical, psychological and
genetics site. Its main interest is to support individuals and families of sickle cell social levels.
anemia in the Arab world. It is an extension of the Department of sickle cell o
anemia in werathah, medical genetics forum, which was established in April Our Mission
2002, and changed its name to the sickle cell anemia support group in 201 1. Supporting patients with sickle-cell anemia and
their families, through the exchange of experiences,
Gr oup Targets accurate medical information and psychological
Provide psychosodial support for patients with sickle cell anemia and help them support.
cope with the iliness.
2. Provide psychological support and help families to accept the new situation Contact us
and get over their shock and cope with their illness. Our site
3. Provide patients and families with accurate scientific information about sickle cell http://www.werathah.com/blood
anemia. Facebook

https://www.facebook.com/werathah.sc
Twitter

https://twitter.com/werathah_sc
werathah medical genetics forum
http://werathah.com/phpbb/index.php

4. Directing patients and families of the importance of medical follow-up by
helping them with information and important topics.

5. Encourage patients and families to share their experience with each other.

6. Spreading awareness about sickle cell iliness in our communities through
campaigns and Publications.

Publications

1. Booklet “To My father and mother” advices and tips from patients to their
parents.

2. Booklet “To My Teachers” advices and tips from patients to the education
sector.

3. Sickle cell anemia general information brochure.

“Farah’s Absence Secret”, a story for kids about sickle-cell anemia.

“Knalid's Success Secret”, a story for kids about sickle-cell anemia.
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Social Specialist

Your visit during my pain crisis
is not really the right time.

When you visit me during my
pain crisis and ask about the
frequencies of my admission
to the hospital is not a suitable
time for me to give you any
information.

Social Specialist

Please give me some privacy
when talking to me.

If you would like to know some
details about my disease and
my social condition please
choose a suitable time and
place, or plan the appointment
with me earlier to complete the
interview perfectly.
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My Physician &My Nurse

My repeated visits to the ER

& need for admission makes it
imperative to follow up with me.

When | reach the ER or when |
need admission to the hospital
and there is no beds , please
don’t leave me in the waiting
room suffering my pain, try
to find me a bed as soon as
possible.

My Physician

Your follow up with me is

perfectly done with your
direct questions to me

When | am in a pain crisis, |
appreciate your talking to me
and discussing my condition
which  reflects your kind
understanding and makes me
feel safe and comfortable.
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My Physician

Keep my privacy in front of
other patients.

Please talk to me quietly when |
am at the ward because | don’t
want other patients and visitors
to hear what you are saying,
it sometimes embarrasses me
and | appreciate keeping me
privacy.

Social Specialist

Your role is important to

complete my medical care.

Your initiative to providing
assistance  when requested
solves some of the difficulties
which | encounter, and makes
things easier; it also eliminates
lots of  misunderstanding
between me and the doctor or
nurse as well as my family.
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All Medical Staff

Your wisdom in dealing
with the patients’ families
overcomes many problems.

Some families may behave in an
improper way that can upset
you. It's because of their deep
worries and concern, please
try to understand that and be
friendly and patient with them.

Blood Bank Supervisor

Getting donors each time is
very difficult and exhausting.

When we are ready and on
time for our blood transfusion,
please don't force us to bring
donors. Many Thalassemia
patients cannot bring donors
repeatedly, and it makes their
condition worse when delaying
our blood transfusion.
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Blood Bank Supervisor

Please be very careful when
you prepare the blood units

Do the accurate tests needed
to provide safe blood units to
all divisions and avoid blood
transfusion reactions and
complications in patients.

My Physician

Excessive fear of analgesic
injectionsdelaysourtreatment.

As you know, sickle cell
patients’ treatment for painful
crisis is  painkillers.  Please,
give us the suitable analgesic
and treatment, and don't let

the presence of few patients
who are addicted to drugs
prevent you from giving us our
treatment.




All medical Staff




My Nurse

Thanks for your help and
efforts to relieve my pain.

Your kind touches on my tired
body make me feel better and
relieve some of my pain.
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My Nurse My Nurse

Your care and advice makes
me more comfortable and
convenient.

Do not hesitates to call the

doctor.

When my condition is getting
worse, please call and tell the
doctor immediately.

| appreciate your advice on
how to take care of my IV setup
especially when | need to walk
or use the bathroom.

My Nurse My Nurse

Blood transfusion may require
to change the needle.

| appreciate your cooperation

with me when you take the
blood sample.

When you collect a blood
sample apply pressure and use
a plaster on puncture place to
stop the bleeding and avoid
staining my clothes.

When | feel pain in my hand
or when it's swelled, please
change the needle’s place as
fast as you can because the
pain is unbearable.
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My Physician

Follow up and monitor

patients to protect them.

Patients, who come to
emergency for drug abuse,
should be monitored to protect
them and others as well. Try to
help them to overcome drug
dependence with specialized
clinics.

My Physician

My insistence to receive

analgesics does not mean | am
addicted.

My insistence to receive
analgesics does not mean |
am addicted. | just can't stand
the pain any more. Giving me
painkillers on time is the solution
to reduce severity of pain.
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My Nurse

Thank you for your patience
and support when | need you.

Your patience and support
during IV insertion process
makes me more comfortable
and reassuring that | am in
good faithful hands.

My Nurse

Monitor the patient who's in
blood transfusion.

I need your monitor when | am
in blood transfusion to avoid
many complications.




My Physician

Thank you for your continuous

cooperation.

Thank you for your continuous
care and help in solving my
illness problems.

My Physician

| appreciate your honesty

about my illness.

Being frank with me about my
illness and giving me enough
information makes me able to
behave wisely with my disorder.
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My Physician

Relieving pain is what we
need.

When we are suffering and
complaining from the pain,
we seek your care and right
medication to relief us. Ignoring,
doubting or underestimating
words increase our problems.

My Physician

Having others pretending pain

does not mean it applies to
everyone!

You may meet some patients
who pretend pain to receive
analgesic, but that doesn’t
mean all patients are pain
pretenders! We wish you can
differentiate between who has
real pain and who is pretending.
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My Nurse

I may cry from pain please

support me

When | cry from pain, please
relive my pain with and kind
supportive words and giving
me enough analgesics on time
although | know that my crying
may disturb others, but painful
crisis are unbearable

My Physician

Talk to the patient and not

only parents

I wish you ask me about my
illness directly, because | know
accurately the answers to your
questions. Ignoring the patient
while talking about his illness
may weaken the relationship
and trust between us.
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My Physician

Restrict your physical examine
to what is necessary

During routine examination
restrain from examining
sensitive areas unless clear
indication  this  frequently
bothers me and infringes my
privacy

My Nurse

Close curtains during blood
transfusion

Closing curtains during
transfusion protect me and my
privacy specially for girls .
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My Physician

Be sure to choose the right
words to describe my pain

Some medical staff describes the
pain we sufferfrom with offensive
words such as “mollycoddled
babies”, “imagining”, “overstating”
or “exaggerating”. Avoid such
offensive  words and replace
them with better psychological,
physical and moral support.

My Nurse

Be affectionate and mercy
angel, when we are in crisis
with your smile

Your smile , kind words and
gentle handling will ease the
severity of the painful crisis
and opposite behavior will
aggravate it.




My Physician &My Nurse My Physician

Keep my privacy in shared You are sponsor and

responsible of your herds

places

Our presence in shared areas in
the wards, emergency or blood
transfusion rooms may ease the
access to us and expose us to
harassment .Keep attention to
such areas .

Protect your patients and do
not allow others to harm them
emotionally or physically or by
negligence. You are sponsor
and responsible of your patients

My Physician
& All Medical Staff

My Physician &My Nurse

Protect the confidentiality of '
my information

Provide psychological support

Some of visitors and staff as
psychosocial misbehaves and
has negative impact on us
,please protect us by providing
protective psychosocial support
to strengthen our copping skills
and face life.

As you know, what is written in
my file or in the hospital system
is confidential information
must be protected, including
the phone numbers.
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My Physician

With your support 1 can

overcome my illness problems.

Your support enabled me to
overcome my illness problems
peacefully.

My Physician

Protect me from all forms of

abuse.

Because our disorder exposed
us to several people, including
doctors, nurses, other hospital
staff, companions or visitors, please
protectus fromarassment, including
verbal one, and which may occur
even from same sex. Protect us
by establishing & applying strict
harassment laws & regulation.
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My Physician

Be attentive to my behavior

With your expertise, if you see
unordinary behavior from my
side  such introverts please,
be attentive and see if | had
harassment either from hospital
staff or others

My Physician

Knowing my personal issues is
to protect me

Your access and understanding
my personal, psychological and
emotional issues is to help and
support me
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Ethics




My Physician

| may not necessarily knows

everything about my illness

With years of care and changing
care providers you may think we
have the enough information
about our illness,but this may
be not the case. Answering my
question will enlightens me

My Physician

Answering my questions, will

increase my confidence (trust)
in you

When | ask questions about my
disorder, avoid making fun of
me .lam just tryingto get more
details about my illness
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My Nurse

At the end of your shift don’t

leave alone in the clinic

At the end of your shift, | wish
you stay with me in the clinic
until | leave or bring someone
to cover you

My Physician

Noncompliance with medicine

needs attention

Try to discover the reasons
behind noncompliance like
non adherence to medicine
and instructions by discussing
the reasons rather than blaming
me.
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My Physician

Provide me with enough
information  on new
prescribed medications.

When you prescribe a new
medicine, please give me more
details about it including
instructions and side effects
to minimize risks and
complications

My Physician

Your trust & understanding
support my commitment to

your instructions.

Your trust enhances my
compliance with your
suggestions including medicine
in case of iron overload (in
thalassemia) or sickle cell crisis
avoid accusation on neglect to
instructions .




My Physician

| appreciate your honesty

about my illness.

Being frank with me about my
illness and giving me enough
information makes me able to
behave wisely with my disorder.

My Physician

| like to know all the

circumstances

Please update me about my
health status and lab results, as
this will minimize my worries.
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My Physician

Keep my privacy in front of
my family in the clinic

When there one of my family
attend the clinic with some
privacy issues need special
attention and not to insist in
discussing them.

My Nurse

Do not leave me alone in the
clinic

Please do not leave me alone
with the doctor whatever the
circumstances if you are asked
to go out, Please keep the door
open-
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Outpatient Clinic




My Physician

My blood transfusion

appointments need
coordination.

Thalassemia major's patients who
need blood transfusions on a regular
basis are in need for a coordinator to
schedule their transfusion sessions
including beds and cross matched
blood to shorten their stay. We hope
that problem is solved by you or by
our administrators.

My Physician

Help me to find early follow

up appointments.

The long waiting appointments
might has a negative effect on
my condition Please organize
these appointments between
the physicians appointment desk
and and we hope that there is
coordinator for hereditary blood
disorder’s r patients.
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My Physician

Cross mach the blood for

transfusion before | arrive.

| wish the cross matched blood
unitsis available on my arrival for
my regular transfusion session,
if it is not available, please let me
know before | arrive.

My Physician &My Nurse

We need medical report (sick

leave) for our absence from
school or work.

When | visit the clinics,
emergency or when admitted,
please provide me with short
medical report or sick leave for
my school or work .
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Appointments




My Nurse

Help me when | am in painful
crisis.

Please help me to move during
the painful crisis and to cover up
properly before the doctor visits

My Nurse

Give me the analgesic on time.

When | am in severe pain,
please do not delay giving me
the analgesic, every minute
that passes looks like an hour
of suffering , it is not true that
the delay preserves sickle cell
patients from addiction.
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My Nurse

Respond to my call

Please, when | call you do not
ignore me | am be in dire need
of you.

My Physician

Please allocate special beds

for inherited blood disorders
patients

Our chronic suffering because
of shortage of bed is a real
problem. We wish you will
succeed in explaining our
condition to the hospital
management to allocate a
ward or more beds for us
and increase the nursing and
medical staff.




My Nurse

Staying close to check on me

makes me happy.

It makes me happy when |
notice your presence several
times checking and asking
about me.

My Physician

Give me enough time

When you make me feel you're
busy it will increase the gap
and prevent me from talking.
Allocation of sufficient time
for me will help me express
my medical problems which
makes me feel comfortable and
satisfied.
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My Physician

We wish you closely monitor

our care with those under
your supervision.

You may see patients with a same
disorder like ours on a daily bases,
But there are some physician
with less experience you need
to supervise and discuss our
condition, they may do some
harm unintentionally.

My Nurse

Tell me well in advance of the
arrival of the doctor.

When doctor arrives, please tell
me in advance to cover up and
prepare myself, and stay next
to me.







My Physician

Thank you for your care and

support when there is lack of
beds.

| value and appreciate your
support when there is lack of
beds; as it proves your sincere
care about your patients..

My Physician

Please, do not be callous and

don’t ignore my presence and
my complaint.

| know you are tired due to
overcrowding in emergency
room, but your gentle dealing,
your calmness and the way
of your talking reflects your
loftiness and will minimize my
anxiety.
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My Physician

Repeated visits to the
emergency is stressful for me
and you.

My repeated visits to the
emergency are strenuous to all
of us, including the patient, his
family and you. Your dealings
eloquent a significant impact
in the peace of mind and bear
the pain and cope better with
patients.

My Nurse

Neatness of beds is everyone
objectiveness.

I wish you change bed cover
which was used by other
patients; this will help to prevent
infections
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Have you treated in your clinic, emergency room or duririg your on
call patients with Sickle Cell anemia or thalassemia? If your answer
is yes, then there’s no doubt you have questions about how these
patients think and feel, and what are their expectations towards the
medical staff who follow them up all along their journey with these

twenty years, and gave you as
well some guidelines to enlighten
you. What if this person was
someone who lived this illness
and experienced all its pains and
sorrows? Isn't that what every
medical specialist is looking for in
medicine, nursing, psychology
and social services?

There are many sickle cell anemic
and thalassemic patients in
Werathah website and forum,
and they came with the idea to
collect their observations, feelings,
hopes and expectations, that they
have encountered through many
long years towards the doctors,
nurses and all other medical staff.

This little booklet is dedicated

Doctors, Nurses, Social Specialist,
Psychiatrists and all medical staff
who deals with these patients.
Despite its small size, it holds
in every word the feelings and
pains of patients who struggled
with their illness, and have been
affected, positively or negatively,
by the way the medical staff
treated them.

Because you are one of the
medical staff, there are lots of
things that we would like to tell
you, but we were not able to
pass it to you either because of
our special conditions or your
time constraints. However you
will find all these messages in this
booklet, sent to you from lifetime
experience of sickle cell anemic

chronic disorders.

You have studied during the
medical school these two
disorders in its pure theoretical
concepts and have learned about
its facts and details in and probably
you had been exposed to some
patients during your training
period; or on a daily bases as a
pediatrician or physician. But all
this worth so little if you compare

it to a direct personal experience
dealing with certain patients
for long years, especially when
they have some complications or
psychosocial issues that will enrich
your experience.

What if some expertise came to
share with you his experiences
in dealing with these patients for

to every Hospital Manager, and thalassemia patients.
Please try to make the lives of these patients easier and more beautiful,
and help them become people with balanced and cheerful personalities,
that can study, work, get married and have children just like everyone
else. This can be achieved with the help of Allah our God and your help
as welll Ibs not only about giving them right medications, your most
important role is to support and assist these patients to have happy and

successful lives.

Yours Truly
Abdulrahman Alswaid
Clinical Geneticist and Pediatrician
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Messages from patients who lived with
their illness for more than 20 years







