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Project Overview



Hematopoietic Stem Cell Transplantation (HSCT)

Also known as a bone marrow 
transplant

Life-saving procedure for 
malignant and non-malignant 
blood disorders



Chronic Graft-Versus-Host-Disease (GVHD): A Major Complication Post-Transplantation

Immune-mediated multisystem 
disorder

Direct cause of allogeneic HSCT

Observed in 30-50% of those 
who undergo transplantation 
(60-70% of this group develop 
skin involvement)



Significance of 
this Project



The NIH and the 2020 Recommendations

Limitations of the NIH Skin 
Score - low interrater reliability 
+ inability to register big 
changes

2020 NIH Consensus 
Committee - better tools for 
skin GVHD



Emergence of Patient-Reported Outcome Measures (PROMs)

Rise of PROMs - endorsed by 
FDA for improving patient care

PROMs have various limitations 
despite their benefits

Development of a PROM specific 
to skin for GVHD



Aims



Primary Goal:

Formulation and validation of enhanced 
tools for evaluating the severity and 
treatment response of chronic GVHD.

Outline of Initiative:

The establishment and validation of a 
disease-specific PROM for chronic 
cutaneous GVHD.

Project Aim and Initiative



Evaluation Strategy:

Assessment of the 
comprehensibility, 
comprehensiveness, and 
relevance of the newly developed 
PROM via cognitive interviews and 
expert reviews by dermatologists 
and transplant physicians.

Assessing the Novel PROM



Methods



An in-depth qualitative 
examination of individuals with 
chronic cutaneous GVHD via 
qualitative interviews using a 
semi-structured interview 
design with a free-listing portion 
to assess health-related quality 
of life domains and to create 
items for a PROM.

Qualitative Assessment Plan



Record, transcribe, and 
anonymize interviews; upload to 
NVIVO 12.0. 

Analyze subsequent interviews 
using initial codebook, add 
themes as needed. 

Conduct free listing analysis in R 
after interviews completed.

Data Management and Analysis



Findings



Preliminary findings are still 
being defined due to the 
project's ongoing nature. 

However, key themes emerging 
during the cleaning and coding 
stages inform specific 
codebook development for our 
qualitative analysis in NVivo. 

Preliminary Findings and Key Themes



The Codebook



The Codebook



The Codebook



The Codebook



My Role and 
Moving Forward



Cleaning and preparing the 
transcripts for coding.

Open coding to develop the 
codebook.

Inter-rater reliability (IRR) during 
coding using NVIVO 12.0 – 
ensure a 0.75 kappa score.

My Role 



Finish coding all interview 
transcripts.

Utilize R to conduct a free 
listing analysis.

Moving Forward



Lessons Learned



Effective communication

Teamwork

Perseverance

NVivo and qualitative analysis

Qualitative vs. quantitative 
research
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