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In “Family Strategies to Support Siblings of Pediatric Hematopoietic Stem Cell Transplant 
Patients” [1], we described the 10 strategies used by families to support siblings. One of the strategies 
was sharing information. Interestingly, only about one third of the parents (Fathers (7/21, 33.3%), and 
Mothers (8/20, 40%)) indicated that they shared information with the patient about the transplant 
decision while over half of the children (10/17, 59%) reported that information was shared with 
them. The four strategies for sharing information are Exclusionary: Children not given information 
and not included in decision making; Informative: Children are informed but not included in the 
decision making; Collaborative: Children are at the center of the decision making with parents; 
Delegative: Children make the decision (See Table 1 and Figure 1) [2].

Figure 1. Family Styles of Information Sharing.



4J Cell Mol Immunol. 2024;3(1):3-5.

One mother, who was very frank that she did not want to share 
information, said: “We really tried to downplay it. I didn’t want to 
put too much pressure on xxx, I mean, just in case it didn’t work 
or anything like that so. We didn’t give our children too much 
information .... We really tried not to have a lot of sad talks in front 
of the kids and that sort of thing as well, is a protection thing from 
a parent’s point of view.” Another patient expressed his anger at not 
being informed: “And the thing was, when I first developed cancer, 
my grandparents on that side didn’t want me to know anything about 
it because, “Oh ... I don’t want him to know that he could die.” 
What! Seriously! They think of me as a little kid because I’m my 
brother’s little brother. I’m always going to be the little kid, no matter 
what. It just pissed me off because I didn’t even know what kind of 
disease I had!” 

Our takeaway from this study is that families should be 
informative or collaborative and openly share information about the 
disease with the child. However, our description of the information-
sharing strategies is not just useful for families. It can also be useful 
for physicians who are consenting to pediatric treatments or pediatric 
clinical trials and trying to tailor the correct assent. Several articles 
identify difficulties for physicians in obtaining informed consent: 
providing the right amount of information, assessing patient’s 
understanding, assessing patient’s information preferences, and 
translating difficult technical concepts into lay language [3-5]. Given 
our research, we would add that it is necessary for the physician 
to the assess the family’s information-sharing style. If the family is 
exclusionary, the physician must be very careful to discuss with the 
family how to inform the child patient in the best way, if of assent 
age, so that the child can truly give assent. If the family is informative 
or collaborative, few issues should arise. If the family is delegative, the 
physician must work closely with the surrogate to make sure there is 
an informed adult involved in the parental permission. In short, the 
consent process must be tailored to the individual family.

Although our research was focused on pediatric bone marrow 
or stem cell transplants, information-sharing strategy assessment can 
also be useful with adults and in other disease types. Knowing whom 
the patient wants involved when important information is given is 
important in order to make sure the conversations are respectful of 
that patient. 

In order to assess family information-sharing styes, a simple 
conversation is all that is needed. The conversation can look something 
like this; “I know when we are having our conversations, that I give 
you a lot of complicated medical information all at once and it would 
be helpful for me to know how you like to share information in your 
family. Do you prefer that I give you important medical information 
when you are alone, or do you want family here? If alone, do you like 
to keep this private or share it later with family? Whom in the family 
can I share information with if they ask?”

And for parents of pediatric patients, “And how much 
information do you like to share with your child? Should I talk to 
you first and then the child or should we have these conversations 
all together. And do you like the siblings to know what is going on?”

The requirements for proper assent also reveal the importance 
of assessing the family information-sharing strategy. In the 
“Ethical Issues in Pediatric Research”, William Bartholme lists four 
requirements for proper assent: “1) A developmentally appropriate 
understanding of the condition; 2) disclosure of the nature of the 
proposed intervention and what it will involve; 3) an assessment 
of the child’s understanding of the information provided and the 
influences that impact on the child’s evaluation of the situation; 4) 
a solicitation of the child’s expression of willingness to accept the 
intervention [6].” One aspect of assessing the child’s understanding 
and influences on a child’s evaluation is how much the parents are 
willing to share information with the child, so knowing the family 
information-sharing strategy is crucial.

Another study of ours demonstrates why assessing the family’s 
information-sharing strategy is so important.[7] When a provider 
does a deep dive into understanding family dynamics and how 
parents and their children interact and share information, they are 
on the way to establishing a human connection with the family. In 
our prior study, we found that establishing a human connection 
with the family increases clinical trial participation. At Winship 
Cancer Institute in Atlanta, Georgia, USA, 34% of the participants 
in Myeloma clinical trials self-report as African Americans, whereas 
the United States national average is 4.5%. To account for this high 
enrollment, we interviewed 61 African Americans who had consented 
to a clinical trial. The interview included the Human Connection 
scale developed by Mack et al. [8]. What we found was that our trial 
participants had strong human connections with their physicians. 
Having a human connection with one’s physician facilitated clinical 
trial enrollment even though our participants had experienced many 
clinical trial barriers such as arranging and paying for transportation 
to the trial, cost of the trial, and concern about side effects. 

In the pediatric setting, establishing a human connection with 
both the parents and the child is important. If the researcher is to 
get to know both the parents and the children as whole persons 
whom they care about, they will need to understand the parents’ 
beliefs about how much information they think it is appropriate 
to share and how much information the child wants. In short, 
understanding the family’s information-sharing strategy is a key piece 
of establishing a human connection, since, while having an informed 
consent conversation, one cannot interact as one human respecting 
and caring about another human unless one knows how that person 
prefers to share important medical information. If they do not like 
to share information, then those important conversations should 
happen privately and quite the reverse if they want to have the whole 

Family Information-Sharing Style Child is informed Child is included in the decision making Child makes the decision

Exclusionary

Informative ×

Collaborative × ×

Delegative × ×

Table 1. Family Information-Sharing Styles.
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family involved. We have included the human connection scale 
questions in an appendix to clarify what is involved in establishing a 
human connection.

In sum, it is important for clinicians seeking parental permission 
and child assent to assess the family’s information-sharing strategy in 
order to conduct a respectful and ethical informed consent.
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Appendix 1. The Human Connections Scale Questions
1.	 How often does your doctor take time to listen to your concern? Never 1 At some office visits 2 At most office visits 3 At every office visit 4 

2.	 To what extent does your doctor pay close attention to what you are saying? Not at all 1 To a slight extent 2 To some extent 3 To a large extent 4 

3.	 To what extent do you think your doctor sees you as a whole person? Not at all 1 To a slight extent 2 To some extent 3 To a large extent 4

4.	 How much do you like your doctor? Not at all 1 Somewhat 2 Quite a bit 3 A great deal 4

5.	 How much do you trust your doctor? Not at all 1 Somewhat 2 Quite a bit 3 A great deal 4

6.	 How thorough is your doctor? Not at all 1 Somewhat 2 Quite a bit 3 Extremely 4 

7.	 How much do you respect your doctor? Not at all 1 Somewhat 2 Quite a bit 3 A great deal 4 

8.	 How much do you feel your doctor cares about you? Not at all 1 Somewhat 2 Quite a bit 3 A great deal 4 

9.	 How much of the time would you say your doctor is honest with you? Never 1 Sometimes 2 Most of the time 3 Always 4 

10.	 To what extent do you feel comfortable asking your doctor questions? Not at all 1 To a slight extent 2 To some extent 3 To a large extent 4 

11.	 How often do you understand your doctor’s explanations and suggestions? Never 1 Sometimes 2 Most of the time 3 Always 4 

12.	 How often does your doctor ask how family members are coping with your illness? Never 1 At some visits 2 At most visits 3 At every visit 4 

13.	 How often does your doctor offer hope? Never 1 At some visits 2 At most visits 3 At every visit 4 

14.	 How often does your doctor ask how you are coping with cancer? Never 1 At some visits 2 At most visits 3 At every visit 4 

15.	 How concerned do you think your doctor is about your quality of life? Not concerned 1 Slightly concerned 2 Somewhat concerned 3 Extremely 
concerned 4 

16.	 How open-minded do you feel your doctor is? Not at all 1 Somewhat 2 Quite a bit 3 Extremely
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