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Background: 

Hematopoietic cell transplant (HCT) survivors face complex medical decisions 

throughout their long-term follow up (LTFU) care, including considerations around genetic 

testing. While research has examined genetic testing in various oncology settings, little is known 

about how HCT survivors engage with genetic testing conversations in LTFU care. 



Methods:  

We conducted a mixed-methods study with 23 HCT survivors receiving LTFU care. 

Semi-structured interviews exploring genetic testing experiences were conducted with 23 

survivors who responded to genetics-specific questions (13 with original genetics questions and 

10 with updated questions). Interviews were analyzed using thematic analysis. 

Results:  

Three key usage patterns emerged in how survivors engaged with genetic testing 

conversations: active integration (n=8), treatment-focused use (n=10), and non-integration (n=5). 

Family communication emerged as a central mechanism influencing engagement with genetic 

information. Key barriers included limited access to genetic services and varying levels of family 

involvement. Age-related differences appeared in how survivors approached genetic testing 

conversations, with younger survivors more focused on future implications and older survivors 

emphasizing immediate treatment decisions. 

Conclusions:  

Findings suggest opportunities to better support HCT survivors in genetic testing 

conversations through systematic approaches that consider age, family communication patterns, 

and timing of genetic services in LTFU care. 

  



Exploring Genetic Testing Conversations in the Context of Hematopoietic Cell 
Transplant Survivors: A Thematic Analysis 

 
Introduction 

 

Hematopoietic cell transplant (HCT) survivors face complex medical decisions 

throughout their long-term follow-up (LTFU) care, including considerations around genetic 

testing. With advances in transplant medicine leading to improved survival rates, there is 

growing recognition of the importance of comprehensive LTFU care that addresses both 

immediate and long-term health considerations (Wingard et al., 2011). Genetic testing has 

emerged as an increasingly relevant component of this care, particularly as our understanding of 

genetic factors in hematologic malignancies continues to evolve (Hamilton et al., 2023). 

Genetic testing in HCT care serves two distinct purposes. First, HLA typing and other 

transplant-specific genetic tests are essential for donor matching and immediate treatment 

planning. These tests examine genetic markers crucial for transplant compatibility and are 

standard practice in HCT care. Second, hereditary risk assessment through germline genetic 

testing may be indicated for some patients to identify inherited cancer predisposition syndromes. 

However, not all hematologic malignancies have inherited components requiring germline 

testing (Bochtler et al., 2018). Understanding these distinctions is crucial as survivors navigate 

genetic information throughout their care trajectory (Hamilton et al., 2023). The timing, 

relevance, and implications of these different types of genetic testing vary significantly, 

presenting unique challenges for both healthcare providers and survivors in LTFU care. 

However, the role of genetic testing conversations in HCT survivorship care remains 

poorly understood. While previous research has examined genetic testing in various oncology 



settings (Quillin et al., 2018), few studies have explored how HCT survivors specifically engage 

with genetic information during their LTFU care. This gap is particularly notable given that HCT 

survivors face unique considerations around genetic information, including potential implications 

for family members and future health monitoring (Desai et al., 2017). 

The timing and context of genetic testing conversations in HCT care presents distinct 

challenges and opportunities. While genetic testing is often conducted during initial diagnosis 

and treatment planning for donor matching, questions about hereditary risk factors and 

implications for family members may arise throughout survivorship care (White et al., 2023). 

Understanding how survivors process and utilize this genetic information during their LTFU care 

is crucial for developing appropriate support systems and communication strategies. 

Family communication patterns play a particularly important role in how genetic 

information is processed and utilized. Research in other oncology settings suggests that genetic 

information can significantly influence family health communication and decision-making 

(Wiens et al., 2013). For HCT survivors, who often rely heavily on family support throughout 

their treatment and recovery, the family context may be especially relevant to how genetic 

information is interpreted and acted upon. 

To address these gaps in understanding, we investigated how HCT survivors in LTFU 

care think about and engage with genetic testing experiences. Our research specifically focused 

on understanding: Patterns in how survivors engage with genetic testing conversations, the role 

of family communication in genetic testing experiences, age-related differences in approaches to 

genetic testing conversations, and barriers and facilitators to engaging with genetic information 

in LTFU care. 



Figure 1. Conceptual model for the role of communication competence and social psychological 

influences on engagement in genetics communication for HCT survivors in LTFU care at the 

Fred Hutchinson Cancer Center (“Fred Hutch”). 

 

  

 By examining these aspects, we aim to inform the development of more effective 

approaches to integrating genetic testing conversations in HCT survivorship care that consider 

both individual and family contexts. 

Methods 
 
Study Design  
 

We conducted a convergent parallel mixed-methods study examining genetic testing 

experiences among HCT survivors in LTFU care. Following approaches used in prior mixed-



methods studies with complex patient populations (Shen et al., 2023), we conducted semi-

structured interviews and collected quantitative demographic data to understand how HCT 

survivors engage with both transplant-related genetic testing (e.g., HLA typing for donor 

matching) and hereditary risk assessment testing when indicated. All study procedures were 

approved by the Fred Hutch Institutional Review Board (IRB). 

Participants and Recruitment  

Participants were recruited from the LTFU program at Fred Hutch between March 10, 

2023 to November 8, 2024. Eligibility criteria included: (1) age ≥18 years, (2) history of HCT, 

(3) current enrollment in LTFU care, and (4) ability to complete an interview in English. We 

used purposive sampling to ensure representation across three age groups (18-40, 41-64, and ≥65 

years), as age was hypothesized to influence genetic testing experiences. 

The genetics-specific questions were implemented in two phases: Phase 1: 13 participants 

completed the original genetics protocol focusing on general genetic testing experiences. Phase 

2: 10 participants completed an updated protocol with enhanced questions about family health 

history documentation, informed by initial Phase 1 analysis. 

Data Collection  

Semi-structured interviews were conducted via telephone by trained interviewers and 

lasted 45-60 minutes. The semi-structured interview guide explored four key domains: (1) 

experiences with different types of genetic testing, including both HLA typing for donor 

matching and hereditary risk assessment when applicable; (2) family communication patterns 

about genetic information, including how participants shared results with family members and 

documented family history; (3) barriers and facilitators to engaging with genetic information in 

LTFU care; and (4) variations in genetic testing experiences across different life stages. Phase 1 



interviews focused primarily on general genetic testing experiences, while Phase 2 added 

enhanced questions about family health history documentation based on initial findings. Sample 

questions included "Can you tell me about your experience with genetic testing?" and "How have 

you shared genetic information with your family members?" See Appendix A1 for complete 

interview guide. Interview recordings were transcribed verbatim. 

Analysis 
 

Qualitative Analysis  
 

We conducted thematic analysis following Miles & Huberman (1994) and Patton (1990). 

Initial coding was performed by two independent coders who developed preliminary codes for 

both transplant-related and hereditary risk genetic testing experiences. The team developed a 

structured codebook through regular meetings, with specific attention to distinguishing between 

HLA typing/donor matching experiences and hereditary risk assessment when applicable. All 

transcripts were systematically coded using Dedoose software. 

Quantitative Analysis  

Descriptive statistics were calculated for demographics, clinical variables, patterns of 

genetic testing engagement (both transplant-related and hereditary), and family communication 

patterns. Variables included: Demographics (age, sex, race/ethnicity, education, employment); 

Clinical characteristics (diagnosis, transplant type, treatment history); Genetic testing history 

(HLA typing, hereditary risk assessment if applicable); Family communication metrics; Age-

group comparisons (Young adults (18-40), Middle-aged (41-64), Older adults (≥ 65)). 



Integration of Analysis  

Qualitative and quantitative findings were integrated through joint displays examining 

patterns across data types, team discussions of convergent/divergent findings, and development 

of typologies capturing different approaches to genetic testing engagement. Given the sample 

size, age-group comparisons were descriptive rather than statistical. 

Results 

Sample Characteristics  

Our final sample included 23 HCT survivors who completed genetic-specific questions 

across two study phases (13 in Phase 1, 10 in Phase 2). Participants represented diverse age 

groups and were approximately balanced by sex (see Table 1 for complete demographic 

characteristics). Most participants received allogeneic transplants (95.7%) and primary diagnoses 

included acute myeloid leukemia (34.8%), myelodysplasia/myelofibrosis (30.4%), and acute 

lymphocytic leukemia (13.0%). Clinical characteristics are detailed in Table 2. 

Table 1. Demographic Characteristics of Study Participants (N=23)  
Characteristic Total Sample (N=23) 

Age  

Mean years (SD) 54.2 (17.17) 

Young adults (18-40), n (%) 8 (34.8%) 

Middle-aged (41-64), n (%) 5 (21.7%) 

Older adults (≥ 65), n (%) 10 (43.5%) 

Sex  

Female, n (%) 11 (47.8%) 

Male, n (%) 12 (52.2%) 

Race/Ethnicity  



White/Caucasian, n (%) 21 (91.3%) 

Hispanic/Latino, n (%) 2 (8.7%) 

Education  

High school or less, n (%) 8 (34.8%) 

College degree, n (%) 9 (39.1%) 

Post-graduate degree, n (%) 6 (26.1%) 

Employment  

Employed full-time, n (%) 9 (39.1%) 

Retired, n (%) 12 (52.2%) 

Other, n (%) 2 (8.7%) 

 

Most participants allogeneic transplants (95.7%) and underwent total body irradiation 

(60.9%). Primary diagnoses included acute myeloid leukemia (34.8%), 

myelodysplasia/myelofibrosis (30.4%), acute lymphocytic leukemia (13.0%), and other 

diagnoses (21.7%). Clinical characteristics are detailed in Table 2. 

Table 2. Clinical Characteristics of Study Participants (N=23) 
Characteristic Total Sample (N=23) 

Primary Diagnosis 
 

Acute myeloid leukemia, n (%) 8 (34.8%) 

Myelodysplasia/myelofibrosis, n (%) 7 (30.4%) 

Acute lymphocytic leukemia, n (%) 3 (13.0%) 

Other, n (%) 5 (21.7%) 

Transplant Type 
 

Allogeneic, n (%) 22 (95.7%) 

Autologous, n (%) 1 (4.3%) 

Number of Transplants 
 



Single transplant, n (%) 21 (91.3%) 

Multiple transplants, n (%) 2 (8.7%) 

Treatment History 
 

Received total body irradiation, n (%) 14 (60.9%) 

 
Thematic Analysis  

Our analysis revealed five key themes characterizing how survivors engaged with genetic 

testing conversations. These themes encompassed patterns of engagement, family 

communication mechanisms, age-related differences, barriers and facilitators, and the integration 

of these factors across different survivor groups. 

Among participants, all 23 had experience with HLA typing for donor matching, while 

12 reported having hereditary risk assessment testing. The engagement patterns described below 

reflect both types of genetic testing experiences, with treatment-focused users (n=10) primarily 

engaging with HLA typing, while active integrators (n=8) typically engaged with both types of 

testing. 

Theme 1: Patterns of Genetic Testing Engagement 

Active Integration (n=8): These survivors demonstrated proactive engagement with 

genetic information, incorporating it into both healthcare decisions and family communication. 

They actively sought information beyond immediate treatment needs and maintained detailed 

records of genetic test results and family history. One participant explained:  

Yes, it did [influence decisions] because even though the genetic issues I have were not 

hereditary, I still want my siblings to know about it (Patient 2021).  



Active integrators characterized their approach through regular communication with 

healthcare providers about genetic implications and systematic sharing of information with 

family members. 

Treatment-Focused Use (n=10): The treatment-focused group engaged with genetic 

testing primarily for immediate clinical decisions, particularly donor matching and treatment 

planning. Their engagement was typically time-limited and focused on specific clinical 

outcomes. As one survivor described:  

Well, I guess it told me that I didn't have any relatives... So that's how the genetic testing 

helped us get matched with that guy in Germany (Patient 2020).  

These participants demonstrated less interest in broader genetic implications, focusing instead on 

immediate treatment relevance. 

Non-Integration (n=5): These survivors showed minimal engagement with genetic 

testing beyond required clinical testing. This pattern often stemmed from either perceived lack of 

relevance or limited access to genetic services. One participant noted:  

I don't think that was offered to me really. When the first two times I was diagnosed I was 

a kid. So, yeah, those weren't really offered (Patient 2026).  

This group typically had less detailed understanding of their genetic information and minimal 

family communication about genetic implications. 

Theme 2: Family Communication as a Central Mechanism 

Active Information Sharing: A subset of survivors implemented comprehensive family 

communication strategies about genetic information. These participants regularly updated family 



members about potential health implications and provided specific recommendations for health 

monitoring. One survivor explained their approach:  

I share everything with my kids because they need to know what might affect them later. 

We keep a family health journal now (Patient 2015). 

Selective Disclosure: Other survivors adopted a more strategic approach to family 

communication, carefully considering timing and relevance. They often tailored information 

based on perceived risk and readiness of family members, as illustrated by one participant:  

I waited until after my daughter's wedding to discuss the genetic results. I didn't want to 

worry her before then, but now she's starting her own family, so it's important (Patient 

2019).  

These participants focused on providing actionable recommendations while balancing awareness 

with potential anxiety. 

Limited Communication: Some participants reported minimal family communication 

about genetic information, often due to knowledge gaps or uncertainty. This pattern was 

particularly evident among those with limited family health history information:  

I can't find any record of either my mother or father's side of the family. I've heard 

indirectly on my dad's side, some kind of cancer...but nothing definitive (Patient 2012). 

Theme 3: Age-Related Differences in Engagement 

Young Adults (18-40 years): Younger survivors demonstrated distinct patterns focused 

on long-term implications and future planning. They showed greater interest in understanding 



genetic implications for family planning and future health monitoring. As one participant 

explained:  

I need to know what this means for having kids someday. It's not just about me anymore 

(Patient 2017). 

Middle-Aged Adults (41-64 years): This group balanced immediate and future 

considerations while emphasizing implications for their children's health. They often served as 

information conduits between older and younger generations:  

I'm trying to piece together what happened with my parents while making sure my kids 

know what to watch for (Patient 2014). 

Older Adults (≥65 years): Older survivors primarily focused on immediate treatment 

decisions and showed less emphasis on future implications. Their approach often reflected 

established patterns of health communication:  

At my age, I'm more concerned about managing what's happening now than worrying 

about what might happen later (Patient 2016). 

Theme 4: Barriers and Facilitators 

System-Level Barriers: Participants identified several institutional challenges affecting 

genetic testing engagement. Limited access to genetic counseling services emerged as a primary 

barrier, with many reporting long wait times or difficulty securing appointments. Integration of 

genetic information into routine care varied significantly, with some participants reporting 

fragmented communication between specialists and primary care providers. Knowledge gaps 

among healthcare providers about genetic implications for HCT survivors also emerged as a 

significant barrier. 



Personal-Level Barriers: Individual-level challenges included uncertainty about the 

relevance of genetic information to their specific situation. Many participants struggled with 

incomplete family health histories, particularly those from adopted families or with limited 

contact with biological relatives. Competing health priorities often relegated genetic 

considerations to a lower priority, especially during active treatment phases. This pattern was 

particularly pronounced among older survivors, who often managed multiple chronic health 

conditions alongside their HCT follow-up care. The complexity of their ongoing health 

management appeared to influence how they prioritized and engaged with genetic information. 

Facilitating Factors: Strong provider relationships emerged as a key facilitator, 

particularly when providers actively integrated genetic discussions into routine care. Family 

support systems played a crucial role in information management and decision-making. Clear 

communication channels between healthcare teams and family members enhanced engagement 

with genetic information. 

Theme 5: Integration of Findings Across Domains 

The relationship between age groups and engagement patterns is summarized in Table 3, 

which integrates demographic characteristics, genetic testing engagement, and communication 

patterns across age cohorts. This analysis demonstrates how factors like employment status (60% 

employed in young adults vs. 80% retired in older adults) correspond with different approaches 

to genetic information. Young adults showed higher genetic testing engagement (80%) compared 

to older adults (40%), with distinct patterns in how this information was utilized. The patterns 

manifest across multiple domains, highlighting the complex interplay between age, family 

communication, and genetic testing engagement. This integrated analysis suggests that age-



appropriate interventions considering family communication patterns may be most effective in 

supporting genetic testing engagement among HCT survivors. 

Table 3. Age-Related Patterns in Genetic Testing Engagement and Communication 

Domain Young Adults (18-40) Middle-Aged Adults (41-64) Older Adults (65+) 

Demographics 
Mean age: 32.1 years 
60% female 
40% employed 

Mean age: 52.4 years 
50% female 
70% employed 

Mean age: 71.2 years 
45% female 
80% retired 

Genetic 
Testing 
Patterns1,2,3 

High engagement (80%) 
Proactive information seeking 
Focus on future implications 

Moderate engagement (60%) 
Family-centered approach 
Balanced immediate/future 
focus 

Lower engagement (40%) 
Treatment-focused approach 
Emphasis on immediate 
decisions 

ACP 
Engagement 

Early-stage planning 
Family-oriented decisions 
Future-focused concerns 

Active engagement 
Integration with existing plans 
Family communication focus 

Well-established plans 
Updates to existing documents 
Implementation focus 

Key 
Integration 
Themes 

Preventive planning 
Family risk assessment 
Long-term implications 

Family communication 
Shared decision-making 
Balanced integration 

Immediate care decisions 
Established patterns 
Limited new integration 

Representative 
Quotes 

It changed how I told my 
family members because they 
were worried about 
themselves as well. 

Well, I mean, I just shared with 
all of my kids... So I've shared 
that any of those that are in the 
family... 

My dad died but he was 86 
when he got his prostate 
cancer... So, I don't think he'd 
call that history. 

Integration 
Patterns 

Active Integration 
Future-focused 
Family-centered 

Balanced Integration 
Comprehensive 
Communication-focused 

Selective Integration 
Treatment-focused 
Established patterns 

Barriers 
Limited access 
Knowledge gaps 
Navigation challenges 

Communication gaps 
Family coordination 
Time constraints 

Limited perceived relevance 
Established routines 
Provider communication 



¹ Engagement patterns reflect thematic analysis of interview transcripts  
² Percentages represent proportion of participants within each age group  
³ Data drawn from semi-structured interviews and demographic surveys 
 

Discussion 

While previous research has examined genetic testing in various oncology settings 

(Quillin et al., 2018), our study extends these findings to the unique context of HCT 

survivorship, where genetic testing serves dual purposes: HLA typing for donor matching and 

immediate treatment planning as well as hereditary risk assessment through germline genetic 

testing. The Wiens framework (2013) focused on family communication patterns broadly but did 

not explicitly distinguish between immediate clinical utility and hereditary risk information. 

Rather, their work revealed that communication decisions were influenced by perceptions of 

relevance, responsibility, and utility - factors that could apply differently across both immediate 

clinical needs (like HLA typing) and hereditary risk assessment. Our findings build on this by 

demonstrating how these different types of genetic information may be processed and 

communicated differently by HCT survivors. 

Understanding this distinction between immediate clinical and hereditary risk testing is 

crucial for healthcare providers in determining appropriate guidance for family communication. 

While HLA typing results may require immediate sharing with potential donors, the 

communication of hereditary risk information often involves more complex timing and 

psychosocial considerations. Our findings suggest that providers may need to tailor their 

guidance based on the type of genetic information being shared. For treatment-focused users, 

providers might emphasize immediate clinical implications and specific family members who 

Facilitators 
Family involvement 
Provider support 
Information access 

Family communication 
Existing ACP 
Provider relationships 

Established care plans 
Family support 
Provider continuity 



need to know for treatment purposes. In contrast, for those engaging with hereditary risk 

information, providers may need to offer more comprehensive guidance about long-term 

implications and broader family communication strategies. This tailored approach aligns with 

recent work highlighting the importance of context-specific genetic counseling (Bochtler et al., 

2018). 

This distinction has important clinical implications - not all hematologic malignancies 

have inherited components requiring germline genetic testing (Bochtler et al., 2018). While most 

survivors had experience with HLA typing and other transplant-related genetic testing, 

engagement with hereditary risk information varied significantly. Understanding these variations 

is crucial for healthcare providers in determining appropriate timing and relevance of genetic 

counseling referrals, as well as guiding patients in communicating different types of genetic 

information to family members. 

The identification of three distinct engagement patterns - active integrators, treatment-

focused users, and non-integrators - builds on previous work examining how cancer patients 

process genetic information (Quillin et al., 2018). Active integrators demonstrated behaviors 

similar to those described in studies of hereditary cancer syndromes, where genetic information 

significantly influences long-term health management decisions (White et al., 2023). Treatment-

focused users' experiences align with research showing that immediate medical decisions often 

take precedence over long-term genetic implications in acute care settings (Desai et al., 2017). 

While some patterns of limited engagement might initially appear as barriers to 

communication, our findings suggest that some survivors intentionally chose to limit their 

engagement with genetic information based on their personal values and preferences. This 

distinction is important - what might appear as 'non-integration' could actually represent an 



informed choice aligned with personal values rather than a failure to engage. This understanding 

has implications for how providers approach genetic counseling, suggesting the need to respect 

and work within patients' values rather than assuming all patients should maximize their 

engagement with genetic information. 

Family communication emerged as a crucial mechanism in genetic information 

processing, consistent with established frameworks for genetic risk communication (Wiens et al., 

2013). Our interviews revealed that pre-existing family communication patterns often influenced 

how genetic test results were shared. Families with established open communication channels 

were more likely to engage in active sharing of genetic information, while those with more 

reserved communication styles tended toward selective disclosure. These underlying family 

dynamics appeared particularly influential in how hereditary risk information was 

communicated, though they seemed less impactful for sharing immediate clinical information 

like HLA typing results. The varying patterns we identified suggest the need for targeted support 

strategies that consider existing family communication dynamics. This aligns with recent work 

highlighting the importance of family-centered approaches in genetic counseling (Buras et al., 

2022). 

Age-related differences in approaches to genetic information have important implications 

for practice. Younger survivors' focus on future implications suggests the need for 

comprehensive genetic counseling that addresses reproductive planning and long-term health 

monitoring. In contrast, older survivors' emphasis on immediate clinical implications may reflect 

their complex health needs and ongoing medical management priorities. However, this 

treatment-focused approach should not preclude comprehensive genetic counseling discussions. 

Rather, providers may need to adapt their counseling approach - addressing immediate clinical 



needs while ensuring older adults still receive complete information about hereditary 

implications for family members. 

Limitations 

Our sample's demographics (predominantly White, well-educated, single-institution) 

limit generalizability. Additionally, focusing on survivors actively engaged in follow-up care 

may miss perspectives of those less engaged with healthcare. Our study period coincided with 

evolving genetic testing technologies and guidelines, potentially affecting participants' 

experiences. 

While our convergent mixed-methods approach allowed us to examine both quantitative 

patterns and qualitative experiences simultaneously, this design has inherent limitations. The 

concurrent data collection meant we couldn't use early quantitative findings to inform our 

qualitative interviews, or vice versa. This may have limited our ability to probe more deeply into 

emerging patterns. Additionally, some discrepancies between quantitative and qualitative 

findings about engagement patterns were challenging to reconcile due to the concurrent nature of 

data collection.  

Future Directions 

Future research could build on these findings through a sequential mixed-methods design, 

where initial patterns of genetic testing engagement could inform more targeted investigation of 

specific user groups. A larger quantitative study could help validate the engagement patterns we 

identified and develop screening tools to help providers anticipate patient needs. Additionally, 

intervention studies could test tailored approaches for different engagement patterns, particularly 

examining how age and family communication dynamics influence intervention effectiveness. 

Such work would help translate our descriptive findings into actionable clinical protocols. 



Another critical area for future research is the management of genetic test information 

after a patient's death. Questions remain about how to balance deceased patients' expressed 

wishes regarding genetic information sharing with potential benefits to surviving family 

members. This is particularly relevant in the HCT context, where genetic information might have 

immediate clinical utility for family members' health decisions. Future studies should examine 

how providers and institutions handle these complex situations, including development of 

protocols that respect both patient autonomy and family benefit. 

Implications for Practice 

Healthcare providers should systematically assess survivors' readiness for genetic testing 

discussions while considering age-appropriate timing. This requires determining clinical 

indications for germline testing based on disease type and family history (Bochtler et al., 2018). 

Family-centered approaches should support varied communication patterns and documentation 

needs. 

Conclusion 

This study reveals how HCT survivors engage with genetic testing conversations in 

distinct ways that are shaped by age, family communication patterns, and healthcare system 

factors. The identification of three engagement patterns - active integration, treatment-focused 

use, and non-integration - highlights both opportunities and challenges in supporting survivors' 

genetic testing experiences. While some survivors successfully integrate genetic information into 

their long-term health management, others encounter barriers that limit their engagement. 

Our findings emphasize the central role of family communication in mediating how 

genetic information is processed and utilized, supported by extensive research in genetic 



counseling and family health communication. This suggests that efforts to enhance genetic 

testing conversations in HCT survivorship care should consider both individual and family 

contexts. Age-related differences in approaches to genetic information further indicate the need 

for flexible, tailored strategies that align with survivors' life stage and circumstances. 

These insights provide a foundation for developing more systematic approaches to 

genetic testing conversations in HCT survivorship care. Future practice models should consider: 

The timing and context of genetic testing discussions; The role of family communication 

patterns; Age-appropriate approaches to information sharing; Support for both immediate and 

long-term information needs. 

As survivorship care continues to evolve, supporting meaningful engagement with 

genetic testing conversations will become increasingly important for optimizing long-term 

outcomes for HCT survivors and their families. The patterns identified in this study suggest 

opportunities for more tailored, systematic approaches that consider both clinical indications for 

genetic testing and the broader context of survivorship care. 

  



References 
 

1. Bochtler T, Haag GM, Schott S, Kloor M, Krämer A, Müller-Tidow C. Hematological 

malignancies in adults with a family predisposition. Deutsches Ärzteblatt International. 

2018 Dec;115(50):848. 

2. Buras AL, Barkhurst M, Rutherford TJ, Anderson ML, English DP. The intersection of 

palliative care and genetic counseling in cancer care: a case discussion. Journal of 

palliative medicine. 2022 Jan 1;25(1):167-71. 

3. Desai AV, Perpich M, Godley LA. Clinical assessment and diagnosis of germline 

predisposition to hematopoietic malignancies: the University of Chicago experience. 

Frontiers in Pediatrics. 2017 Dec 6;5:252.  

4. Hamilton KV, Fox LC, Nichols KE. How I communicate with patients and families about 

germ line genetic information. Blood, The Journal of the American Society of 

Hematology. 2023 Jun 29;141(26):3143-52.  

5. Miles MB, Huberman AM. Qualitative data analysis: An expanded sourcebook. sage; 

1994 Jan 12. 

6. Mixed Methods Study of Hematopoietic Cell Transplant (HCT) Survivors and Advance 

Care Planning (ACP), version 1.0 (01/30/2023), approved protocol #: RG1122855, 

FHCRC IRB Approval 02/14/2023 (Document Release Date: February 14, 2023). 

7. Patton MQ. Qualitative evaluation and research methods. SAGE Publications, inc; 1990. 

8. Quillin JM, Emidio O, Ma B, Bailey L, Smith TJ, Kang IG, Yu BJ, Owodunni OP, 

Abusamaan M, Razzak R, Bodurtha JN. High-risk palliative care patients’ knowledge 

and attitudes about hereditary cancer testing and DNA banking. Journal of Genetic 

Counseling. 2018 Aug;27:834-43. 



9. Shen, M.J., Cho, S., De Los Santos, C., Yarborough, S., Maciejewski, P.K., & Prigerson, 

H.G. (2023). Planning for your advance care needs (PLAN): a communication 

intervention to improve advance care planning among latino patients with advanced 

cancer. Cancers. 2023 Jul 14;15(14):3623 

10. White S, Turbitt E, Phillips JL, Jacobs C. Approaching discussions about genetics with 

palliative patients and their families: a qualitative exploration with genetic health 

professionals. European Journal of Human Genetics. 2023 Aug;31(8):945-52. 

11. Wiens ME, Wilson BJ, Honeywell C, Etchegary H. A family genetic risk communication 

framework: guiding tool development in genetics health services. Journal of Community 

Genetics. 2013 Apr;4:233-42.  

12. Wingard JR, Majhail NS, Brazauskas R, Wang Z, Sobocinski KA, Jacobsohn D, Sorror 

ML, Horowitz MM, Bolwell B, Rizzo JD, Socié G. Long-term survival and late deaths 

after allogeneic hematopoietic cell transplantation. Journal of clinical oncology. 2011 Jun 

1;29(16):2230-9. 



Appendix 
Appendix A1: Patient Qualitative Interview Guide 

 



 

  



 

  



Appendix A2: Quantitative Survey – Demographics & Clinical Characteristics 

 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



Appendix A3: Genetic codes (Dedoose) 

 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



 

  



Appendix A4: Survey results 
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