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Population Segment 

Barriers and Challenges to Adherence to 
Treatment 

Facilitators and Motivators for Adherence 
to Treatment 

Caregivers 
(continued) 

 Having to learn everything about the 
disease and treatment and then teach 
your children—“and get the children to 
do it when they don’t want to.” 

 Fear of infections—blood borne, 
infections at injection sites, infections at 
ports for transfusions and injections. 

 Making sure that other children in the 
family have their needs met. 

 “Constantly reminding, nagging, and 
sometimes fighting with your child to 
take Exjade or do Desferal.” 

 “Feeling terrible when you see your child 
hurting from severe headaches, 
backaches or pain in their bones, or 
when you have to stick them again with a 
needle and there is no place on their 
body that is not bruised and sore.” 

 As your child moves into adolescence, 
make sure that you are giving them 
opportunities to do things for 
themselves around their treatment and 
encourage them to talk directly to their 
doctors and ask questions. 

 As children move into their mid to late 
teens, prepare them for leaving home by 
going over insurance forms, scheduling 
appointments, getting enough rest, and 
other issues. When looking for colleges, 
consider the location of Thalassemia 
Treatment Centers. 

 Attending TAG conferences to meet with 
other parents and hear the latest 
medical information in the field. 

 Use CAF as a resource for information 
about thalassemia and treatment 
options. The newsletter sometimes has 
specific information regarding chelators 
such as how to take Exjade and side 
effects of Exjade. 

 Stay focused on what the treatment 
regimen is able to do for your child—
even though there are problems, the life 
expectancy for children with thalassemia 
continues to go up and quality of life 
continues to improve. 

Patients  
age 18 to 24 

 Moving to a new city for college and 
having to find a new treatment facility on 
your own. 

 Changing doctors and being given a 
recommendation for a completely 
different treatment regimen or finding 
that the doctor doesn’t know about 
thalassemia and you have to educate 
him. 

 Changing jobs—trying to start a career—
and worrying about losing your health 
insurance altogether or what your new 
insurance will cover. 

 Dating—not wanting someone to just see 
you as a person with a chronic disease, 
but knowing that you’ll need to tell the 
person before very long. 

 Finding or reinforcing your own 
determination and strength to take care 
of yourself. 

 “Grounding yourself in what you know 
about thalassemia and treatment, 
educating the doctors, asking questions, 
becoming a full partner in the decision 
making about your treatment.” 

 “Having friends that know about your 
thalassemia and it’s no big deal.” 

 Being up-front with people you date 
without making it a huge “feel sorry for 
me thing.” 

 Having boyfriend/ girlfriend help keep 
you on schedule by reminding you of 
when to start Desferal at night. 
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Population Segment 

Barriers and Challenges to Adherence to 
Treatment 

Facilitators and Motivators for Adherence 
to Treatment 

Patients  
age 18 to 24 
(continued) 

 Sex—because of issues such as the use of 
Desferal with an infusion pump, blood-
borne pathogens that could be 
transmitted to a sexual partner, and 
sexual dysfunction. Sex is an important 
but difficult topic to address with 
potential partners. 

 Missing too much time in college because 
you get sick means that you lose a 
semester—the impact is much greater 
than in high school. 

 A bit of panic about handling so much all 
at once (not just thalassemia, but 
everything that comes with greater 
responsibility and independence). 

 Stay informed of the latest 
developments in the field—the CAF 
website, newsletters, TAG conferences 
are the best sources. Google 
thalassemia. 

 Take primary responsibility but continue 
to discuss what’s happening with your 
parents. 

Patients  
age 13 to 17 

 Missing school for transfusions, and 
teachers tell you to get the materials 
from other students. 

 When you like to be active, but feel really 
bad just before transfusions, so 
exhausted that you can’t run or do the 
things you want to do. 

 The pain and exhaustion that comes 
before each transfusion is a reminder 
that you have a serious, chronic disease. 
You almost forget about it at other times, 
but then you feel so bad and you wonder 
what your life is going to be like. 

 “Being an Exjade failure was a bummer, 
now I have to go back to Desferal, but at 
least I got a break.” 

 You don’t want kids your age to think 
there is something wrong with you, so 
you only tell a few that you trust. 

 Sometimes you just don’t feel like taking 
the Exjade or Desferal. 

 Feel better immediately after blood 
transfusions. 

 Have to remember that doing the 
chelation keeps you healthy for the 
future—you won’t feel any different 
after you do it, but it will keep your 
organs healthy. 

 Learn as much as you can about this 
disease, then you’ll understand what it 
can do to your body if you aren’t 
compliant with treatment. 

 Ask the doctors questions, get books 
from the library or your treatment 
facility, use the internet. 

 Go to the CAF website, the newsletters 
have good information about the latest 
medical research and scientific 
breakthroughs. They also include patient 
profiles that are interesting to read, and 
you can learn from them. 

 TAG conferences are helpful for meeting 
other patients and for getting the latest 
medical information. 
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Population Segment 

Barriers and Challenges to Adherence to 
Treatment 

Facilitators and Motivators for Adherence 
to Treatment 

Patients  
age 13 to 17 
(continued) 

  It is important to think about and 
appreciate all those people who care 
about you and think you are special—
your parents, brothers and sisters, 
family, friends, church parish, and 
community. 

 You just have to have confidence in 
yourself that you can be compliant with 
your treatment regimen and then just do 
it. 

 “Sometimes your parents motivate you 
to keep going and sometimes you 
motivate them—it just keeps going.” 

This presentation of results addressed the significant topic of patient adherence to treatment. Table 3 
illustrated that there are many issues that all patients struggle with. They figure out how to draw on 
themselves and other sources to keep themselves motivated to stay adherent despite the barriers they 
encounter. Any behavioral interventions designed to assist patients in adhering will necessarily consider 
these issues. Table 4 showed that there are specific issues related to patient age that play a role in 
adherence as well, and these are additional considerations for the design of interventions. 

ARE THERE ATTITUDES AND BEHAVIORS REGARDING TREATMENT ADHERENCE 

RELATED TO ETHNIC HERITAGE? 

As briefly discussed in the methodology section of this report, the original plan of segmenting 
thalassemia patients by ethnic heritage and comparing their responses to key questions regarding 
treatment adherence could not be achieved. Even though there was ethnic diversity within the overall 
group of participants, the sizes of the ethnic groups varied to such an extent, and most of those groups 
were so small (refer to Table 2: Demographic Information on Evaluation Participants), that segmentation 
was not possible. Therefore this evaluation question could not be answered through this project.  

HOW WELL DOES THIS POPULATION UNDERSTAND THE CONSEQUENCES OF TREATMENT 

NON-ADHERENCE? 

Across all of the focus groups, participants often brought up the severe consequences of not adhering to 
treatment (defined as taking blood transfusions and chelation therapy as prescribed). In many of the 
groups, participants began talking about it before the moderator asked specific questions about the 
issue, usually in discussing the barriers and challenges to treatment and adherence. All of the 
participants understood that not adhering to treatment could result in complications and death. 
Typically in the focus groups, one participant would say “but you have to do it or you’ll die,” and others 
would jump in with their own version of the same statement. 

A few of the adults described having periods in their teens or early 20s where they felt fine, they were 
busy with friends, they didn’t like spending all the time they needed to take Desferal as recommended, 
and they didn’t quite believe the full consequences of non-adherence. During those times, they did not 
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chelate as they were supposed to, but they believe they are paying a price for it now. They experienced 
iron build-up in their organs and sometimes went through additional procedures such as hyper-
chelation while hospitalized. Even fewer went further than this, believing they were either healthy 
enough to stop treatment altogether for a while (blood transfusions and chelation), or were angry over 
interactions with treatment providers and put off finding others, stopping treatment in the meantime. 
These participants ended up needing enhanced care and are now more committed to adhering to a 
treatment regimen. 

Caregivers described their children beginning to understand the seriousness of the disease and the 
importance of adherence to treatment at a young age, certainly by school age and even more by age 10 
to 12, when they took more responsibility for their own care. Up until age 5 or 6, children basically just 
see the treatment as a part of their routine, and parents help make it seem normal by doing things at 
the same time each day, explaining what things are, and involving the child. 

The responses from the teens and young adults indicated a heightened awareness of specific physical 
consequences related to non-adherence to the treatment regimen. The teens especially had lengthy 
scientific responses to the question, and they all talked about how much they enjoyed learning about 
thalassemia and how to treat it. They talked about their interest in biology and other sciences and how 
they read books and other materials from their doctors, nurses, the internet, and from CAF about the 
disease and about the latest breakthroughs in the field.  

WHAT ROLE DO FACTORS, SUCH AS HEALTH INSURANCE COVERAGE, ACCESS TO 

HEALTHCARE, PERCEIVED QUALITY OF LIFE, TYPE OF TREATMENT, AND FAMILIARITY 

WITH OTHERS WITH THALASSEMIA PLAY IN ADHERENCE TO TREATMENT? 

Health Insurance 

All of the participants in the project were covered by health insurance, either through a private health 
insurance carrier, Medicare/Medicaid, or some combination. A few participants were covered by 
military healthcare through a spouse or parent. A few participants were making a switch from their 
parents’ insurance to their own policies or changing jobs and necessarily changing insurance policies.  

Almost all participants identified various barriers and challenges associated with health insurance, from 
the worry of what will be covered and the financial burden of co-pays and deductibles to the paperwork. 
A few participants indicated that they had called CAF for help in resolving issues with their insurance 
companies, such as help in getting a particular type of pump for Desferal paid for when the insurance 
company was denying it. None of the participants indicated that insurance was a factor in adherence or 
non-adherence, though the need for adequate insurance itself is a significant concern. 

Access to Healthcare  

Most of the project participants currently see healthcare providers that they trust and have established 
relationships with, including participants who go to their local hospital for treatment only, those who go 
to their local hospital for routine treatment and to a Thalassemia Treatment Center once a year or every 
two years for comprehensive testing and assessment, and those who are treated routinely at 
Thalassemia Treatment Centers. A few, particularly young adults who have moved for college or for jobs 
recently, are changing providers after being with a doctor or treatment facility for some time. A few 
others are thinking about making a change because they are not satisfied with the care they receive.  
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Patients who are most satisfied with their healthcare say that their providers know them personally, 
monitor their healthcare fully, understand thalassemia, send them for the latest tests (if those test are 
not provided where they receive treatment), communicate with other providers and specialists to 
coordinate care, and engage them (the patient) as a partner in their own care or their children’s care. 

Patients also talked about choosing treatment facilities based on convenience or quality of care. 
Discussion revealed the frustration that some felt in finding that they sometimes could not have both, 
and that sometimes long drives or bus rides become a regular part of the routine for blood transfusions 
or doctor’s appointments. The few patients who talked about being able to go for transfusions in the 
evening or on weekends were the envy of everyone who has to take multiple days per month off of 
work. Only a couple of college students said that they had been able to find a facility where they could 
receive transfusions in the evening or on weekends so it did not interfere with their classes or work, 
while most of them struggled with fitting this into a full weekday schedule. 

Some patients and caregivers who receive regular care at local hospitals talked about making a family 
vacation out of a yearly visit to a Thalassemia Treatment Center for testing because that is the only block 
of time everyone can be away from school and work. They also mentioned the expense associated with 
making the trip is above and beyond anything the insurance covers for the tests. 

Perceived Quality of Life 

This is an important issue for patients and has increasing relevance for older patients, as they become 
more likely to develop complications of thalassemia and side effects of treatment as they age. Many of 
the patients who were in the 25 and above age group, and particularly those who were 35 and older, 
said they struggle not to fall into a downward cycle of depression and deteriorating health, and that it is 
sometimes easy to wonder if all of the difficult treatment is worth it. Most said they try to focus on 
those around them who love them and tell themselves that they have to do it for them. A few said that 
they have to keep going for those who aren’t around anymore. A few others said that they lean on their 
faith, on a spouse or someone else close, or on themselves to get them through the tough times. 

In general, younger patients who are healthier, able to work, go to school, and do many of the things 
they want to do have more optimistic attitudes. Many compare themselves with “normal” peers not just 
other thalassemia patients and point to things they are able to do. They know that adhering to 
treatment is the key to continuing to be physically active and to avoid complications with their heart, 
liver, and other organs for as long as possible. Many said that they were going to do whatever they 
could to stay as healthy as they could. 

Young adults and teens also mentioned staying healthy for a cure. It wasn’t a lengthy discussion, but the 
belief expressed was that you do what you need to do to keep yourself healthy and stay alive, and you 
may be able to benefit when they find a cure. This belief was also expressed in the caregivers’ focus 
groups. 

Younger patients, just as the older patients, also expressed having times when they are depressed or 
down. They describe them as not lasting too long because they really feel that they can lead a pretty 
good life, and there are things that are worse than thalassemia. Some of the patients believed that 
having thalassemia has made them more compassionate and able to reach out more to other people. 
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Type of Treatment 

Patients who were able to switch from Desferal infusions to Exjade pills experienced a tremendous 
boost in their quality of life. They described having greater freedom in terms of time and mobility, and 
no pain associated with constant infusions. Many who have been able to make the switch believed that 
the Exjade is an effective chelator and they experience mild and tolerable discomfort with it. 

However, there were some patients (within all age groups) who said they were not able to stay on 
Exjade and had to return to Desferal therapy, due to the ineffectiveness of Exjade in reducing the iron in 
their blood and/or because of severe side effects including rash and/or stomach and gastrointestinal 
distress. These patients experienced frustration with having to return to Desferal because they felt they 
had gained a lot of freedom with Exjade and were looking forward to a less painful method of chelation. 
A few described trying to continue with the Exjade, working with their doctors to try different doses to 
see if their bodies would adjust and get past the side effects, but eventually having to return to the 
Desferal. Importantly, for all of these patients, while they described their disappointment and 
frustration, they said that this experience did not make them less committed to adhering to treatment. 

There were also a few patients who expressed their frustration, concern, and worry when either of 
these two treatment options proved to be clinically ineffective for them. A few patients were currently 
taking L1, either by itself or in combination with Desferal, because their medical provider wanted a more 
effective therapy for removing iron from the heart and wanted to try it, or the patient had read about it 
and convinced the provider to try it. 

Familiarity with Others with Thalassemia  

Project participants were a mix of those who knew other thalassemia patients from attending TAG 
conferences and from receiving treatment at Thalassemia Treatment Centers, and those who said that 
they had never met another person with the disease. This was true across all of the segments except the 
teens, who had all met other thalassemia patients. 

Patients and caregivers who said they had met others with thalassemia were very knowledgeable about 
thalassemia, treatment options, the latest medical breakthroughs, and resources to turn to for more 
information, particularly all of the information and services offered by CAF and TAG. Additionally, they 
talked of receiving tips and advice from other patients or caregivers who have gone through the same 
things they have.  

Patients in the 25 and above segment, and particularly those over age 35, immediately asked each other 
their ages as soon as they dialed into the conference line for the focus groups. They cheered for the 
patients in their 40s and 50s in recognition of surviving with this disease. It was clear that this helped to 
create an immediate bond among group members and was an indication that they share concerns over 
quality of life and longevity issues. As the focus group discussions with these patients proceeded, many 
older patients opened up and shared their fears and concerns with one another. While patients had no 
problems responding to the questions of the focus group moderator, it was also clear that they were 
gaining a great deal from interacting from one another—others who could understand because they 
were going through the same things.  

Patients and caregivers who had not had contact with other thalassemia patients described their 
isolation and fear. They described drawing all their information from their medical providers until they 
found CAF—either because their provider referred them or because they had googled thalassemia and 
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found them that way. These participants were excited to have the opportunity to listen to others and to 
learn from them, to find out that they are not alone. 

DOES ASSOCIATION WITH A CDC-FUNDED COMPREHENSIVE TREATMENT CENTER 

(THALASSEMIA TREATMENT CENTERS) AFFECT TREATMENT ADHERENCE? 

Unfortunately, this question cannot be addressed with any preciseness because the number of 
participants in the different population segments did not allow for further segmentation by treatment 
center. However, there are a few general statements that can be drawn from the data. 

Patients who are not affiliated with Thalassemia Treatment Centers expressed frustration that at times 
when they cannot see their own doctor, other doctors are reluctant to draw their blood or give the 
order for blood transfusions, even when the information is in their charts. There were a few who 
received services at an infusion center and said that they often had to explain that they were not cancer 
patients and explain other things, such as the reason for being infused and what their doctors’ orders 
meant. A few also said that always receiving treatment with cancer patients added to their frustration 
and depression. 

Some of the older patients who described having a very difficult time finding doctors who knew about 
thalassemia when they were young, are currently being treated at the Thalassemia Treatment Centers. 
They believe they receive better care because the providers understand the disease and how to treat it. 
Others believe that the information is now getting out to medical providers, so that even if you don’t go 
to one of the federally funded centers, you are still likely to get better treatment. 

WHAT IS THE PERCEPTION OF THE CDC-FUNDED TREATMENT CENTERS (OF BOTH 

THOSE CURRENTLY ASSOCIATED AND THOSE WHO ARE NOT)? 

There were very few project participants who were not aware of the CDC-funded Treatment Centers. 
During a focus group, if a participant said he/she did not know about the centers, the other participants 
would describe them. Typically this network of Thalassemia Treatment Centers was described as a set of 
centers that focuses on thalassemia, where the doctors have focused on it, understand it, have 
experience in it, and where you can receive the state-of-the-art testing and assessment to see how you 
are doing and where you can go for regular, on-going care. 

Patients who receive their care at Thalassemia Treatment Centers identified a number of benefits to 
doing so, including— 

• Access to experts in the field 

• Access to state-of-the-art equipment for testing organ function, particularly the new MRIs for 
heart and liver 

• Doctors who explain things to them and who are open to questions and concerns about therapy 
options 

• Access to different specialists, such as cardiologist and endocrinologists, who work as a team 
with other healthcare providers and know what to look for to ensure a thalassemia patient’s 
stability 
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• Confidence in knowing that their healthcare providers have a vast knowledge about and years of 
experience in thalassemia 

• The opportunity to meet other thalassemia patients, so you lose the feeling that you are all 
alone in fighting this disease as you get to know others going through the same thing. 

Many patients and caregivers who do not live close to the Thalassemia Treatment Centers have 
discovered the value of assessments every year or every two years and make a trip to one of the centers 
for this purpose. Some report that they were referred to the centers by their medical providers, more 
learned about the centers through TAG conferences and CAF materials and informed their providers. 
They identified many of the same benefits listed above as their reasons for making the trip to the 
comprehensive centers. In addition, they find that the hematologists at the centers communicate with 
their regular hematologists to discuss the reports from the tests and make any recommendations 
regarding treatment.  

There were a few project participants who still had questions about the Thalassemia Treatment Centers. 
One older patient had been thinking of going to a center for a comprehensive assessment for the first 
time, just to make sure everything is on the right track. She wondered though if she could do that since 
all of the centers were pediatric facilities, and she was in her 30s. Another had questions concerning the 
length of time in the hospital that is associated with a comprehensive assessment. Other questions were 
more general, wondering what was covered in an annual comprehensive assessment. 

WHAT PRACTICAL TIPS AND STRATEGIES WOULD PATIENTS SUGGEST FOR OTHER 

PATIENTS FOR INCREASING TREATMENT ADHERENCE AND IMPROVING THEIR QUALITY 

OF LIFE, PARTICULARLY IN TIMES OF CHANGE AND ANXIETY (SUCH AS THE LIFE 

MILESTONES OF GRADUATING SCHOOL, STARTING WORK OR COLLEGE, GETTING 

MARRIED, ETC.)? 

While most participants offered tips and strategies that were more general and did not focus on specific 
life milestones, even when asked in different ways, they were straightforward and earnest in their 
advice to other thalassemia patients. 

An important context for understanding the advice offered by the project participants is the fact that 
most of them described their parents as being honest and straightforward with them about thalassemia 
as they were growing up. Their parents were typically the first source of information about the disease, 
and most said their parents did not hold back information about how serious the disease is and what 
would happen if they did not adhere to the treatment. These patients described taking responsibility for 
chelation at a young age (some as young as 5 or 6 were injecting themselves for Desferal infusions, 
others that young were taking Exjade after it was mixed for them). As they grew older, they took more 
responsibility so that by the end of high school, they were fairly independent in caring for themselves, 
with their parents’ support. Most of the caregivers who participated in the project described a similar 
process that they are undertaking with their children. 

A few patients described a very different type of experience from what is described above. They 
described being very protected by their parents, being treated as fragile or sick, and having to struggle 
when assuming responsibility for their own care. In one instance, a young adult said that his parents had 
not been honest with him growing up about the seriousness of thalassemia, and he felt like he had 
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existed in a bubble until he went to college. He then discovered more about thalassemia and what the 
treatment was really all about.  

A few others described themselves as not having taken much responsibility for their own care while they 
lived with their parents, then being a bit overwhelmed when they moved out on their own.  

The tips and strategies from project participants can be roughly categorized into knowledge, attitudes, 
beliefs, and behaviors regarding adherence to thalassemia treatment and improving quality of life. 
Table 6 presents these items in participants’ and caregivers’ own words as much as possible. 

Table 6: Tips and Strategies to Increase Treatment Adherence and Improve Quality of Life 

Knowledge 

 “Become an expert in the disease.” 
 “Stay on top of the latest developments—testing, medications, and side effects, research, clinical trials.” 
 “Use your best resources—CAF materials, TAG conferences, your doctor, books on thalassemia.” 
 “Educate yourself about your individual body and how thalassemia is affecting you.” 
 “Learn to advocate for your own best care (CAF can be a resource).” 

Attitudes 

 “Chelation isn’t any fun and it’s difficult, but there’s nothing without it.” 
 “Stay positive and never give up.” 
 “Some things will get you down—pain, reactions to medication, so much time in the hospital, having to give yourself 

injections, having to use the pump for so many hours. But there are so many things worth living for—push yourself to 
always think of the people that mean the most to you, the things you love to do, and your dreams.” 

 “You can be strong and determined and do the things you want to do.” 
 “Don’t be afraid to reach out to your family or your friends when you need help and support.” 

Beliefs 

 “You can have a good life and pursue your dreams even though you have thalassemia.” 
 “New technology is here to help us live better and longer.” 

Behaviors 

 “Learn to listen to your own body so you’ll know when something isn’t right.” 
 “Be physically active.” 
 “Chelate as much as possible early on to keep your iron counts low.” 
 “Rest when your body tells you to.” 
 “Take control of your own care. As soon as you can mix your own medicine, do it. Set your own schedule, plan for all the 

things you have to do with taking the medicine.” 
 “When you take Exjade—find a juice you can tolerate and no running out of juice.” 
 “If Exjade makes you sick on your stomach, plan extra time so you can lie down for a while before you have to go 

anywhere.” 
 “If you use Desferal, have the pharmaceutical company send you prefilled vials to help keep track of when you are using 

the medication.” 
 “Don’t be intimidated by your [or your child’s] doctor. Ask questions, bring up things you’ve read, make suggestions, and 

disagree if you have to.” 
 “Change doctors if yours won’t work with you.” 
 “Talk to other thalassemia patients about how they have handled things. CAF can help you find other patients to talk 

with.” 
 “Consider going to a Thalassemia Treatment Center for a comprehensive assessment once a year if you aren’t treated a 

one on a regular basis.” 
 “Be constantly diligent about chelating—because you feel fine until the day you don’t.” 
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RECOMMENDATIONS 

Based on the data from the focus groups and individual in-depth interviews conducted in this formative 
evaluation project, Macro offers the following recommendations to CAF. 

DEVELOPMENT, PROMOTION, AND DISSEMINATION OF INFORMATION 

• Continue to promote, frequently and consistently and in every forum available, the availability 
of current CAF services and ways CAF staff can help thalassemia patients and caregivers. 

• Develop (or advertise if it is already developed) a brief tip sheet or other type of publication, 
similar to those on several psychosocial issues, on topics including how to be your own advocate 
in your medical care. 

• Add patient voices to current materials about dealing with difficulties, depression, feeling down.  

• Review (perhaps in a newsletter or in another format as appropriate) the value of Thalassemia 
Treatment Centers. Use some of the examples from participants in the project, including those 
who say they go to a center only once per year or every other year for testing to make sure that 
everything is on the right track. 

• Put out information on thalassemia intermedia at different points in time, even if this is 
something CAF already does at times.  

FOSTER COMMUNICATION WITHIN THE THALASSEMIA COMMUNITY 

• Develop ways for patients to communicate more regularly with each other and with medical 
experts and promote the opportunities that currently exist. 

• Promote the ways that currently exist for patients and caregivers to meet and talk with one 
another. 

• Consider starting support groups designed for particular age groups of patients around specific 
topics. For example, older participants in all of the age 25 and above focus groups who were 
experiencing medical complications, increased pain, and depression expressed fear and concern. 

WORKING WITH THALASSEMIA CARE PROVIDERS 

• Develop materials and/or a training program for medical experts and providers that would 
educate them about thalassemia patients and provide them with information on the barriers 
and facilitators associated with adherence to treatment that have been discovered through this 
evaluation. Help providers think through ways they can break down barriers that have to do 
with them or their settings. 

CONSIDERATIONS FOR FURTHER EVALUATION 

• There are two immediate areas where further evaluation would be of great value. One would 
focus on whether there are cultural and ethnic differences in how individuals perceive and 
address their thalassemia, particularly the barriers and facilitators related to adherence. The 
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numbers of participants did not allow segmentation based on ethnicity for this evaluation, but 
there would be opportunities to design such an evaluation.  

• A second area for further exploration would be with adolescents and teen patients. Previous 
research has shown that this is a vulnerable age in terms of adherence to treatment, and older 
patients who participated in this evaluation spoke of their own lapses during this period in their 
lives. It would be valuable to conduct an evaluation with a particular focus on the perspectives 
and behaviors of this age group since only a few participated in this evaluation. 

CONCLUSION 

This report has described the formative evaluation project conducted with thalassemia patients and 
caregivers to learn more about the challenges and barriers related to treatment adherence, and the 
facilitating factors that promote adherence to treatment. Through a series of focus groups and 
individual interviews, the project produced results that provided insight into these issues as well as 
additional issues that affect the quality of life of thalassemia patients. The final section of the report 
offers action-oriented recommendations to the Cooley’s Anemia Foundation for future refinement and 
planning of services they offer to the thalassemia community, to support their mission of advancing the 
treatment and cure for this disease, enhancing the quality of life of patients, educating medical 
professionals, trait carriers, and the general public. 
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Overall Research Questions. 
 
Guiding the development of all further elements of the focus group protocol (segmentation, recruitment, 
screener, moderator guide, and analysis framework), research questions are exceptionally important to 
any data collection effort. The following questions for this project have been developed through 
discussion among members of CAF, CDC, and Macro. Input and feedback from CAF’s Working Group 
of providers and patients will assist in finalizing and clarifying the questions. At this stage of research, the 
questions are specific but still intentionally broad given that this is formative research, representing an 
initial exploration of issues with this patient population. 

• What are the barriers and facilitators that affect treatment adherence among patients with 
thalassemia (or their caregivers)? 

• Are there attitudes and behaviors regarding treatment adherence that vary by ethnic heritage? 
• How well does this population understand the consequences of treatment non-adherence? 
• What role do factors such as health insurance coverage, access to health care, perceived quality of 

life, type of treatment, and familiarity with others with thalissemia play in adherence to 
treatment? 

•  Does association with a CDC-funded comprehensive treatment center affect treatment 
adherence? 

• What is the perception of the population of the CDC-funded treatment centers (of both those 
currently associated and those who are not)? 

• What practical tips and strategies would patients suggest for other patients for increasing 
treatment adherence and improving their quality of life, particularly in times of change and 
anxiety (such as life milestones of graduating school, starting work or college, getting married, 
etc.)? 

 
Number of Focus Groups  
 
Ten telephone focus groups will be conducted. 
 
Segmentation of the Target Audience  
 
Given lengthy discussions around segmentation of the thalassemia population (audience), Macro staff has 
developed the following segmentation approach for the ten focus groups. We welcome comments from 
the Working Group that will help finalize this approach. 
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Segmentation Approach 
 
Interpreting the Table. Ethnicity/Heritage and Role (caregiver or patient) and Patient Age were used as 
the anchoring factors for the segmentation table since they likely play a big role in the attitudes, beliefs 
and behaviors of patients and are fundamental to several of the research questions.  
 
Two additional factors would also be used to segment focus group participants: 

• Transfuse: 
Yes – patients who have transfused within the last 12 months 
No- patients who have not transfused within the last 12 months 

• Treatment Center (TC): 
Yes – the patient visits a CDC comprehensive treatment center at least once per year. No – the 
patient does not visit a CDC comprehensive treatment center. 

 

    Role and Patient Age  

Ethnicity/Heritage Caretakers 
 
 

Patient 
13-17 

Patient 
18-24 

Patient 
25+ 

Totals 

South Asian –  
India, Pakistan,  
Sri Lanka 

(Combined 
Ethnic groups) 
 
Transfuse - no 
TC – no 
 
Transfuse – yes 
TC – yes 
 
 
 
 
 
Transfuse – no 
TC - no 
 

(Combined 
Ethnic group) 
Transfuse – 
no 
TC - no 

Transfuse – 
yes 
TC – yes 

 (Combined 
Ethnic groups) 
 
Transfuse - yes 
TC – no 
 
Transfuse - yes 
TC – yes 

 
1 

Southeast Asia – 
Cambodia, Vietnam, 
Laos, 
Thailand 

  
0 

Chinese    
0 

Middle Eastern and 
North African 

 Transfuse – 
yes 
TC – no 

 
1 

European Transfuse –  
No 
TC - no 

Transfuse – 
yes 
TC – yes 

 
3 

Totals 3 2 3 2 10* 
*Numbers do not add to ten in the column because of the combined ethnic groups. These numbers represent distinct 
focus groups designated for each ethnic segment. 
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Issues taken into consideration when developing the segmentation approach: 
• As with many research efforts, there is an assumption that more is known about patients of 

European heritage but this is really not the case. Not much is known about any segments of this 
population so it was suggested to start with specific groups within the European segment and add 
others. Including focus groups of mixed ethnic heritage provides the most open opportunity for 
recruiting and screening potential participants across all segments. 

• Depending on the response to the recruitment effort, decisions can be made to isolate specific 
ethnic groups if there are enough participants or to collapse (or change) other categories if 
necessary. 

• Given the total number of groups we are able to do and the number of important segmentation 
factors, it is not possible to include all of the age groupings that were originally discussed. 
Children and adolescents have not been included because the discussions so far have been 
dominated by issues around milestones that occur later in life such as leaving for college or 
graduating from college, entering the work world, getting married.  

• The number of groups also does not allow the opportunity to segment groups by gender. This was 
not considered a particularly important factor during discussion in the kickoff meeting, though it 
can sometimes be a dynamic in the focus group itself. It is something worth noting as an area for 
consideration, just as other factors, for future research. 

• The thinking behind the recommendation that the oldest age groups (over 25) and the caretakers 
be drawn from all of the included ethnic segments is that they may be more willing to talk about 
advice they would give to others, lessons they have learned, things that work and don’t work for 
getting through treatment barriers, and other issues.  

• Normally in focus group research a goal is to conduct at least 2 groups with all of the same 
characteristics. We are not doing that here because there are so many factors that need to be 
explored. However, we are using the characteristics of ethnicity and role/age as the organizing 
characteristics for the segmentation approach. Further, this is very formative or exploratory 
research which allows a greater degree of openness because the expectation is the research will 
raise more questions that can help focus additional research in the future. 
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Screening  

 
Macro will develop a script for receiving calls from thalassemia patients and caregivers who respond to 
the recruitment materials (CAF will directly recruit participants by contacting people in the Foundation’s 
database and will provide them with a toll free number for reaching Macro project staff directly). While 
there are only three members of our project staff and all of us are experienced in this process, it is 
important that we are consistent in the message we convey to all callers and the way we to respond to 
their questions or concerns. We will briefly describe the focus groups and let them know that we have a 
few questions that we need to ask them.  
 
We will develop a screener with questions to cover all of the segmentation factors (allowing us to assign 
participants appropriately to groups) and a few other pieces of data that will be valuable for the research. 
The data items to be collected on the screener will include (not in this order or format): 

• Contact information (name, address, phone, email) 
• Caregiver or person with thalassemia 
• Age (or age of child) 
• Ethnicity (categories) 
• Number of times patient has had to transfuse in the past 12 months 
• Type of treatment regimen currently prescribed (Desferal or Exjade) 
• Receiving care at comprehensive treatment center 
• Type of medical insurance* 
• In school or college or working* 
• Marital or partnership status* 
• Comfortable participating in the discussion in English 
• Comfortable discussing their thalassemia with others 
• Access to telephone for the focus group 
• Can participate without interruption 

 
*Questions about, medical insurance, being in school or working and marital, partnership status would be 
used only to create variation in the groups, if possible. 
 
Individuals who do not meet the inclusion criteria for the focus groups (ethnic heritage, role or patient 
age, receiving treatment for thalassemia) will be told at the end of the screening interview that they are 
not eligible to participate in the focus groups at this time and why. This language will be scripted for the 
interviewers and placed on the screener as is normal practice in screening for focus groups. We would 
anticipate that this would not happen frequently as we are recruiting from a pool of people who already 
meet these criteria and we would take care to make sure all materials are clear in who should participate. 
 
For individuals who meet the inclusion criteria for the focus groups, the interviewers will inform them 
that they are eligible to participate and that once everyone is interviewed, the team will be able to make 
assignments for each focus group. They will be told that interviewers will call them back within 5 days to 
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give them specific information about participating in the focus groups – this call will be a confirmation of 
participation for those assigned to groups or a gentle turn-down for those who cannot be accommodated 
in the focus groups. This conversation will also be scripted to ensure a consistent and sensitive message to 
all individuals who express an interest in participating in the focus groups. It is our intention to 
accommodate as many people as want to participate. Macro will be in constant communication with 
CAF during the recruiting and screening steps to talk about progress so everyone will know when 
recruiting should end because the groups are close to being filled. 
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Dear ______________, 
 
I’m excited to let you know about some upcoming research the Cooley’s Anemia Foundation (CAF) will 
be sponsoring as part of our collaborative relationship with the Centers for Disease Control and 
Prevention (CDC). We hope you’ll be a part of it. 
 
We’re working with Macro International, a social science research organization based in Maryland, to 
conduct focus groups with people who have been diagnosed with thalassemia or their caregivers. The 
discussions will focus on the challenges you experience in treating thalassemia, how you address them, 
and other issues that influence your quality of life. We’re hoping to use the information to improve our 
patient services and, in the end, improve treatment choices for people with thalassemia.  
 
We highly encourage you to participate. The groups will be held in January and February, 2009 and will 
be done over the phone—you don’t even need to drive anywhere to make your opinions heard! You may 
receive a call from Eileen or someone else from the CAF office to discuss this with you further.  
 
Here is a summary of the important points about the groups: 
 

• A toll-free call-in number will be provided to everyone who participates in a focus group.  
• Each group will last approximately two hours. 
• Everyone who is eligible will be assigned to one focus group only. You are not expected to 

participate in multiple focus groups. 
• You will receive $75 for participating in the focus group (we realize that your time is valuable).  
• All information related to the focus groups is confidential. Macro will provide summaries of the 

group discussions, but no names will be attached.  
• You can find out more about the focus groups by calling Macro directly at 1-800-235-7442 or by 

calling CAF at ___________.  
 
We hope you will consider participating in the groups. The more participation we have, the richer and 
more usable the findings will be.  
 
Please let us know if you have any questions.  
 
Sincerely,  
 
Gina Cioffi,  
National Executive Director 
Cooleys Anemia Foundation 



 

 

Recruitment Phone Calls – Talking Points 
 
Introduce Self and CAF 
I’m excited to let you know about some upcoming research the Cooley’s Anemia Foundation (CAF) will 
be sponsoring as part of our collaborative relationship with the Centers for Disease Control and 
Prevention (CDC). We hope you’ll be a part of it. 
 
(Refer to the Recruitment Letter) 
Introduction of Focus Groups 
Purpose – to better understand patient challenges associated with treatment and how they address them. 

• Focus groups are a chance for their voice to be heard and to help CAF better serve thalassemia 
patients and their caretakers. 

• Small groups of patients or caregivers (6 – 8) are scheduled to be on the phone at a set time and 
guided through a set of questions. You have the chance to identify issues that concern you and 
also to hear other patients share information about their own experiences. 

Let Me Tell You More: 
• The focus groups will take place in January and February, 2009. 
• Macro International, a research firm, will be conducting the focus groups, including all of the 

scheduling, talking to you before the groups, and leading the discussions. 
• A toll-free call-in number will be provided to everyone who participates in a focus group.  
• Each group will last approximately two hours. 
• Everyone who is eligible will be assigned to one focus group only. You are not expected to 

participate in multiple focus groups. 
• You will receive $75 for participating in the focus group (we realize that your time is valuable).  
• All information related to the focus groups is confidential. Macro will provide summaries of the 

group discussions, but no names will be attached.  
• You can find out more and sign up for a focus group by calling Macro International directly at  

1-800-235-7442.  
 
Conclusion: 
Do you have any other questions at this time?  
I want to thank you for taking the time to talk with me about this important study and I am pleased that 
you will are considering participating.  
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Screener  
Thalassemia Telephone Focus Groups 

 
Note: Potential participants will be calling in on an 800 line to Macro. 

[After initial phone greeting:] 

Thanks so much for calling. As you know, we are currently recruiting people with thalassemia and 
caregivers for several telephone focus groups. The purpose of the group discussions is to help the 
Cooleys Anemia Foundation learn more about your thoughts about adhering to different treatment 
regimens for thalassemia and other aspects of living with the disease. This will ultimately assist the 
Foundation in providing better information and services to you. 

We would like to ask you a few questions to find out more about you – we are asking everyone who calls 
the same questions. The information will help us schedule people for the focus groups so that we have a 
good mix of participants in the groups and so that we do the best we can to accommodate people’s 
schedules. Once we have placed everyone in a group, we will call you back with the date, time, and call-
in number.  

Do you have about 5 minutes I could ask you some questions? [If no, ask when would be a good time to 
call them and get phone number].  

The information we are collecting through these questions, and also during the focus groups, will go into 
a secure database. I want to assure you that your information will be kept completely confidential. We 
don’t share this with anyone, including the Cooleys Anemia Foundation. We report all information in 
summary, without individual’s names, and the information is used for purposes of this study only. 

So let’s get started with the questions: 

1. May I please have your name and contact information? 

a. First and last name:__________________________________________________ 

b. Phone number(s) ___________________________________________________ 

c. Email address ______________________________________________________ 

2. Are you a caregiver for someone with thalassemia, or do you have thalassemia yourself? 

• For caregivers: What is the age of the person you are caring for? ________ 

• For patients: What is your age? _________ 

3. What is your ethnic background? [circle both the category and specific country of origin if 
provided): 

South Asian – Indian, Pakistani, Sri Lankan 

Southeast Asian –Cambodian, Vietnamese, Laotian, Thai 
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Chinese, Japanese 

Middle Eastern and North African—______________________ 

Caucasian/European—____________________________ 

4. Are you currently receiving care at a comprehensive thalassemia treatment center?  

a. Yes 

b. No 

c. Used to, but not currently 

5. Within the past 12 months how frequently have you been transfused? ______________ 

6. What type of chelation therapy are you currently receiving? 

a. Desferal  

b. Exjade 

c. Other ________________ 

d. Were you receiving any other type of chelation therapy previously?  

What type?_______ 

7. What language do you speak at home? _____________________ 

[If answer is something other than English: 

• Are you comfortable discussing your opinions and experiences in a group setting in 
English? 

8. Are you currently…? [Mark as many as apply] 

a. In school 

b. Working outside the home 

c. Working from home 

d. Not working 

e. Other ___________________ 

9. What type of medical insurance do you have, if any? 
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10. Are there issues with your medical coverage for necessary treatment for thalassemia? 

a. No 

b. Yes 

c. [If yes] Very briefly, what is the primary issue? 

11. What is your marital or partnership status? 

a. Married/partnered 

b. Single 

12. Are you comfortable discussing your thalassemia with others you may not know? 

a. Yes 

b. No 

13. The focus groups will be held over the phone, and will take from 90 minutes to two hours. Do 
you have access to a phone for that length of time? 

a. Yes 

b. No 

14. What would be the best time of day for you to participate in a 90 minute to two hour focus 
group so that you would not be interrupted? 

a. Morning 

b. Afternoon 

c. Evening 

These are all of the questions I have for you right now. As I mentioned, we will be taking calls from 
interested individuals until [date]. Once we have developed the schedule of focus groups, based on 
what people tell us are the best times for holding the discussions, we will give you a call and send a 
confirmation to you with the date, time and call-in information for your group. 

We are very happy that you are interested in this opportunity to share your thoughts, opinions, and 
experiences with us. We know that what is learned from the focus group discussions will be very 
valuable to the Cooleys Anemia Foundation as they plan for ways to enhance their services to the 
thalassemia community. 

Do you have any questions for me?  

Once again, thanks for calling. We will be in touch again soon.  
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

Male 56 White Single Transfuses 
every 3‐4 wks.

Exjade every 
day.

Medicare Local Hospital He called 1/13. 
Bonnie talked to 
him 1/14. Bonnie 
talked to him 1/27 
to confirm date 
and gave him call‐
in #.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.

Female 35 Italian Married. None Used to use 
Desferal, 
doesn't use 
anything now.

Working Private insurance TTC She talked to 
Bonnie 1/23. 
Bonnie talked to 
her about not 
being selected for 
participation 1/26.

Not selected.

Female 25+ Hispanic Single No 
transfusions 
in 2 yrs.  

Can't 
remember the 
last time she 
did chelation 
therapy.

Working State health 
insurance

Local Hospital She called 1/8. 
Karina talked to her 
1/9. Karina talked 
to her about not 
being selected for 
participation 1/12.

Not selected.

Female 41 Italian Single  Transfuses 
every 3 wks 
used to be 
every 8 wks. 
Before that 
had to be 
transfused 
until 
hemaglobin 
was 6.

Desferal 5 
nights a wk

Medicaid 
(Disabled)

Local Cancer 
Center

She talked to 
Bonnie 1/12.  
Bonnie talked to 
her 1/27 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.

PATIENTS 25+
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Comments Dates of Contact Focus Group 
or IDI Date
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Female 53 Italian Married Transfuses 
every 3 wks.

Exjade every 
day for 2 
years.

Private Insurance Currently a local 
hospital.  Before 
that a TTC.

She called 1/6. 
Bonnie talked to 
her 1/16 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.

Male 37 Italian/ 
Indian/ 
African 
American

Married Transfuses 
every 2 wks.

Exjade every 
day.

Been through 3 
types of Medicaid.  
 Now trying to 
switch back to the 
first type ‐‐ lots of 
problems.

Local Hospital.  
Went to 
pediatric 
hospital until 5 
years ago.
That hospital 
has no 
thalassemia 
doctor now.

He said doctors 
don't expect thal 
pts. to live very 
long; told his 
parents he 
wouldn't live 
beyond 14.

Talked to Bonnie 
1/14 twice. Bonnie 
talked to him 1/27 
to confirm date of 
1/28 and gave him 
call‐in #. He did not 
call in. Bonnie 
talked to him 1/29, 
2/11, 2/17, and 3/5 
about the 3/5 
group and gave him 
call‐in #. 

Focus Group 
3/5/09 (Thur.) 
7‐9 p.m.

Female 29 Chinese Living with 
someone

Transfuses 
every 3 wks.

Exjade every 
day

Medicaid Local hospital. 
Have been to 
the TTC for tests 
and treatment.

7 yr. old child of 
her own and a 
foster child under 
2.

She talked to 
Bonnie 1/15.  
Bonnie called 1/27. 
Bonnie talked to 
her 1/29 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/31/09 
(Sat.) 1‐3 p.m.

Female 31 Chinese Single Transfuses 
every 3 weeks.

Desferal 36 
hrs/wk.

Works full time Private insurance ‐ 
 PPO

Local hospital, 
TTC once per 
year.
Transfused 
locally.

Could do the 28th.
Out of town on the 
31st.
Issues of who she 
can see.  Doesn't 
cover Children's 
Hospital of LA.

Talked to Bonnie 
1/16.  Bonnie called 
her 1/27, left 
message to confirm 
date and left call‐in 
#. 

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.
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Currently . . .  Medical 
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Female 42 Chinese Single Transfuses 
every 4‐5 
weeks.

Exjade every 
day for 1‐1/2 
yrs.
Desferal prior 
to that since 
she was 10.

Medicaid TTC Diabetes since she 
was 15.  Other 
Issues:
‐‐ Has to see a 
pediatric 
hematologist.
‐‐ Wish she was 
treated with more 
respect. 
‐‐ Difficulty with 
ordering and 
delivery of Exjade.

She called 1/6. 
Bonnie talked to 
her 1/16 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.

Female 47 White Married Transfuses 
every 3‐4 wks.

Exjade every 
day

Private Insurance Transfused at 
local hospital. 
Sees 
hematologist at 
local hospital. 
NIH once per 
year for testing.

She called 1/13. 
Bonnie called her 
1/21, left message. 
Bonnie talked to 
her 1/22 gave her 
date, time and call‐
in #.

Focus Group 
01/31/09 
(Sat.) 1‐3 p.m.

Female 25 Asian Married. None ‐ 
doctors don't 
think her 
condition is 
bad enough. 
She takes iron.

None Not working 
outside

private insurance Recently moved 
to Houston, 
doesn't sound 
like she has a 
place she is 
connected to.

She talked to 
Bonnie 1/23. 
Bonnie talked to 
her about not 
being selected for 
participation on 
that day.

Not selected.

Page 3 of 47
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Male 32 Cuban/ 
Italian

Single Transfuses 
every 2 wks.

Exjade every 
day for 2 yrs.

Not working Medicare 
Disability 
insurance and 
tricare (military).

Military hospital 
for regular care.
Children's 
Hospital (not a 
TTC) once per 
year.

Hepatitis C ‐‐ had 
to take interferon; 
finished the whole 
regimen.  Had bad 
experiences in one 
hospital  with 
ports (floating and 
occluded).  Now ‐‐ 
Extreme pain in his 
bones.

He called 1/8, 1/16, 
and 1/21.  Bonnie 
talked to him 1/22 
and confirmed 
date, time, and call‐
in #. Bonnie talked 
to him 1/26 about 
informed consent.

Focus Group 
01/31/09 
(Sat.) 1‐3 p.m.

Female 36 Italian Single Transfuses 
every 2 1/2 to 
3 wks.

Exjade  Working Medicare 
(limitations on 
savings, job)

Local hospital. Spending time 
working in Rome, 
leaves the 26th of 
Jan.

She talked to 
Bonnie 1/23.  
Bonnie talked to 
her 1/27 about not 
being selected for 
participation.

Not selected.
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Therapy
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or IDI Date
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Male 47 White 
Hungarian/ 
English

Married Transfused 
when spleen 
was removed 
a few years 
ago.

No chelation 
therapy.

Working TTC Thursday 
preference.
Liver & Heart MRIs 
regularly to 
monitor iron build 
up.  Recent biopsy.  
 Takes folic acid.  
Hepatitis C ‐‐ took 
Interferon and 
Ribavirin ‐‐ didn't 
want to take this 
but had to because 
of anemia.
Developed bone 
marrow problem 
due to Ribovirin; 
now takes 
methodone and 
ultraset for pain.  
Bones are 
deteriorating.

He called 1/16.  He 
talked to Bonnie 
1/22.  Bonnie 
talked to him 1/27 
to confirm date 
and gave him call‐
in #.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.

Female 32 S. Asian Single Transfuses 
every 4 wks.

Desferal Working Private insurance Local hospital. She talked to 
Bonnie 1/23. 
Bonnie talked to 
her 1/27 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/31/09 
(Sat.) 1‐3 p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Male 55 Indian  Married Transfuses 
every other 
wk.

Desferal 5 
days/wk.

Doesn't work. Private Insurance Local hospital. Has osteoporosis.
May not be 
available during 
focus groups.  Will 
call to inform me.

He talked to Bonnie 
1/22, gave him 
information for 
focus group on 
1/28.  He did not 
call in. Bonnie 
called him 2/4 and 
2/5, no answer and 
no voice mail. Did 
not hear from him 
again.

Did not 
participate

Female 52 African 
American

Lives with 
Someone

Gets blood 
checked.  If 
blood is low, 
she goes for a 
transfusion‐‐
sometimes 1 
bag of blood, 
sometimes 3 
bags.

Takes some 
medication‐‐
one pill 
once/wk to 
build her 
blood up.  
Doesn't know 
what it is. 

Doesn't work. Medicare Sees a doctor 
locally 
once/month‐‐
not sure what 
type of doctor. 

Thal intermedia.  
Also has seizures.
Sometimes she 
doesn't get blood 
for a whole year.  
Sometimes needs 
it a couple months 
in a row.  Called at 
midnight ‐‐muscles 
& joints hurt.

She called 1/8 and 
1/9. Bonnie talked 
to her 1/16. Bonnie 
called 1/21, left 
message. Bonnie 
called 1/27, she is 
very sick, suggested 
she not participate 
in the focus groups.

Not selected.

Female 39 Italian Married Transfuses 
every 4 wks.

Desferal 4 
nights per 
week.

Works outside 
the home.

Private Insurance TTC ‐ 
transfusions & 
hematologist.  
Another local 
hospital for an 
endocrinologist.

She talked to 
Bonnie 1/14, 
confirmed for focus 
group on 1/29. She 
called Bonnie on 
1/27, asked to 
switch dates, was 
reassigned and 
given info needed.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 48 Caucasian Single Transfuses 
every 4 wks 

Desferal Not working  Medicaid and 
Medicare 

Local Childrens 
Hospital

Patient didn't 
know if hospital 
where she gets 
transfusion is a 
comprehensive 
Thalasemia center. 
Unsure. On 
disability. Did not 
like exjade, only 
uses pump. 

Called 1/8. Karina 
called 1/9, left 
message. She called 
on 1/14, left 
message for Karina. 
Karina called 1/21, 
left message.  She 
talked to Karina 
1/27, assigned to 
focus group 1/28 
and given all 
information.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.

Female 57 Greek Married No 
transfusions.  
Desferal for 6 
months about 
2 years ago.  
Now only folic 
acid.

TTC.  She talked to 
Bonnie 1/23. 
Bonnie talked to 
her 1/27 about not 
being selected to 
participate.

Not selected.

Female 25+ Italian Married Transfused 
after 
childbirth or 
before 
surgeries ‐ 
about 12 
times in her 
lifetime

No therapy 
ever

Not working private insurance Local hospital. She called 1/7 and 
1/8. Karina talked 
to her 1/9. Karina 
talked to her 1/27 
about not being 
selected to 
participate.

Not selected.

Male 36 Greek Single Transfuses 
every 3 wks.

Exjade every 
day.

Always had 
private insurance 
but doesn't have 
insurance now.  
Medicaid 
application 
pending‐‐
insurance issues.

Local hospital. He talked to Bonnie 
1/14. Assigned to 
focus group on 
1/28. He called 
Bonnie 1/27, asked 
to switch to 
another group. 
Reassigned to 1/29.

01/29/09 
(Thur.) 7‐9 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 42 Greek Single Transfuses 
every 3‐4 wks.

Exjade every 
day since July.
Desferal every 
day until then.

Medicaid TTC She talked to 
Bonnie 1/14, 
assigned to focus 
group on 1/29. 
Bonnie called her 
1/27, left message 
to confirm date 
and time and gave 
call‐in #.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.

Female 50 Italian Divorcing Transfuses 
every 3 wks.

Exjade every 
day.

Works Medicaid TTC She called 1/8. 
Karina called 1/8, 
left message. She 
called 1/13. Karina 
called 1/16., left 
message. Bonnie 
talked to her 1/23, 
assigned her to 
1/29 focus group. 
Bonnie left 
message 1/27 to 
confirm date, time, 
call‐in #.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 46 Italian Married Transfuses 
every wk 
since 
October.  
Every 2 wks 
before that.

Desferal 3 
days per 
week.  Should 
do more but 
so sick she 
can't.
Interferon for 
hepatitis since 
July.  Has had 
her so sick 
that the dose 
has been 
constantly 
reduced.  Now 
taking 
smallest dose 
but still sick.  
Dr. wants her 
to take it 
another 6 
months.  She's 
not sure if 
she'll be able 
to.

Had a federal 
job.

Blue Cross/Blue 
Shield continues 
from previous job.

Local Hospital.  
NIH once per 
year for testing.
Transfused at a 
community 
hosp.

She called 1/13. 
Bonnie talked to 
her 1/14. Bonnie 
talked to her 1/27 
to confirm date, 
time, and call‐in #.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.

Male 58 White Married Transfuses 
every 4‐6 
wks., 6‐8 
times/yr.

Desferal Retired Medicare 
Disability
MDIPA secondary

Local hospital. 
Private 
hematologist.

He called 1/9 and 
1/12. Karina talked 
to him 1/13. He 
called 1/19, left 
message. Karina 
called 1/20, left 
message that he 
was assigned to 
1/28 focus group, 
gave time and call‐
in #. Bonnie talked 
to him 1/27 to 
confirm.

Focus Group 
01/28/09 
(Wed.) 7‐9 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 25 Italian Married Transfuses 
every 6 wks.

Exjade Not working 
outside home.

Medicare 
(primary) Military 
Tricare 
(secondary)

Local hospital. She called 1/23. 
Bonnie talked to 
her 1/28, assigned 
to 1/31 focus 
group, given all the 
information.  She 
did not call in. 
Bonnie called her 
2/3, left message. 
Bonnie called her 
2/11, left message. 
She called 2/24, left 
message.  Bonnie 
talked to her 2/26, 
arranged for IDI on 
3/5.

IDI 3/5/09 
(Thur.) 4 p.m.

Female 44 Italian Married Transfuses 
every  2 wks. 

Desfaral 5 
days/week

Work Part‐Time Private Insurance Local Hospital She talked to 
Bonnie 1/15.  
Bonnie talked to 
her 1/21, assigned 
her to focus group. 
Bonnie talked to 
her 1/27 to confirm 
date and gave her 
call‐in #.

Focus Group 
01/31/09 
(Sat.) 1‐3 p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 31 White Married Transfuses 
every 3 wks.

Desferal since 
October.  Not 
on chelation 
therapy for a 
year while 
pregnant.  
Then started 
Exjade but 
made her very 
sick‐‐bleeding.  
 Had to go 
back to 
Desferal.

Works Private Insurance Local Hospital She talked to 
Bonnie 1/22, 
assigned to focus 
group and given all 
the information. 
Bonnie talked to 
her 1/27 to confirm.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.

Female 30 African 
American

Single "Tops‐up" 
when needed, 
about every 6 
wks.

None 
currently, but 
may need 
therapy later 
because of 
heart issues.

Manages own 
non profit

Medicare ‐ court 
case to be 
declared a disable 
adult child

Local Hospital Heart issues, 
skeletal problems, 
stroke while in 
college

She talked to 
Bonnie 1/23, 
assigned to focus 
group and given 
information. 
Bonnie called on 
1/27 to confirm.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.

Female 39 Italian Married Transfuses 
every 3 wks.

Desferal every 
day.

State Medicare 
Disability

TTC She called 1/6. 
Bonnie called 1/7, 
left message. She 
called 1/9. Bonnie 
called 1/16. She 
called 1/19. Bonnie 
called 1/22. Bonnie 
talked to her 1/23, 
discussed focus 
group on 1/29. 
Bonnie talked to 
her on 1/27, she 
will participate on 
1/29, gave her time 
and call‐in #.

Focus Group 
01/29/09 
(Thur.) 7‐9 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Male 36 Greek Married Transfuses 
every 3‐4 wks.

Exjade for two 
years. 
Desferal prior 
to that.

Works Private Insurance Local hospital. 
Used to go to a 
TTC until moved 
out of state. Has 
gone to another 
TTC in the last 
year for tests.

He called 1/9. 
Bonnie called 1/15, 
left message. He 
called 1/30. Bonnie 
called 2/11, left 
message. Bonnie 
talked to him 3/5, 
wanted to 
participate that 
evening, gave him 
details and call‐in #.

Focus Group 
3/5/09 (Thur.) 
7‐9 p.m.

Female 50 Italian Married Transfuses 
every 2 wks.

Desferal every 
day

Local Hospital Problems with 
catatacts, hearing 
and arthritis 
because of 
Desferal.

She called 1/9. 
Bonnie called 1/22, 
left message. She 
called 2/6. Bonnie 
talked to her 2/17, 
assigned her to 3/5 
focus group, gave 
her information.

Focus Group 
3/5/09 (Thur.) 
7‐9 p.m.

Female 44 Midddle 
Eastern‐
Palestine

Married Transfuses 
every 4 wks 
for 2 days

Desferal‐ 
started slowly 
3 months 
after starting 
transfusions. 
Now 5 days 
per wk, 8 
hours per 
night.

Medicare Local Hospital Needs a smaller 
machine for 
Desferal so she can 
get 10‐12 hours, 
but machine is 
expensive and 
insurance won't 
pay.

She called 1/12. 
Bonnie called 1/22, 
1/27, 2/9, 2/24, left 
messages. Bonnie 
talked to her and 
arranged IDI for 
3/12.

IDI 3/12/09 
(Thus.) 4:30 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Male 37 Bangladesh Single Transfuses 
every 6 wks.

Currently 
takes Exjade, 
started about 
3 years ago. 
Initially had 
negative 
strong 
reaction, but 
now tolerates 
it ok. Before 
that took 
Desferal for 6 
years.

No insurance. Local hospital. 
Has been to TTC 
for tests.

He called 1/9 and 
1/12. Bonnie called 
1/12, left message. 
Bonnie called 3/11, 
left message with 
800 number and 
asked him to call 
back.Bonnie talked 
to him 3/13, set up 
IDI for 1/14.  He did 
not call. Bonnie 
called 3/16, left 
message. He talked 
to Bonnie 3/18 and 
arranged another 
date and time for 
IDI.

IDI 3/19/09 
(Thurs.) 1:15 
p.m.

Male 29 Indian   Not married Transfuses 
every 5 wks 
since he was 
9.

Exjade for 
three years 
and used 
Desferal 
before that.

Works as an IT 
consultant

Private insurance Regular 
treatment in 
local hospital. 
TTC last year 
and goes every 
year.  

She called 1/23. 
Bonnie called 1/28, 
left message. 
Bonnie called 2/11, 
left message. 
Bonnie called 3/11, 
left message that 
this was the last 
week to call so she 
could be included 
in the study, please 
call. She talked to 
Bonnie 3/12, 
arranged IDI.

IDI 3/12/09 
(Thus.) 5:30 
p.m.
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 36 Greek Married Transfuses 
every 2 wks.

Desferal 7 
days a week 
for 10‐15 
hours each.

Treated locally. 
Goes to TTC 
once a year.

Intermediate, 
currently treated 
as a major because 
of lack of 
transfusions when 
little.

She called 1/6. 
Bonnie called 1/7, 
left message. She 
called 1/8. Bonnie 
talked to her 2/17, 
assigned to focus 
group and given all 
the information.

Focus Group 
3/4/09 (Wed.) 
7‐9 p.m.

Female 35 Greek Married Transfuses 
every 4 wks. 

L1 every day. Works full time Private insurance TTC She called 2/3. 
Bonnie talked to 
her 2/7, assigned 
her to focus group 
and gave her 
information.

Focus Group 
3/4/09 (Wed.) 
7‐9 p.m.

Female 49 Italian Married Transfuses 
every 6‐8 
wks.s 

Uses Desferal 
every other 
day. Tried 
Exjade for 8 
months, but 
iron in liver 
still too high.

Medicare and 
private insurance

Local Hospital Bonnie talked to 
her 2/7, assigned 
her to a focus 
group and gave her 
information. 
Bonnie called her 
3/3, left a message 
to remind her of 
the group.

Focus Group 
3/4/09 (Wed.) 
7‐9 p.m.

Male 42 Greek Single Transfuses 
every 4 wks.

Currently uses 
Exjade.

Medicare and 
private insurance

Local Hospital He called 2/7. 
Bonnie called 2/9, 
left message. He 
talked to Bonnie on 
2/19. Bonnie called 
3/10, talked with 
his wife and 
provided 
information about 
the focus group on 
3/11.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Male 27 White Single Transfused 
every 3 
weeks. 
However, 
may be 
increased to 2 
weeks.

Currently on 
Exjade. Used 
Desferal 
before that.

Student Medicare and 
private insurance.

Local Hospital He called 2/7. 
Bonnie called 2/9, 
left message. He 
called 2/26. Bonnie 
called 3/10, left 
message with date, 
time and call‐in # 
for 3/11 focus 
group and asked 
him to call 800 
number if he could 
participate. He 
called, left message 
that he would call 
in.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 

Female 39 Greek Married Transfused 
every 3‐4 wks. 

Exjade for 3 
years. 
Desferal 
everyday 
before that.

Not working Private insurance TTC She called 1/22. 
Bonnie talked to 
her 1/23, could not 
participate in Jan 
groups. Bonnie 
talked to her 2/27, 
assigned to group 
on 3/11, gave her 
information and 
call‐in #.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 

Female 24 White Single Transfused 
every month 
recently up 
from 6 wks.

Exjade for 3 
years.  

Not working Medicaid Local Hospital Red blood cells are 
breaking down.

She called 1/30. 
Bonnie called 2/11, 
left message. She 
called 2/18. Bonnie 
called 25, left 
message. Bonnie 
talked to her 3/10, 
gave her 
information and 
call‐in # for group 
on 3/11.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 57 Greek/Irish Married Transfused 
every 4 wks.  

Exjade for 2 
years and 
Desferal 
before that.

Works Private insurance Local hospital.  
Has gone to 
TTCs for tests

She called 1/16, 
1/20, 1/21. Bonnie 
called 1/22, left 
message. She called 
1/30. Bonnie called 
2/11, left message. 
Bonnie talked to 
her 3/5, assigned to 
3/11, gave her 
information and 
call‐in #.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 

Female 35 European/As
ian

Married Transfused 
every 4 wks. 

Exjade for 4 
years and 
Desferal 
before that.

Not currently 
working

Private insurance Has not found a 
treatment 
center yet

Just moved to the 
US 1 month ago 
from Toronto.

She called 2/11. 
Bonnie called 2/25, 
left message. 
Bonnie talked to 
her 3/9, assigned to 
3/11, gave her 
information and 
call‐in #.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 

Male 50 Native 
American/Ge
rman/Irish

Married Transfused 
every 6 wks. 

Desferal every 
day for 12 
hours

Local hospital. 
Assessed once a 
year at TTC. 

Severe 
complications 
from not being 
treated earler. Had 
spleen and 
gallbladder 
removed in his 20s. 

He called 1/13. 
Bonnie called 1/22, 
left message. 
Bonnie called 2/22, 
left message. 
Bonnie talked to 
him 3/11, he can 
participate this 
evening. Gave him 
information and 
call‐in #.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 
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Transfusions

Chelation 
Therapy

Currently . . .  Medical 
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Where Receive 
Treatment

Comments Dates of Contact Focus Group 
or IDI Date

PATIENTS 25+

Female 38 Greek Married Transfused 
every 2 wks 

Exjade Works Private insurance Local Pediatric 
Hospital.

Has Diabetes She called 1/6, 1/8. 
Bonnie called 1/16, 
left message. She 
called 1/16. Bonnie 
called 1/22, left 
message. She called 
1/23. Bonnie called 
2/4, left message. 
She called 2/6. 
Bonnie called 2/22, 
left message. 
Bonnie called 3/5, 
left message about 
group on 3/11. 
Bonnie talked to 
her on 3/9, she will 
participate on 
3/11. Gave her 
information and 
call‐in #.

Focus Group 
3/11/09 
(Wed.) 7‐9 
p.m. 

Female 35 Cuban Life partner transfused 
once a month

Exjade Not working Medicaid Local hospital. She called 1/21. 
Bonnie called 1/22, 
left message. She 
called 2/4. Bonnie 
called 2/12, left 
message. Bonnie 
talked to her 3/2 
about group on 
3/11. She called 
3/5, cannot 
participate in 
group. Bonnie 
arranged IDI.

IDI 3/11/09 
(Wed.) 3p.m.
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Transfusions

Chelation 
Therapy
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Insurance 
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PATIENTS 25+

Female 32 Greek Married Transfused 
every 3 to 4 
weeks.

Desferal, tried 
Exjade but did 
damage to 
kidneys

Working Medicare and 
private insurance

TTC She called 1/13. 
Bonnie called 1/23, 
left message. She 
called 2/13. Bonnie 
called 2/25, left 
message. She called 
2/26. Bonnie talked 
to her 3/11, 
scheduled IDI for 
after focus group.

IDI 3/11/09 
(Wed.) 9p.m.
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Therapy
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or IDI Date

PATIENTS 25+

Male 42 Italian Single Transfused 
every 4‐6 wks.

Exjade once  a 
day and 
Desferal 
everyday 
before that 

Medicaid Local Hospital Lives with parents. He called 1/6. 
Bonnie called 1/7, 
no answer. Bonnie 
called 1/16, left 
message with 
father. Bonnie 
talked to him 1/20 
about groups on 
1/28 and 1/29. 
Bonnie talked to 
him 1/23, gave him 
information and 
call‐in # for group 
on 1/29. He did not 
call in. Bonnie 
called him 1/30, 
left message. He 
called 2/12. Bonnie 
talked to him 2/17, 
gave him 
information for 
group on 3/11. 
Bonnie called him 
3/9 to remind him 
of call, left message 
with date, time, 
call‐in #. He did not 
call in. Bonnie 
called on 3/12, left 
message.

Did not 
participate
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40 Indian Married Transfused 
once per 
month.

Exjade 
everyday for 
more than 3 
years. Was 
taking 
Desferal 
before that, 5 
days a week

Working Medicaid TTC Bonnie talked to 
her 2/7, assigned 
her to a focus 
group and gave her 
information. 
Bonnie called her 
3/3, left a message 
to remind her of 
the group.

Did not 
participate

Female 39 Italian Married Transfused 
every 2‐3 wks.

Exjade for 2 
years and 
Desferal 
before that.

Medicaid TTC She called 2/6. 
Bonnie called 2/11, 
left message. She 
called 2/16. Bonnie 
talked to her 3/9, 
gave her 
information and 
call‐in # for group 
on 3/11. She did 
not call in.

Did not 
participate

Male Chinese He called 1/23 and 
2/12. Bonnie called 
2/12, left message. 
Bonnie called 2/25, 
left message. 
Bonnie called 2/26, 
left information on 
group on 3/11 and 
asked him to call.  
He did not call in to 
the group and did 
not call Bonnie 
back. Bonnie called 
3/12, left message.

Did not 
participate
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Female Hispanic She called 2/8. 
Bonnie called 2/9, 
left message. 
Bonnie talked to 
her 3/9, gave her 
information and 
call‐in # for group 
on 3/11, she said 
she would try to 
call.  She did not 
call in. Bonnie 
called 3/12, left 

Did not 
participate

Female Italian She called 1/9, 
1/16, and 1/23. 
Bonnie called 1/23, 
left message. 
Bonnie called 2/11, 
left message. 
Bonnie talked to 
her 3/5 about 
group on 3/11. 
Bonnie called 3/9, 
left message with 
information and 
call‐in # for group 
on 3/11. She called 
on 3/10 to say she 
couldn't participate.

Did not 
participate
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Gender Age Ethnicity Marital/ 
Partnership 

Status

Frequency of 
Transfusions

Chelation 
Therapy

Currently . . .  Medical 
Insurance 
(Issues)

Where Receive 
Treatment

Comments Dates of Contact Focus Group 
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Female She called 1/9. 
Bonnie called 1/22, 
left message. 
Bonnie called 1/25, 
left message.  
Bonnie called 2/6, 
left message. 
Bonnie called 2/14, 
left message with 
details of March 
group and asked 
her to call 800 #. 
She didn't call back.

Did not 
participate

Female She called 1/12. 
Bonnie called 1/22, 
left message. 
Bonnie called 2/4, 
left message. 
Bonnie called 2/25, 
left message about 
March groups. 
Bonnie called 3/11, 
left message about 
last focus group. 
She did not call 
back.

Did not 
participate
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PATIENTS 25+

Male He called 1/13. 
Bonnie called later 
that day, left 
message. Bonnie 
called 1/22, left 
message. Bonnie 
called 2/4, left 
message. Bonnie 
called 2/25, left 
detailed message 
about March 
group. Bonnie 
called 3/11, left 
message about last 
focus group. He did 
not call back.

Did not 
participate.

Male He called 1/22. 
Bonnie called later 
that day, left 
message. Bonnie 
called 2/4 and 
2/16, left 
messages. Bonnie 
talked to him 3/11, 
he said he was too 
busy to participate 
but appreciated 
the opportunity.

Did not 
participate.
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PATIENTS 25+

Female She called 2/4. 
Bonnie called her 
2/5, left message. 
Bonnie talked to 
her 2/25, she 
doesn't think she 
could participate in 
focus groups, but 
maybe an 
interview, she said 
she would call back 
with times. Bonnie 
talked to her again 
3/11, she said she 
is too busy to 
participate.

Did not 
participate.
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Female She called 2/7. 
Bonnie talked to 
her briefly 2/9, set 
a time to talk the 
next day. Bonnie 
called the next day, 
left a message on 
answering 
machine. Bonnie 
called 2/12, left 
message. Bonnie 
called 2/20 and 
2/21, left message. 
Bonnie called 2/25, 
left message. She 
called back 2/26, 
left message. 
Bonnie called 3/11, 
left message with 
information about 
last focus group 
and asked her to 
call 800#. She did 
not call back.

Did not 
participate

Female Every 3 wks. Exjade TTC Focus Group  
2/8/09 (Sun.) 
10‐12 a.m.

Female Every 3 wks. Exjade TTC
Female Every 3 ‐ 4 

wks.
Exjade TTC

Female Every 2 wks Exjade Local hospital
Female Every 3 wks. Desferal TTC
Female Every 2 wks Desferal and 

L1
TTC

Male Every 2 wks Exjade Local hospital
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Group or IDI 
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Female Son is 12 Italian Married Transfused 
every 4 wks.

Exjade every 
day.

Private 
insurance 
through 
husband and 
Medicaid.

TTC. Son has some 
abnormal bone 
growth in face.  
Growth delayed.  
Puberty delayed.  
High platelet 
count.  
Comprehensive 
care at their TTC  
"We live there."

She called 1/5. 
Bonnie called 1/7, 
left message. 
Bonnie called 1/8, 
she said she would 
call back. Bonnie 
talked to her 1/16 
about focus group 
on 2/4, gave her 
information and 
call‐in #. Bonnie 
talked to her 1/30 
to confirm.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.

Female Son is 10 Italian, 
French, 
German

Married. Transfused 
every 4 wks.

Exjade every 
day.

Private 
insurance. 
Applying for 
Medicaid.

TTC. She called 1/15. 
Bonnie talked to 
her 1/16. Bonnie 
called and left 
date, time and call‐
in # for 2/4 group 
on 1/30.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.

Male Son is 3 Thai Married Transfused 
every 4 wks.

Exjade. Local 
Hospital.

He called 1/23. 
Bonnie talked to 
him 1/24 about 
group on 2/4, gave 
him information 
and call‐in #. 
Bonnie talked to 
him 1/30 to 
confirm.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.

CARETAKERS
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Partnership 
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Chelation 
Therapy
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Medical 
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Comments Dates of Contact
Focus 

Group or IDI 
Date

CARETAKERS

Female 2 Daughters 
with Thal 9 
& 19

Indian Married Both 
transfused 
every 4 wks.

Both take 
Exjade every 
day.

Private 
insurance.

TTC. Oldest daughter 
wants to call in.

She called 1/13.  
Bonnie talked to 
her 1/17 about 
group on 2/4. 
Bonnie called 1/30, 
left message with 
information and 
call‐in #. Bonnie 
talked to her 2/3 to 
confirm.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.

Female Son is 8 Philippine Married Transfused 
every 4 wks.

Exjade every 
day.

Private 
insurance.

Local 
Hospital.

She called 1/15. 
Bonnie talked to 
her 1/17 about 
group on 2/4. She 
called 2/2 to say 
she could not 
participate. Bonnie 
called her 3/2 to 
tell her about 
group on 3/12, 
gave her 
information and 
call‐in #. She made 
mistake and called 
in on 3/11 during 
adults focus group.

Focus Group 
3/11/09 
(Wed.)          
7‐9 p.m. 

Female Daughter is 8 Chinese Married Transfused 
every 4 wks.

Exjade every 
day.

She Works. Private 
insurance and 
Medicaid.

TTC. She called 1/25. 
Bonnie talked to 
her that evening, 
gave her 
information and 
call‐in # for group 
on 2/4.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.
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Group or IDI 
Date

CARETAKERS

Female 2 Sons with 
thal are 12 
& 17 

Italian Married Transfused 
every 3 wks.

Exjade every 
day for about 
1 yr.
Desferal 
before that.

Private 
insurance.

TTC. Husband will 
probably 
participate.

Suggested that she 
tell her 17 yr old 
about the focus 
groups.

She called 1/16.  
Bonnie talked to 
her later that day, 
informed her of 
group on 2/4. She 
said husband might 
participate. Bonnie 
called 1/31, left 
call‐in # for group 
on 2/4. Neither she 
nor husband called 
in. Bonnie talked to 
husband 3/11, 
gave him 
information and 
call‐in information 
for 3/12.

Focus Group 
3/12/09 
(Thur.) 7‐9 
p.m.

Female Sister is 12 Greek Single Transfused 
every 4 wks.

Exjade every 
day.

Private 
insurance does 
not cover 
Exjade, but also 
has a patient 
assistance plan 
through 
pharmaceutical 
company that 
makes Exjade.

Local 
Children's 
Hospital.

She called 1/5. 
Bonnie called her 
1/7, left message. 
Bonnie talked to 
her briefly 1/8, she 
will call back. 
Bonnie talked to 
her 1/16, gave her 
information and 
call‐in # for 2/4 
group. Bonnie 
talked to her 1/30 
to confirm.

Focus Group 
2/4/09 
(Wed.) 7‐9 
p.m.
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CARETAKERS

Male Daughter is 
13

Chinese Married Transfused 
every 3‐4 
weeks

Exjade every 
day.
Desferal until 
1 month ago.

Private 
Insurance.

Local 
Children's 
Hospital.

He called 1/9. 
Bonnie called 116, 
left message. 
Bonnie talked to 
him 1/23 about 
group on 2/7. 
Bonnie called on 
1/30, left message 
with call‐in #. He 
was the only 
participant to call 
in for the focus 
group on 2/7, 
conducted 
interview with him.

IDI 2/7/09 
(Sat.)

Female Son is 7 Greek Divorcing No 
transfusions. 
Bone marrow 
transplant.

Private 
Insurance. 
Applying for 
Medicaid.

Local 
Hospital.

She called 1/23. 
Bonnie talked to 
her later that day. 
Bonnie talked to 
her 1/27 to tell her 
that she was not 
selected to 
participate at this 
time because we 
were focusing on 
patients who were 
actively taking 
blood transfusions 
and chelation 
medication.

Not selected
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Date

CARETAKERS

Female Twin boys 
are 10

Asian/ 
Taiwan

Married Transfused 
every 4 wks.

Exjade every 
day. Desferal 
before that.

Private 
insurance.

TTC. She called 1/16. 
Bonnie called 1/21, 
left message. 
Bonnie called 2/11, 
left message. 
Bonnie called her 
3/11, left message 
that we were 
conducting another 
group on 3/12 and 
to call 800 #. 
Bonnie talked to 
her on 3/11 and 
gave her 
information and 
call‐in # for the 
group. She said she 
would try to 
participate.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.

Female Son is 10 African 
American

Married Transfused 
every 4 wks.

Exjade 
everyday for a 
year. 

Private 
insurance.

TTC. She called 2/8. 
Bonnie called 2/9, 
left message. 
Bonnie called 2/25, 
left information 
about 3/12 group 
and asked her to 
call 800 #. Bonnie 
talked to her 3/11, 
provided her with 
information and 
call‐in # for 3/12 
group.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.
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CARETAKERS

Female Son is 11 Indian Married Transfused 
every 4 wks.

Exjade for 2 
years. 
Desferal 
before that.

Private 
insurance.

TTC. She called 1/23. 
Bonnie talked to 
her 1/30. Could not 
participate in the 
Feb groups. Bonnie 
talked to her 2/26, 
gave her 
information about 
group on 3/12. 
Bonnie talked to 
her 3/11 to confirm.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.

Female Daughter is 5 Chinese Married Transfused 
every 3.5 wks.

Exjade for 3 
years.

Private 
insurance.

Local 
Children's 
Hospital.

She called 2/9. 
Bonnie called 2/9, 
left message with 
teen for her to 
return the call on 
800 #. She called 
3/2. Bonnie talked 
to her 3/11, gave 
her information 
and call‐in # for 
group on 3/12.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.

Female Daughter is 
36

Italian Married Transfused 
every 2.5‐3 
wks.

Exjade. Local 
Hospital.

She called 1/23. 
Bonnie talked to 
her later that day. 
Bonnie talked to 
her 1/27, told her 
that she was not 
selected to 
participate at this 
time because her 
daughter was older 
than our criteria 
called for.

Not selected
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CARETAKERS

Male Son is 16 Asian/ 
Taiwan

Married Transfused 
every 3 wks.

Exjade 
currently. 
Desferal for 
13 years 
before that.

Private 
insurance.

Local 
Hospital.

He called 1/30. 
Bonnie called 2/12, 
left message. 
Bonnie talked with 
him 2/24 about 
group on 3/12, 
gave him 
information and 
call‐in #. Bonnie 
called 3/11, left 
message to remind 
him of group.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.

Female Son is 18 Indian Married Transfused 
every 4 to 4.5 
weeks.

Exjade. Medicaid. Local 
Children's 
Hospital.

She called 1/6. 
Bonnie called that 
day, left message. 
Bonnie called 1/22, 
left message. She 
called 1/28. Bonnie 
called 2/17, left 
message with dates 
of 3/4 or 3/5 
groups and asked 
her to call back on 
800 #. Bonnie 
talked to her on 
3/5, told her about 
group on 3/12 and 
gave her 
information and 
call‐in #. Bonnie 
talked to her 3/9, 
she will try to 
participate on 3/12.

Focus Group 
3/12/08 
(Thur.)           
7‐9 p.m.
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CARETAKERS

Female Son She called 2/6. 
Bonnie called later 
that day, left 
message. Bonnie 
called 2/25, left 
message about 
group on 3/12, 
asked her to call 
back on 800 #. She 
did not call back.

Did not 
participate.
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CARETAKERS

Female Son is 10 Greek Married Transfused 
every 3 wks.

Desferal since 
he was 2. A 
year ago his 
numbers were 
so high that 
he started 
taking 
Desferal and 
Exjade 
together. His 
numbers are 
coming down 
and she 
expects that 
they will 
switch him to 
Exjade only in 
a few months.

Private 
insurance.

Local 
Children's 
Hospital. 
TTC once a 
year.

She called 1/22. 
Bonnie called later 
that day, left 
message. Bonnie 
called 1/30, left 
information about 
Feb groups and ask 
her to call back on 
800 #. She did not 
call back. Bonnie 
talked to her 3/4, 
she wants to 
participate on 
3/12. Provided her 
with information 
and call‐in #. 
Bonnie called on 
3/11, left message 
with reminder. She 
did not call in to 
group. Bonnie 
called 3/13, left 
message.

Did not 
participate.
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CARETAKERS

Male Son is 14 Afghani Married Transfused 
every 4 wks. 

Exjade every 
day for 2 
years. (He had 
not heard of 
this being 
called 
chelation 
therapy) He 
was taking 
Desferal 
before that 
and he did 
know that  
was called 
chelation 

Private 
insurance.

Local 
Hospital.

He called 1/6. 
Bonnie called 1/16, 
left message. 
Bonnie talked to 
him 2/17, told him 
there would be a 
group in March. 
Bonnie talked to 
him 3/2, gave him 
information and 
call‐in # for 3/12 
group. He did not 
call in. Bonnie 
called 3/13, left a 
message.

Did not 
participate.

Female Son is 10 Hispanic Married Transfused 
every 3‐4 wks. 

Desferal for 
every 12 
hours, 5 
nights a week. 
She has 
thought about 
Exjade, but he 
is very 
compliant and 
doing very 
well on 
Desferal. She 
would like to 
try a combo of 
the 2, but says 
the doctor is 
reluctant 
because there 
have not been 
any studies 
that test the 
uses of the 2 
together.

She works 
everyday 
except 
Wednesdays 
and Fridays.

Private 
insurance.

Local 
Hospital.

She called 2/11. 
Bonnie called 2/24, 
left message. 
Bonnie talked to 
her 2/25, gave her 
information and 
call‐in # for 3/12 
group. Bonnie 
called 3/11, left 
message with 
information to 
remind her of 
group. She did not 
call in. Bonnie 
called 3/13, left 
message.

Did not 
participate.
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CARETAKERS

Female Son is 3 White Married Transfused 
every 3 wks.

Desferal 5 
days a week.

TTC. She called 1/28. 
Bonnie talked to 
her 1/30, assigned 
her to group on 
2/7, gave her 
information and 
call‐in #. She did 
not call in. Bonnie 
called her 3/10, left 
information about 
group on 3/12, 
gave call‐in #. She 
did not call in. 
Bonnie called 3/13, 
left message. 

Did not 
participate.

Female Daughter is 
10

Italian She called 1/28. 
Bonnie called 1/30, 
left message about 
group on 2/7 and 
asked her to call 
back on 800 #. 
Bonnie called her 
on 3/9, left 
message about 
group on 3/12 and 
asked her to call 
back on 800 #. She 
did not call back.

Did not 
participate.
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CARETAKERS

Male Son is 23 Indian Married Transfused 
every 2 wks.

Exjade now.
Desferal until 
1 month ago.

Son goes to 
college.  

Son is part of 
state 
handicapped 
program ‐ 
Medicare.

TTC. Encouraged to tell 
her son about the 
groups and let him 
know there is one 
for his age group.

She called 1/22. 
Bonnie talked to her 
later that day, 
assigned her to group 
on 2/4, provided her 
with information and 
call‐in #. She did not 
call in. Bonnie talked 
to her on 2/6, she 
provided an 
explanation for not 
calling in and wants 
to participate in 
another group. Can't 
participate in 2/7. 
Bonnie said that 
there may be another 
group and we would 
call. Bonnie called her 
3/6, could not leave 
message, voice mail 
full? Bonnie called 
her 3/9, left 
information and call‐
in # for group on 
3/12. She did not call 
in.

Did not 
participate.
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CARETAKERS

Female Son is 17 Indian Married Transfused 
every 3 wks.

Exjade. Son is in High 
School.

Private 
insurance.

TTC. Was encouraged 
to have her son 
call to volunteer 
for one of the 
focus groups.

She called 1/23. 
Bonnie talked to 
her later that day, 
gave her dates of 
Feb groups. Bonnie 
called 1/30, left 
message with call‐
in number for 2/7. 
She did not call in.  
Bonnie called her 
2/11, left message. 
Bonnie called on 
3/2, left message 
about group on 
3/12, including call‐
in #. Bonnie called 
3/10, left message 
again. She did not 
call in. Bonnie 
called 3/13, left 
message. 

Did not 
participate.
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Male 21 AA Single Every 6 to 8 
weeks.

Exjade Full time 
college student

Private insurance At home ‐ 
receives care 
at local 
children's 
hospital. At 
college ‐ 
briefly 
checked in 
with 
Thalassemia 
Treatment 
Center, then 
changed to 
another 
hospital.

Will let his parents 
know about the 
caregiver focus 
groups.

He called 2/7. 
Bonnie talked to 
him 2/12, gave him 
information and 
call‐in number for 
group on 2/28. 
Bonnie called 2/26, 
left message to 
remind him.

Focus 
Group 
2/28/09 
(Sat.) 1‐3 
p.m.

Female 23 Italian/Gree
k

Single Transfuses 
every 2 wks.

Desferal 5 
nights/wk.

Use to have 
private 
insurance.  
Applied for 
COBRA right 
now.

TTC. Her parents want 
to participate in 
the caregiver focus 
groups. Told her 
one parent could 
participate to talk 
about transition 
from parental care 
to self care.

She called 1/13. 
She called 1/14. 
Bonnie talked to 
her later that day, 
gave her 
information about 
group on 2/24. 
Bonnie called 2/23, 
left message with 
call‐in #. She did 
not call in. Bonnie 
talked to her 3/5, 
rescheduled her for 
group on 3/10. She 
was the only 
participant to call 
in on 3/10. 
conducted IDI with 
her.

IDI March 
10

PATIENTS 18‐24
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Group or 
IDI Date

PATIENTS 18‐24

Male 24 Italian/ 
Greek

Single Transfuses 
every 4 wks.

Exjade for the 
past four 
months.

Does not work Parents' 
insurance/Privat
e

Local hospital. Goes to local 
hospital for 
transfusions and 
hematologist

He called 2/6. 
Bonnie talked to 
him later that day 
about group on 
3/5. Bonnie talked 
to him 2/25, gave 
him call‐in # for 
3/5. He was the 
only participant to 
call in, conducted 
IDI with him.

IDI 3/5/09 
(Thur.)

Male 24 Part Italian Single Transfuses 
every 3 wks.

Desferal. 
Exjade caused 
severe 
reactions.

Routine 
treatment at 
local hospital. 
Every 2 
months goes 
to 
hematologist.

He called 1/22. 
Bonnie talked to 
him 2/3. Bonnie 
talked to him 2/24, 
gave him 
information and 
call‐in # for 2/28.

Focus 
Group 
2/28/09 
(Sat.) 1‐3 
p.m.
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PATIENTS 18‐24

Male 23 White Single No blood 
transfusions.

Desferal only 
occasionally. 

Parent's 
insurance

Used to go to 
the local 
pediatric 
center until 2 
years ago. 
Now goes to 
local hospital.

Has thalassemia 
intermedia. 
Frustrated that he 
can't find more 
information 
relevant to him 
and to his brother 
who is also 
intermedia.  He 
has symptoms, 
pain, fatigue, but 
blood counts don't 
warrant treatment 
or transfusions.

He called 1/31. 
Bonnie called him 
2/11, left message. 
He called 2/12 and 
2/13. Bonnie talked 
to him on 2/25, 
gave him 
information and 
call‐in # for group 
on 3/5. He talked 
to Bonnie on 3/5, 
said he could not 
participate in the 
group. Bonnie 
talked to him 3/9, 
arranged IDI for 
3/13.

IDI 
3/13/09 
(Fri.)  11 
a.m.

Male 22 Indian Single Transfused 
every 3 wks. 

Desferal every 
day.

Works part 
time and 
applied to 
Graduate 
school

Private insurance TTC. He called 2/2. 
Bonnie talked to 
him 2/7, gave him 
information and 
call‐in number for 
group on 2/24. He 
did not call in. 
Bonnie talked to 
him 2/25. 
Rescheduled him 
for group on 2/28.

Focus 
Group 
2/28/09 
(Sat.) 1‐3 
p.m.
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PATIENTS 18‐24

Male White Single He called 1/16. 
Bonnie called 1/20, 
left message. 
Bonnie called 2/11, 
left message. 
Bonnie called 2/24, 
left message with 
information and 
call‐in # for group 
on 2/28. He did not 
call in. Bonnie 
called 3/9, left 
message with 
information and 
call‐in # for group 
on 3/10. He did not 
call in. Bonnie 
called 3/11, left 
message.

Did not 
participate
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PATIENTS 18‐24

Female 20 Laotian Single Blood 
transfusions 
every 3 
months. Iron 
levels are 
going up.

Stopped 
treatment 2 
years ago 
because it was 
too expensive. 
SSA denied 
benefits. Was 
on Desferal 
every 2 wks.

Works part 
time.

Still fighting for 
benefits.

She found a 
hematologist at 
the local hospital 
who told her she 
could take Exjade, 
but only gave her a 
medical 
prescription and 
referred her to 
patient services at 
the hospital. She 
did not followup. 
Bonnie 
encouraged her to 
call CAF to talk to 
staff about 
treatment.

She called 2/6. 
Bonnie talked to 
her 2/7, assigned 
her to group on 
2/24, gave her 
information and 
call‐in #. Bonnie 
called 2/23, left 
message to remind 
her. She did not 
call in. Bonnie 
called 3/9, left 
message with 
information and 
call‐in # for group 
on 3/10. She did 
not call in. Bonnie 
called 3/11, left 
message.

Did not 
participate
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Male 15 Hispanic Transfused 
every 4 wks.

Currently 
taking L1. 
Took Desferal 
for 8 yrs. Tried 
Exjade but 
had a painful 
skin reaction 
and had to 
stop taking it.

high school Private insurance TTC. Mother left 
message 
3/11.Bonnie left 
message 3/12.  
Mother and Bonnie 
talked 3/13. 
Mother gave 
consent.

IDI 
3/13/09 
(Fri) 5:30

Male 14 Indian Transfused 
every 4 wks.

Exjade middle school Private insurance Local hospital. 
TTC once a 
year.

Mother called 3/13 
talked to Bonnie. 
Mother gave 
consent.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

Female 13 Cuban Transfused 
every 3 wks. 
before the 
transplant.

Bone marrow 
transplant last 
year. Before 
that Desferal.

middle school Private insurance TTC. Bone marrow 
transplant last year

Mother talked to 
Bonnie 3/12. 
Mother gave 
consent.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

Female 18 Indian Transfused 
every 4 wks.

Exjade every 
day. Desferal 
before that.

Plans to 
attend college 
in the fall and 
works part 
time.

Private insurance TTC. She called 2/6. 
Bonnie talked to 
her 2/7. Bonnie 
talked to her 2/25 
about group on 
3/14, gave her 
information and 
call‐in #. Mother 
gave consent. 
Bonnie called her 
3/10, left message 
with reminder.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

PATIENTS 18‐24
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PATIENTS 18‐24

Male 17 White Transfused 
every 3 wks.

Exjade every 
day about 1 yr
Desferal 
before that.

Plans to 
attend college 
in the fall .

Private insurance TTC. He sent Bonnie 
email 3/11. Bonnie 
emailed back 
information, call‐in 
# and confirmation 
for group on 3/14. 
Father talked to 
Bonnie 3/14, gave 
consent. 

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

Male 14 Cuban Transfused 
every 4 wks.

Exjade middle school Private insurance TTC. Mother talked to 
Bonnie 3/12. 
Mother gave 
consent.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

Female 13 Vietnamese Transfused 
every 3 wks. 

Desferal and 
Exjade in 
combination.

middle school Private insurance TTC. Has gone to TAG 
conferences. Takes 
growth hormones.

Father called 3/12. 
Bonnie talked to 
him later that day, 
provided 
information and 
call‐in # for 3/14 
group. Father gave 
consent.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.

Male 13 White Transfused 
every 4 wks. 

Exjade every 
day. 

middle school Private insurance Local hospital. 
TTC at least 
once a year.

He called 2/6. 
Bonnie talked to 
him later that day. 
Bonnie talked to 
him 2/25 about 
group on 3/14, 
gave him 
information and 
call‐in #. Bonnie 
talked to him on 
3/10 about the 
group on 3/14, 
talked to mother to 
get consent.

Focus 
Group 
3/14/08 
(Sat.) 1‐3 
p.m.
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PATIENTS 18‐24

Male 14 White middle school Private insurance Mother called 
3/12. Bonnie talked 
to her later that 
day about group 
on 3/14. Mother 
not sure he can 
participate. Mother 
called 3/14 to say 
he could not 
participate because 
of his schedule.

Did not 
participate.

Female 14 Mother called 
3/11. Bonnie called 
her on 3/12, left 
message with 
information on 
group on 3/14 and 
asked her to call 
back. Bonnie talked 
to her 3/13, 
explained the 
group, gave her 
information and 
call‐in #, said both 
daughters could 
participate. Mother 
gave consent. This 
daughter called 
into the group at 
the start, asked 
what it was, then 
said that she was 
on her way to a 
class and could not 
participate.

Did not 
participate.
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PATIENTS 18‐24

Female 12 Mother called 
3/11. Bonnie called 
her on 3/12, left 
message with 
information on 
group on 3/14 and 
asked her to call 
back. Bonnie talked 
to her 3/13, 
explained the 
group, gave her 
information and 
call‐in #, said both 
daughters could 
participate. Mother 
gave consent. This 
daughter did not 
call in.

Did not 
participate.

Male 15 He talked to 
Bonnie 3/12, was 
curious and wants 
to participate but 
may have 
something else to 
do on 3/14. Gave 
him information 
and call‐in #. He 
called 3/13, left 
message that he 
couldn't do the 
group.

Did not 
participate.
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Cooley’s Anemia Foundation: Focus Groups with Thalassemia Patients and Caregivers 
 

Focus Group Procedures Page 1 

Procedures for Focus Groups 
 

Introduction 
 
As with all evaluation projects, decisions needed to be made for this project regarding how 
focus group participants would be recruited and screened. Additionally, specific procedures had 
to be developed to guide the full process of involving participants in the project to protect their 
confidentiality and privacy, to track all communication with individuals who expressed interest in 
participating, and to ensure consistency in how the process was implemented. 
 
The following describes the procedures used to conduct each stage of the focus group process 
for the Cooley’s Anemia Focus Groups. 
 
Recruitment 
 
A consultant hired by the Cooley’s Anemia Foundation recruited participants for the focus 
groups. This ensured that the first communication patients received about the focus group study 
came from a trusted source. It was also important for CAF to assume this responsibility as it 
protected the confidentiality of their patient list. 
 
Initially, CAF sent a letter to all thalassemia patients and caregivers in their database about the 
study and encouraged everyone to consider the opportunity to participate. The consultant then 
systematically placed telephone calls to individuals in the database, in the same sequence the 
focus groups were scheduled, to personally inform them of the study and encourage them to 
participate. In both the recruitment letter and the subsequent phone call, patients and caregivers 
were given a toll-free 800 number for contacting Macro’s evaluation staff for this study. 
 
Screening 
 
When an individual called the 800 number, a dedicated line for this evaluation project, it rang 
through to the project manager/lead moderator. If possible, she answered and conducted a 
screening interview with the individual on the spot. More often, the person received the voice 
mail recording asking him/her to leave full name and phone number so someone could return 
the call as soon as possible. 
 
The following steps were taken by the project manager and the evaluation associate to respond 
to the individuals who called in, to screen them appropriately, and finally to properly assign them 
to focus groups. 
 

 The voice mailbox was checked at least twice each day to retrieve new names and 
numbers. In the first four weeks of recruitment, the calls came in almost constantly 
requiring that the mailbox to be checked several times each day. 

 Each individual was called in turn.  
 If one of the evaluation team was successful in connecting with the 

person, the evaluator conducted the screening interview at that time. The 
interviews took between 10 and 20 minutes. The evaluator also explained 
the purpose of the study, the format and process of the focus groups, and 
provided the dates and times of the relevant focus groups for that person. 
If appropriate, the person was asked if he/she had a preference for a 
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particular date of a focus group or could not participate during any 
scheduled group. 

 If the evaluator connected with a voice mail, she identified herself by 
name, stated that she was with Macro and left the 800 number with a 
brief explanation that the call was regarding the Cooley’s Anemia Focus 
Groups. The person was asked to please call back. 

 If the evaluator connected with someone else in the household, she 
identified herself by name, stated that she was with Macro and that the 
person had called us to discuss focus groups. We provided the 800 
number to have the person call back. This scenario happened very rarely. 

 Every effort was made to return initial calls within 3 business days. There were a few 
callers where the initial call was not made for 7 – 10 business days, due to the volume 
of calls and call-backs during the first month of recruiting. 

 Evaluators continued calling everyone who had called until everyone had been 
interviewed. For a substantial number of patients and caregivers, multiple phone calls 
over a period of weeks were required to finally reach them, sometimes after several 
attempts on both sides to connect.  

 An Excel spread sheet was created to record the information collected through the 
screening interviews and to track the phone calls and messages for each individual.  

 
Assignments to Focus Groups 

  
Using information collected in the screening interviews about the nature of the patients’ 
treatment regimen, age, ethnicity, and treatment center, and any information about the person’s 
availability, the project manager assigned individual patients and caregivers to specific focus 
groups. While following the segmentation plan in making assignments, the project manager also 
tried to achieve ethnic and geographic diversity in the focus groups. 
 
Given the strong response to the recruitment effort, and a commitment from CAF, CDC, and 
Macro to include all of the patients and caregivers who volunteer to participate in the focus 
groups, additional groups had to be included in the plan than initially anticipated. 
 

 The two evaluators placed telephone calls to individuals assigned to groups to provide 
confirmation of the date, time, and call-in information for the focus groups. The 
information was left on voice mail if there was no personal connection. 

 In addition to the telephone calls, the project manager sent the confirmation of the date, 
time, and call-in information for the assigned focus groups via email to participants who 
provided an email address. This information was provided to participants 1 to 2 weeks 
prior to their assigned focus groups. 

 Participants who received an email with the call-in information also received the 
Informed Consent Form as an attachment. In the body of the email they were provided 
with instructions for reviewing the informed consent and returning the email to indicate 
that they had reviewed it and consent to the conditions of the focus group. 

 The afternoon of each focus group, the evaluators placed a reminder phone call to each 
participant assigned to that group. During this phone call, the time and the call-in 
information was repeated for the participant, either in person during the call or on voice 
mail. 

 With only a couple of exceptions, there were confirmed participants in every focus group 
who did not call-in for the group. A few called or sent emails explaining why they were 
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unable to participate and stating that they would like to have another opportunity. The 
project manager contacted these individuals plus all of the individuals who did not call in 
within 2 days of their scheduled call to reschedule their participation for a later focus 
group. If the person was not reached, a voice mail message was left for them and the 
project manager continued to place calls until the person was reached.  

 In consultation with CAF and CDC, Macro determined that patients and caregivers who 
did not meet certain criteria would not be eligible to participate in the focus groups. 
These included patients who do not receive blood transfusions and do not chelate, and 
caregivers of children who have had bone marrow transplants or who are parents of 
children older than 25. There were several individuals who were interested in the focus 
groups but were not selected for these reasons. The project manager contacted them 
personally by telephone to explain the reason they would not be eligible at this time to 
participate in the study.  

 
Conducting the Focus Groups 
A number of procedures were followed routinely when conducting the focus groups to address 
issues of informed consent, confidentiality, and collection of data. These procedures included: 

 The project manager/lead moderator moderated all of the focus groups and called in to 
the conference line five to ten minutes prior to the scheduled time of each focus group. 
She would activate the recording service at that time to avoid interruption later during 
discussion with participants. With only two exceptions, she was the first on the line for 
the groups and welcomed each participant as they came on the line. Within five minutes 
of the designated start time, the moderator started the formal introduction for the focus 
group. All participants were typically present before the end of the introduction and if the 
moderator believed anything needed to be briefly repeated she would do so. The 
evaluation assistant always introduced herself to participants and indicated that her role 
would be to take notes during the discussion.  

 Towards the end of the introduction, the moderator would go over the Informed Consent 
Form, reading all of the conditions of the focus groups, including notetaking and 
recording of the discussion, and confidentiality of participants by not using names in 
reports. After this review, each participant was asked in turn if they consented to the 
conditions of the focus groups. This oral consent was recorded by the notetaker and the 
recording device. 

 The moderator facilitated the discussion in accordance with the moderator guide for the 
specific group and attended to the group dynamics and the time so she could end the 
discussion at the designated time. 

 Approximately five minutes before the designated end time of the focus group, the 
moderator brought the discussion to a close and thanked the participants for taking their 
time to participate in the study. She reminded the participants that they would be 
receiving a gift card in the mail. 

 The moderator offered participants an opportunity to talk with one another on the 
conference line for another fifteen minutes without the Macro staff and without the 
recording. The evaluators would stop the recording at that time and disconnect from the 
line. 
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 Immediately following the focus groups, Macro ordered the recording for the focus 
groups and arranged for transcripts. 
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Moderator Guide: 
Caregivers 

All Ethnicities 
 
Introduction of Group Process and Procedures 
 
Hello, and thank you for taking the time to be here! My name is _______________, and I am going to be 
leading our discussion today. I want to take a few minutes to tell you what you can expect over the next 
two hours. After that, I will give you the chance to introduce yourselves and we can get into the 
discussion.  
 
As you may recall from the letter you received, this research is being done on behalf of the Cooley’s 
Anemia Foundation (CAF) and the Centers for Disease Control and Prevention (CDC). The purpose of 
the discussion group is to hear from you about your experiences with thalassemia. This information will 
be used by the foundation to improve patient care and to better support people with thalassemia and their 
caregivers.  
 
As the group leader, I am not part of CAF or CDC. I do not have a particular agenda or point of view on 
any of the topics we will be discussing today. I am here to listen to your honest opinions about issues of 
concern and importance to you and to guide the discussion. 
 
I will not be pressing you to share anything that you are not comfortable sharing. I do hope, though, that 
you will be honest with your responses to the questions I ask. There are no right or wrong answers, no 
ideas or practices to be embarrassed about. We really appreciate your input, because it will inform the 
nature of information and support activities developed by CAF. Most importantly, by discussing your 
opinions here in this group, you are providing the information CAF will use to provide support for you 
and others with thalassemia.  
 
The discussion here will be kept strictly confidential. We will not report your comments by name in any 
reports, and we ask that you respect one another’s privacy in the same way.  
 
[Briefly review the Informed Consent Process.] 
 
My role is to guide the discussion. I will ask questions to provide a structure for the discussion and to 
draw information from you. Sometimes we may really get going on one question, and I’ll have to move 
you on to the next one so that we cover everything. Please don’t take that personally! We just need to hear 
from you about several topics. In order to use our time here wisely, we need to focus on the questions, 
even though I know there are a lot of stories and a lot of background behind them. We want to hear from 
all of you, so please speak up. It may help to have a notepad and something to write with handy. This way 
you can jot down any ideas you have when others are speaking, so we don’t miss something important 
you want to share with us. 
 
Just as a reminder, we are taping the conversation so that we can have an accurate record of what is said. 
Please identify yourself by your first name only when speaking and try to speak clearly and one at a time. 
If you have to put the phone on hold, please make sure no music will play. If, for some reason, you get 
disconnected please dial back into the discussion. Also, in order to cut down on background noise, please 
mute your phone when you are not speaking.  
 
Do you have any questions before we get started? 
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I. Icebreaker/Introduction 

To begin, I would like to give you the chance to introduce yourselves to me and to each other. 
 

1. Briefly tell us: 
• Your first name 
• City and state you are from 
• The number of children you have. 
• The age of your child or children with thalassemia.  

 
By the way, I know that some of you may be caring for sisters, brothers, grandchildren, nieces, nephews, 
or children otherwise placed in your care. For the purposes of this discussion I am going to refer to them 
as “your children” just to keep my questions shorter, even though I recognize that that may not be the 
relationship all of you have with the child you are taking care of.  
 

 
II. Treatment Trajectory  

Let’s move now into a more specific discussion of thalassemia and its treatment.  
 

2. How does your child treat his/her thalassemia? Did they ever treat their thalassemia differently? If 
so, why did their doctor recommend a change in their treatment?  
 

3. To what extent is your child responsible for his or her own thalassemia care? 
 For those of you whose children manage their own care or are starting to take 
charge of their own care, when did that process begin? 

 What was it like for your children to take on this responsibility? How so? 
1. Scary/empowering? 
2. Easy/difficult? 

4. What types of things helped your child get ready to take charge of their own care? What barriers 
stood in their way? 
 

5. What kinds of things were you able to do to make this change easier for your child? 
 

6. What (or who) could have made this transition easier on you and your child? 
 

7. What challenges (if any) did your child experience in sticking to his/her treatment once he/she 
assumed primary responsibility for his/her own health care? How did he/she handle these 
challenges? Did you need to step in and help him/her? 
 

 
III. Challenges Associated with Treating Thalassemia 

This next set of questions focuses on current challenges associated with treating your child’s thalassemia. 
 

8. Thinking of your child’s treatment plan now, what do you think are the biggest challenges for 
your child? 
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• Possible Probes: (Allow participants to generate responses first, ask for more explanation 
if needed. Bring up items on the list if not raised by participants, asking if they perceive 
them as barriers). 

 Painful procedures 
 Feelings of depression, embarrassment, shame, fear, or denial 
 Employment 
 Reactions of family members 
 Reactions of friends 
 Desire to “fit in” 
 Access to care 
 Health insurance coverage 
 Fertility concerns 
 Cultural barriers 
 

9. What are the biggest challenges for you? 
 

10. How, if at all, has your child’s treatment affected his/her daily activities such as going to school 
or after school jobs, or participating in extracurricular activities? 
 

11. How has your child’s treatment affected your daily activities, such as working or dedicating time 
to your other children? 

12. What information or assistance have you received to manage these challenges [the challenges to 
both caregiver and child]? 

• From whom did you receive this support? 
 

13. What happens to someone with thalassemia if they don’t follow their treatment plan fully? 
• Where did you learn about these consequences? 

 
14. On a scale from 1 to 5, with 1 being “not at all,” and 5 being “very,” how confident are you that 

your child can stick to his/her treatment plan?  
• How important is it for your child to stick to their treatment plan? Why? 

 
 

IV. Motivation and Support 
We’ve just come up with quite a list of barriers to treatment. I would like you to talk more about each of 
these challenges in terms of how you address them. Let’s start with the first thing that was mentioned… 
 

15. For challenges to the child: How do you help your child handle that challenge? 
• How did you learn that strategy? Probe: trial & error, another patient, family member, 

health care provider 
 

16. For challenges to the caregiver: How do you handle that challenge? 
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17. What kind of support do you and your child have to help you do the things we’ve just talked 
about? 

• Who do you turn to when times get tough? 
 Friends? 
 Family 
 Others with thalassemia? 
 Doctors or nurses? 

 
18. What kind of assistance do they provide? How do they help with these challenges? 

 
19. How much have you shared with your friends about having a child with thalassemia? How does 

this affect you in addressing challenges related to thalassemia? 
 

20. In your family, is thalassemia discussed fairly openly with others, or is it considered a more 
private, family issue? How does this affect you in addressing challenges related to thalassemia? 

 
 

V. Impact of Receiving Care at Thalassemia Treatment Centers 
The last set of questions is about the care you receive at the medical facility where your child receives 
treatment for thalassemia. 
 
I believe that everyone in this group [is/is not] receiving treatment at a CDC-funded thalassemia treatment 
center.  

 
For those receiving care at a treatment center:  

21. How long has your child received treatment there? 
• Did he or she ever receive treatment at another type of facility? If so, where? Why did 

you leave? 
 

22. What factors influenced your decision to seek care at a comprehensive treatment center? 
 
23. How close do you live to a treatment center?  

• What role did the location of the treatment center play in your family’s decision about 
where to seek care? 

 
24. What advantages, if any, are associated with receiving care at a thalassemia treatment center? 

• Are there any drawbacks to receiving care at such a facility? If so, please describe.  
 

25. Overall, how do you rate the level and quality of care provided to your child at the treatment 
center? 

• What additional assistance would allow your child to get better care? 
 

 
For those not receiving care at a treatment center:  
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26. What are some of the reasons your child does not receive treatment at a comprehensive treatment 
center? 

• (If location comes up) Has your family ever discussed moving closer to a treatment 
center?  Why/why not? 

 
27. What advantages, if any, are associated with receiving care at the facility you use? What 

drawbacks exist, if any?  
 

28. In your opinion, what do you suppose might be the benefit to receiving care at a federally-funded 
comprehensive thalassemia treatment center? 
 

29. Overall, how do you rate the level and quality of care provided to your child? 
• What additional assistance would allow your child to get better care? 

 
30. What advice or tips do you have for other parents or caregivers of children with thalassemia? 

 
Conclusion 
I think that wraps up the questions I have for you. Do you have any questions for me before we hang up? 
On behalf of the Cooley’s Anemia Foundation, the CDC, and Macro International, I want to thank you for 
your interest and willingness to participate in this important research effort.  
 
[Info on receiving gift cards] 
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Moderator’s Guide: 
Patients 13-17 

 
Introduction of Group Process and Procedures 
Hi, and thank you for taking the time to be here! My name is _______________, and I am going to be 
leading our discussion [tonight/this morning/ this afternoon]. I want to take a few minutes to tell you what 
you can expect over the next hour and a half. After that, we can all introduce ourselves and start talking.  
 
As you may recall from the letter you received, this research is being done on behalf of the Cooleys 
Anemia Foundation (CAF) and the Centers for Disease Control and Prevention (CDC). The purpose of 
this discussion group is to hear from you about your experiences with thalassemia. This information will 
be used by the Foundation to improve patient care and better support people with thalassemia and their 
caregivers.  
 
As the group leader I am not part of CAF or CDC. I do not have a particular agenda or point of view on 
any of the topics we will be discussing today. Rather, I am here to listen to your honest opinions about 
issues of concern and importance to you and to guide the discussion. 
 
I will not be pressing you to share anything that you are not comfortable sharing. I do hope, though, that 
you will be honest with your responses to the questions I ask. There are no right or wrong answers, no 
ideas or practices to be embarrassed about. We really appreciate your input, because it will inform the 
nature of information and support activities developed by CAF. Most importantly, by discussing your 
opinions here in this group, you are providing the information CAF will use to provide support for you 
and others with thalassemia.  
 
The discussion here will be kept strictly confidential. We will not report your comments by name in any 
reports, and would ask that you respect one another’s privacy in the same way.  
[Informed Consent Process] 
 
My role is to guide the discussion. I will ask questions to provide a structure for the discussion and to 
draw information from you. Sometimes we may really get going on one question, and I’ll have to move 
you on to the next one so that we cover everything. Please don’t take that personally! We just need to hear 
from you about several topics. In order to use our time here wisely, we need to focus on the questions, 
even though I know there are a lot of stories and a lot of background behind them. We want to hear from 
all of you, so please speak up. It may help to have a notepad and something to write with handy. This way 
you can jot down any ideas you have when others are speaking so we don’t miss something important you 
wanted to share with us. 
 
Just as a reminder, we are taping the conversation so that we can have an accurate record of what was 
said. Please identify yourself by your first name only when speaking and try to speak clearly and one at a 
time. If you have to put the phone on hold, please make sure no music will play. If, for some reason, you 
get disconnected please dial back into the discussion. Also, in order to cut down on background noise, 
please mute your phone when you are not speaking. 
 
Do you have any questions before we get started? 
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Icebreaker/Introduction 
 
Now, let’s introduce ourselves. Please tell us your name (first name only), where you are from, and what 
year you are in school. If you are no longer in school, please tell us that, too.  
 
For example, my name is _____________________. I’m from Maryland/Virginia, and I am no longer in 
school.  
 
Thank you so much, everyone, for introducing yourselves. Let’s get into our discussion. Could you please 
tell me…  
 
General Health and Perception of Impact 

• How healthy do you consider yourself to be, in general? 
 
• Think for a minute or two about where you’d like to be and the way you’d like to be living in say, 

10 years…. (Pause).  
o What would you like your life to be like? 
o How does having thalassemia affect that dream you have for your future? 

 
Treatment Types and Management 
 

How many of you have anemia because of your thalassemia? What do you do if anything, to manage 
or treat your thalassemia? Did you ever treat your thalassemia differently?If so, why did your doctor 
recommend a change in treatment regimen  
• I know there is a lot that goes into thalassemia care-- transfusions, chelation, clinic visits, other 

medications, annual screening studies… How much of your thalassemia care are you responsible 
for, and how much are your parents responsible for? 

o [If it doesn’t come out] Which parts are you responsible for? 
o When did you start to be responsible for those things?  
o What was it like for you to take on this responsibility? How so? 

 Scary/empowering? 
 Easy/difficult? 

 
• What types of things helped get you ready to take charge of your own care? What barriers stood 

in your way? 
 

• What or who could have made this transition easier for you? 
 

• What percentage of the time would you say that you take all of your medications, go to clinic, etc. 
right on schedule? [Looking for how compliant they are in general] 

o What are some of the reasons that you sometimes get thrown off schedule? 
 

• What happens to someone with thalassemia if they don’t follow their treatment plan fully? 
o Where did you learn about these consequences? 
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 PROBE: Dr., nurse, social worker; family; school; TAG conference, Internet, 
Cooley’s newsletter, Facebook friends… 

 
• What kinds of effects (if any) do you think the way you stick to your treatment now will have on 

the way you’ll be living your life in 10 to 20 years? 
 
General Challenges and Complications 

• Thinking of your treatment routine—again, this would include everything from transfusions, 
chelation, clinic visits and other medications, to annual screening studies—what do you think are 
the biggest challenges you face in keeping up with your treatment? 

o Possible Probes: 
 Painful procedures? 
 Feelings of depression, embarrassment, shame, fear, or denial? 
 School? 
 Cultural barriers? 
 Access to care? 
 Desire to “Fit-in”? 
 Health insurance coverage? 
 Fertility concerns? 
 Time commitment needed  

 
• How, if at all, has your treatment affected your daily activities such as going to school, after 

school jobs, or participating in extracurricular activities? 
o Where do you get information on how to deal with these types of challenges? 

 
• On a scale from 1 to 5, with 1 being “not at all,” and 10 being “very,” how confident are you that 

you can stick to your treatment plan? 
o What do you need to help you stick to it? 

 
Motivation and Support 
We’ve just come up with quite a list of things that make it difficult for you to follow your treatment 
recommendations.. I’d like you to tell me more about each of these things. Let’s start with the first thing 
that was mentioned… 

• [List things one-by-one in order they were mentioned] 
• How do you handle that challenge? 

o How did you learn that strategy?  
o PROBE: trial & error, another patient, family member, health care provider 

 
• What kind of support do you have to help you do the things we’ve just talked about? 

o Who do you turn to when things get rough? 
 Friends 
 Family 
 Others with thalassemia 
 Doctors or nurses 
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• What kinds of assistance do they provide? How do they help you deal with these challenges?  
 

• Think for a minute about people you really look up to. This could be someone at school, a 
relative, someone you’ve met once, or maybe someone you haven’t met at all [pause].  

o Could you please share with me who you look up to?  
o PROBE: Do you have any role models for thalassemia care? 

 
• How much have you shared with your friends about having thalassemia? 

 
• In your family, is the fact that you have thalassemia discussed fairly openly with others, or is it 

considered a more private, family issue? How does this affect how you are able to deal with the 
challenges? 
 

• How do you think your parents are dealing with having a child with thalassemia? What kinds of 
support do you think they need? 

 
• What things, or individuals, help you to stick to your treatment program? In what ways are they 

helpful? 
 
Clinic Issues 

 
• What advantages, if any, are associated with receiving care at your treatment facility? What 

drawbacks exist if any?  
 

• What factors played a role in your decision to seek care at your facility? 
 

• In your opinion, does the level and quality of care offered at a CDC-funded Thalassemia 
Treatment Center differ from that offered at other types of treatment facilities? Please explain 
your response. 
 

• Overall, how do you rate the quality of care? 
o What additional assistance would help you get better care? 

 
• What tips do you have for others your age with thalassemia to help them treat their thalassemia 

and improve their quality of life? 
 
Conclusion 
I think that wraps up the questions I have for you this morning/afternoon/evening. Do you have any 
questions for me before we hang up? On behalf of the Cooley’s Anemia Foundation, the CDC, and Macro 
International, I want to thank you for your interest and willingness to participate in this discussion.  
 
[Info on receiving gift cards] 
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Moderator Guide: 
Thalassemia Patients Ages 18 - 24 

 
Introduction of Group Process and Procedures 
 
Hello, and thank you for taking the time to be here!  My name is _______________, and I am going to be 
leading our discussion today.  I want to take a few minutes to tell you what you can expect over the next 
two hours.  After that, I will give you the chance to introduce yourselves and we can get into the 
discussion.  
 
As you may recall from the letter you received, this research is being done on behalf of the Cooley’s 
Anemia Foundation (CAF) and the Centers for Disease Control and Prevention (CDC). The purpose of 
the discussion group is to hear from you about your experiences with thalassemia. This information will 
be used by the foundation to improve patient care and to better support people with thalassemia and their 
caregivers.  
 
As the group leader, I am not part of CAF or CDC. I do not have a particular agenda or point of view on 
any of the topics we will be discussing today.  I am here to listen to your honest opinions about issues of 
concern and importance to you and to guide the discussion. 
 
I will not be pressing you to share anything that you are not comfortable sharing. I do hope, though, that 
you will be honest with your responses to the questions I ask. There are no right or wrong answers, no 
ideas or practices to be embarrassed about. We really appreciate your input, because it will inform the 
nature of information and support activities developed by CAF. Most importantly, by discussing your 
opinions here in this group, you are providing the information CAF will use to provide support for you 
and others with thalassemia.  
 
The discussion here will be kept strictly confidential. We will not report your comments by name in any 
reports, and we ask that you respect one another’s privacy in the same way.  
 
[Briefly review the Informed Consent Process.] 
 
My role is to guide the discussion. I will ask questions to provide a structure for the discussion and to 
draw information from you. Sometimes we may really get going on one question, and I’ll have to move 
you on to the next one so that we cover everything. Please don’t take that personally! We just need to hear 
from you about several topics. In order to use our time here wisely, we need to focus on the questions, 
even though I know there are a lot of stories and a lot of background behind them. We want to hear from 
all of you, so please speak up. It may help to have a notepad and something to write with handy.  This 
way you can jot down any ideas you have when others are speaking, so we don’t miss something 
important you want to share with us. 
 
Just as a reminder, we are taping the conversation so that we can have an accurate record of what is said. 
Please identify yourself by your first name only when speaking and try to speak clearly and one at a time.  
If you have to put the phone on hold, please make sure no music will play.  If, for some reason, you get 
disconnected please dial back into the discussion.  Also, in order to cut down on background noise, please 
mute your phone when you are not speaking.  
 
Do you have any questions before we get started? 
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I. Icebreaker/Introduction 
To begin, I would like to give you the chance to introduce yourselves to me and to each other. 
 

1. Briefly tell us: 
• Your first name 
• City and state you are from 
• One thing you about yourself (i.e., what type of work you do, something you do for fun, a 

hobby, something you are studying, an event you are looking forward to). 
 

II. General Health 
The first few questions are about your health in general. 
 

2. How healthy are you in general? 
 

3. What are your greatest health concerns right now? 
• Has this changed over the past year?  Why? 
• Are these concerns/problems considered complications of thalassemia? 

 
III. Treatment Trajectory  

Let’s move now into a more specific discussion of thalassemia and its treatment.  
 

4. How often do you need blood transfusions for thalassemia? 
 

5. What chelation therapy do you currently take for your thalassemia?  (i.e.,Exjade, Desferal)  How 
often do you take the medication? 

 
6. Has your doctor recommended a change in your treatment plan in the last 2 – 3 years?   

• If so, why? 
 

7. At what age did you begin to take charge of your own health care? 
 

8. What was it like for you to take on this responsibility?   
• Scary/Empowering? 
• Easy/Difficult? 
• Explain briefly. 

 
9. If you can recall, what types of things helped you get ready to take charge of your own care? 

 
10. What barriers stood in your way?  How did you handle these barriers? 

 
11. What or who could have made this transition easier for you? 

 
12. How, if at all, has your treatment affected your ability to carry out daily activities such as 

working or going to school? 
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• What information or assistance have you received to help manage these challenges? 
• Who did you receive this support from? 

 
IV. Challenges Associated with Treating Thalassemia 

This next set of questions focuses on current challenges associated with treating your thalassemia. 
 

13. What are some of the things that can make it difficult to stick to your recommended treatment 
plan? 

• Possible Probes: (Allow participants to generate responses first, ask for more explanation 
if needed.  Bring up items on the list if not raised by participants, asking if they perceive 
them as barriers). 

 Painful procedures 
 Feelings of depression, embarrassment, shame, fear, or denial 
 Employment 
 Reactions of family members 
 Reactions of friends 
 Access to care 
 Health insurance coverage 
 Fertility concerns 
 Cultural barriers 

 
14. What things, or individuals, help you to stick to your treatment plan? In what ways are they 

helpful? 
• Possible Probes: 

 Staff of the treatment center?  Who? 
 Cooley’s Anemia Foundation – literature, patient services  
 Family 
 Friends 

 
15. Do any of you have children of your own?  What effect does this have on your ability to stick to 

your treatment plan? 
 

16. What happens to someone with thalassemia if they don’t follow their treatment plan fully? 
• Where did you learn about these consequences? 

 
17. On a scale from 1 to 5, with 1 being “not at all,” and 5 being “very,” how confident are you that 

you can stick to your treatment plan? 
• What do you need to help you stick to it? 

 
V. Motivation and Support 

We’ve just come up with quite a list of barriers to treatment. I would like you to talk more about each of 
these challenges in terms of how you address them. Let’s start with the first thing that was mentioned… 
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18. [List things in order they were mentioned] 
• What strategies have you found to be most successful in dealing with that issue?  
• How did you learn that strategy? Probe: trial & error, another patient, family member, 

health care provider. 
  

19. Who do you turn to when times get tough?  Are there individuals who help you stick to your 
treatment plan?  In what ways are they helpful to you? 

• Friends? 
• Family? 
• Others with thalassemia? 
• Doctors or nurses? 

 
20. As someone who has lived with thalassemia for some time, what advice would you have for a 

younger person with thalassemia about sticking to a treatment regimen during times of change 
and stress (this could be graduating from school, starting work or college, moving out on their 
own, getting married, etc.) 

• What are some things that you wish you had known or had done differently during these 
critical times? 

 
VI. Impact of Receiving Care at Thalassemia Treatment Centers 

The last set of questions is about the care you receive at the medical facility where you receive your 
treatment for thalassemia. 
 
I believe that everyone in this group [is/is not] receiving treatment at a CDC-funded thalassemia treatment 
center.   

 
For those receiving care at a treatment center:   

21. How long have you received your treatment there? 
 

22. Have you ever received treatment at another type of facility?   
• If so, where?   
• Why did you leave? 
• What factors influenced your decision to seek care at a comprehensive treatment center? 

 
23. How close do you live to a treatment center?  

• What role did the location of the treatment center play in your decision about where to 
seek care? 

 
24. What advantages, if any, are associated with receiving care at a thalassemia treatment center? 

• Are there and drawbacks to receiving care at such a facility?  If so, please describe. 
 

25. How do you feel about the services provided to you there? 
• Possible Probes: 
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 How do you perceive the staff relationships with patients? 
 What do they do well? 
 What do they do poorly?  
 What do you wish the center would do differently? 

 
26. Overall, how do you rate your level and quality of care? 

• What additional assistance would allow you to get better care? 
 

For those not receiving care at a treatment center:  
27. What are some of the reasons you are not receiving treatment at a comprehensive treatment 

center? 
• (If location comes up) Have you (or your family) considered moving closer to a treatment 

center?   
• Why/why not? 

 
28. What advantages, if any, are associated with receiving care at the facility you use?  

• What drawbacks exist, if any?  
 

29. How do you feel about the services provided to you there? 
• Possible Probes: 

 How do you perceive the staff relationships with patients? 
 What do they do well? 
 What do they do poorly?  
 What do you wish the center would do differently? 
 

30. Overall, how do you rate your level and quality of care? 
• What additional assistance would allow you to get better care? 

 
31. In your opinion, what do you suppose might be the benefit to receiving care at a federally-funded 

comprehensive thalassemia treatment center? 
 
Conclusion 
That wraps up the questions I have for you today. Do you have any questions for me before we hang up?  
On behalf of the Cooley’s Anemia Foundation, the CDC, and Macro International, I want to thank you for 
your interest and willingness to participate in this important research effort.  
 
[Provide information on distributing the gift cards, which will be mailed to each participant within two 
weeks of the discussion group.] 
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Moderator Guide: 
Thalassemia Patients Over the Age of 25 

All Ethnicities 
 
Introduction of Group Process and Procedures 
 
Hello, and thank you for taking the time to be here!  My name is _______________, and I am going to be 
leading our discussion today.  I want to take a few minutes to tell you what you can expect over the next 
two hours.  After that, I will give you the chance to introduce yourselves and we can get into the 
discussion.  
 
As you may recall from the letter you received, this research is being done on behalf of the Cooley’s 
Anemia Foundation (CAF) and the Centers for Disease Control and Prevention (CDC). The purpose of 
the discussion group is to hear from you about your experiences with thalassemia. This information will 
be used by the foundation to improve patient care and to better support people with thalassemia and their 
caregivers.  
 
As the group leader, I am not part of CAF or CDC. I do not have a particular agenda or point of view on 
any of the topics we will be discussing today.  I am here to listen to your honest opinions about issues of 
concern and importance to you and to guide the discussion. 
 
I will not be pressing you to share anything that you are not comfortable sharing. I do hope, though, that 
you will be honest with your responses to the questions I ask. There are no right or wrong answers, no 
ideas or practices to be embarrassed about. We really appreciate your input, because it will inform the 
nature of information and support activities developed by CAF. Most importantly, by discussing your 
opinions here in this group, you are providing the information CAF will use to provide support for you 
and others with thalassemia.  
 
The discussion here will be kept strictly confidential. We will not report your comments by name in any 
reports, and we ask that you respect one another’s privacy in the same way.  
 
[Briefly review the Informed Consent Process.] 
 
My role is to guide the discussion. I will ask questions to provide a structure for the discussion and to 
draw information from you. Sometimes we may really get going on one question, and I’ll have to move 
you on to the next one so that we cover everything. Please don’t take that personally! We just need to hear 
from you about several topics. In order to use our time here wisely, we need to focus on the questions, 
even though I know there are a lot of stories and a lot of background behind them. We want to hear from 
all of you, so please speak up. It may help to have a notepad and something to write with handy.  This 
way you can jot down any ideas you have when others are speaking, so we don’t miss something 
important you want to share with us. 
 
Just as a reminder, we are taping the conversation so that we can have an accurate record of what is said. 
Please identify yourself by your first name only when speaking and try to speak clearly and one at a time.  
If you have to put the phone on hold, please make sure no music will play.  If, for some reason, you get 
disconnected please dial back into the discussion.  Also, in order to cut down on background noise, please 
mute your phone when you are not speaking.  
 
Do you have any questions before we get started? 
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I. Icebreaker/Introduction 

To begin, I would like to give you the chance to introduce yourselves to me and to each other. 
 

1. Briefly tell us: 
• Your first name 
• City and state you are from 
• One thing about yourself (i.e., what type of work you do, something you do for fun, a 

hobby, something you are studying, an event you are looking forward to). 
 

II. General Health 
The first few questions are about your health in general. 
 

2. How healthy do you consider yourself at this point in time? 
• What makes you say that? 

 
3. What are your greatest health concerns right now? 

• Has this changed over the past year?  Why? 
• Are these concerns/problems considered complications of thalassemia? 

 
4. What about complications related to thalassemia – do you have other health concerns that your 

doctors have told you are resulting from the thalassemia and/or treatment issues?  What are they? 
 

III. Treatment Trajectory  
Let’s move now into a more specific discussion of thalassemia and its treatment.  
 

5. How often do you need blood transfusions for thalassemia? 
 

6. What chelation therapy do you currently take for your thalassemia?  (i.e.,Exjade, Desferal)  How 
often do you take the medication? 

 
7. Has your doctor recommended a change in your treatment plan in the last 2 – 3 years?   

• If so, why? 
 

8. At what age did you begin to take charge of your own health care? 
 

9. What was it like for you to take on this responsibility?   
• Scary/Empowering? 
• Easy/Difficult? 
• Explain briefly. 

 
10. If you can recall, what types of things helped you get ready to take charge of your own care? 

 
11. What barriers stood in your way? 
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12. What or who could have made this transition easier for you? 

 
13. When you first moved away from home, what challenges (if any) did you have in sticking to your 

treatment recommendations?   
• How did you handle these challenges? 
• What type of support did you need that you felt you did not have?   

 
14. How, if at all, has your treatment affected your ability to carry out daily activities such as 

working or going to school? 
• What information or assistance have you received to help manage these challenges? 
• Who did you receive this support from? 

 
IV. Challenges Associated with Treating Thalassemia 

This next set of questions focuses on current challenges associated with treating your thalassemia. 
 

15. What are some of the things that can make it difficult to stick to your recommended treatment 
plan? 

• Possible Probes: (Allow participants to generate responses first, ask for more explanation 
if needed.  Bring up items on the list if not raised by participants, asking if they perceive 
them as barriers). 

 Painful procedures 
 Feelings of depression, embarrassment, shame, fear, or denial 
 Employment 
 Reactions of family members 
 Reactions of friends 
 Access to care 
 Health insurance coverage 
 Fertility concerns 
 Cultural barriers 

 
16. What things, or individuals, help you to stick to your treatment plan? In what ways are they 

helpful? 
• Possible Probes: 

 Staff of the treatment center?  Who? 
 Cooley’s Anemia Foundation – literature, patient services  
 Family 
 Friends 

 
17. For those of you who have children, what effect does this have on your ability to stick to your 

treatment plan? 
 

18. What happens to someone with thalassemia if they don’t follow their treatment plan fully? 
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• Where did you learn about these consequences? 
 

19. On a scale from 1 to 5, with 1 being “not at all,” and 5 being “very,” how confident are you that 
you can stick to your treatment plan? 

• What do you need to help you stick to it? 
 

V. Motivation and Support 
We’ve just come up with quite a list of barriers to treatment. I would like you to talk more about each of 
these challenges in terms of how you address them. Let’s start with the first thing that was mentioned… 
 

20. [List things in order they were mentioned] 
• What strategies have you found to be most successful in dealing with that issue?  
• How did you learn that strategy? Probe: trial & error, another patient, family member, 

health care provider. 
  

21. Who do you turn to when times get tough?  Are there individuals who help you stick to your 
treatment plan?  In what ways are they helpful to you? 

• Friends? 
• Family? 
• Others with thalassemia? 
• Doctors or nurses? 

 
22. As someone who has lived with thalassemia for some time, what advice would you have for a 

younger person with thalassemia about sticking to a treatment regimen during times of change 
and stress (this could be graduating from school, starting work or college, moving out on their 
own, getting married, etc.) 

• What are some things that you wish you had known or had done differently during these 
critical times? 

 
VI. Impact of Receiving Care at Thalassemia Treatment Centers 

The last set of questions is about the care you receive at the medical facility where you receive your 
treatment for thalassemia. 
 
I believe that everyone in this group [is/is not] receiving treatment at a CDC-funded thalassemia treatment 
center.   

 
For those receiving care at a treatment center:   

23. How long have you received your treatment there? 
 

24. Have you ever received treatment at another type of facility?   
• If so, where?   
• Why did you leave? 
• What factors influenced your decision to seek care at a comprehensive treatment center? 
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25. How close do you live to a treatment center?  
• What role did the location of the treatment center play in your decision about where to 

seek care? 
 

26. What advantages, if any, are associated with receiving care at a thalassemia treatment center? 
• Are there and drawbacks to receiving care at such a facility?  If so, please describe. 

 
27. How do you feel about the services provided to you there? 

• Possible Probes: 
 How do you perceive the staff relationships with patients? 
 What do they do well? 
 What do they do poorly?  
 What do you wish the center would do differently? 

 
28. Overall, how do you rate your level and quality of care? 

• What additional assistance would allow you to get better care? 
 

For those not receiving care at a treatment center:  
29. What are some of the reasons you are not receiving treatment at a comprehensive treatment 

center? 
• (If location comes up) Have you (or your family) considered moving closer to a treatment 

center?   
• Why/why not? 

 
30. What advantages, if any, are associated with receiving care at the facility you use?  

• What drawbacks exist, if any?  
 

31. How do you feel about the services provided to you there? 
• Possible Probes: 

 How do you perceive the staff relationships with patients? 
 What do they do well? 
 What do they do poorly?  
 What do you wish the center would do differently? 
 

32. Overall, how do you rate your level and quality of care? 
• What additional assistance would allow you to get better care? 

 
33. In your opinion, what do you suppose might be the benefit to receiving care at a federally-funded 

comprehensive thalassemia treatment center? 
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Conclusion 
That wraps up the questions I have for you today. Do you have any questions for me before we hang up?  
On behalf of the Cooley’s Anemia Foundation, the CDC, and Macro International, I want to thank you for 
your interest and willingness to participate in this important research effort.  
 
[Provide information on distributing the gift cards, which will be mailed to each participant within two 
days of the discussion group.] 
 



 

 

APPENDIX G: 
INFORMED CONSENT AND 

INFORMED ASSENT FORMS 



 

 

Informed Assent for Youth Participation in 
Discussion Groups 

As part of a research study for the Cooleys Anemia Foundation (CAF) and the 
Centers for Disease Control and Prevention (CDC), Macro International is 
conducting discussion groups to help CAF support people with thalassemia. We will 
ask you questions about the challenges you face in treating thalassemia and how 
you deal them. You were asked to participate because you have thalassemia 
yourself. If you decide to join in the discussion, here are some things you should 
know: 

 
• Your participation is totally voluntary. 
 
• Your name will not be used in any reports about this discussion group. We will 

be taking notes during the discussion about what was said, but we will not 
record who made the comments. 

 
• The discussion will be audiotaped so that when we write our report we can 

make sure we understand everything that was said. 
 
• You will receive a $75 gift card to thank you for your participation in the 

discussion. 
 
• You may stop participating at any time, either by leaving the discussion group 

or not answering a question.  Your usual care will not be affected in any way no 
matter whether you choose to take part or not. 

 
• Any questions you have about this discussion group and the study will be 

answered before we begin our discussion. Contact information is provided below 
for any questions you may have after your participation. 

 
• The discussion group will last approximately 2 hours. 
 
• You may keep a copy of this form for your records, and return a copy via mail 

or email to the researchers according to the directions in your letter. 
 
Contact information: If you have any concerns about your participation in this 
discussion group or have any questions about the study, please contact Ms. Bonnie 
Bates, Project Manager at Macro International, telephone number 301-572-0415. 
 
Your signature below indicates that you understand the above and agree to 
participate in this group. 
 
Signature: __________________________  Date:  __________________ 



 

 

Informed Consent for Participation in  
Discussion Groups 

As part of a research study for the Cooleys Anemia Foundation (CAF) and the 
Centers for Disease Control and Prevention (CDC), Macro International is 
conducting focus (discussion) groups to help CAF support people with thalassemia. 
We will ask you questions about the challenges you encounter in treating 
thalassemia and how you address them. You were asked to participate because you 
have thalassemia yourself or because you care for someone with thalassemia. If 
you decide to join in the discussion, here are some things you should know: 

 
• Your participation is totally voluntary. 
 
• Your name will not be used in any reports about this discussion group. We will 

be taking notes during the discussion about what was said, but we will not 
record who made the comments. 

 
• The discussion will be audiotaped so that when we write our report we can 

make sure we understand everything that was said. 
 
• You will receive a $75 gift card to thank you for your participation in the 

discussion. 
 
• You may stop participating at any time, either by leaving the discussion group 

or not answering a question, without penalty or loss of benefits.  Your usual 
care will not be affected in any way no matter whether you choose to take part 
or not. 

 
• Any questions you have about this discussion group and the study will be 

answered before we begin our discussion. Contact information is provided below 
for any questions that arise after your participation. 

 
• The discussion group will last approximately 2 hours. 
 
• You may keep a copy of this consent form for your records, and return a copy 

via mail or email to the researchers according to the directions in your letter. 
 
Contact information: If you have any concerns about your participation in this 
discussion group or have any questions about the study, please contact Ms. Bonnie 
Bates, Project Manager at Macro International, telephone number 301-572-0415. 
 
Your signature below indicates that you understand the above and agree to 
participate in this group. 
 
Signature: __________________________  Date:  __________________ 
 



 

 

APPENDIX H: 
THANK YOU LETTER TO 

PARTICIPANTS 



 
 

 

Macro International Inc.   •   11785 Beltsville Drive, Suite 300   •   Calverton, MD 20705-3119 

Phone: (301) 572-0200    •    Fax: (301) 572-0999   •   www.macrointernational.com 

 

 
 
 
 
 
 
Name 
Street Address 
City, State & Zip Code 
 
Dear Participant Name: 
 
I want to thank you on behalf of Macro International, the Cooley’s Anemia Foundation (CAF), and the 
Centers for Disease Control and Prevention (CDC) for participating in the focus groups for patients and 
with thalassemia. Your input was invaluable as we set out to learn more about the challenges that 
confront patients and caregivers in treating the disease and living with it every day. 
  
Please find enclosed gift cards as a small token of appreciation for you giving your time for this 
important research. 
 
I also wanted to note, as we did during the focus group, the availability of specific resources through 
CAF.  While many participants said they were familiar with these resources, others were not so we 
wanted to make sure that everyone has this information. 
 

Patients can contact Eileen Scott (Eileen.s@cooleysanemia.org), CAF’s Patient Services Manager 
or CAF’s Social Worker, Kathleen Durst (k.Durst@cooleysanemia.org) to discuss any specific 
questions or issues.  They can both be reached at 800-522-7222. 

  
Karina and I very much enjoyed the opportunity to talk with you.  Please take care. 
  
Sincerely, 

  
Bonnie S. Bates, Technical Director 
Macro International, Inc. 
(301) 572-0415 
  
Enclosure 
 




