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 Objectives 

 Methods 

 Results 

 Retrospective analysis of semi-structured 
qualitative interviews originally conducted 
for intervention development 

Contact Information:  
bvergo@bu.edu;  ajette@bu.edu 

DESIGN 

 Discussion: Consumer Recommendations 

 Conclusion 
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SETTING 

 Transcription of in-person interviews 
previously recorded with SCI consumers at 
their home 

 Notes from telephone interviews of SCI 
professionals (not recorded) 

PARTICIPANTS 

 7 SCI consumers – diverse injury levels, 
ages, backgrounds 

 5 men 

 2 women 

 4 SCI professionals 

MAIN OUTCOME MEASURE 

 Thematic domain analysis of professionally 
transcribed qualitative interviews (Atkinson 
& Abu el Haj, 1996) 

Navigating Primary Care Cont’d 

Navigating Equipment 

Self-Advocacy Skill Building 

Consumers recommended the most effective 
self-advocacy skills they have experienced 
first-hand in the healthcare setting, which were 
largely mirrored by rehabilitation professionals. 
Please note that content analyzed here is based 
on SCI individuals previously selected for 
demonstrated self-advocacy abilities, and, as 
such, is not per se representative of the 
broader SCI population. 
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Navigating Primary Care 
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Navigating 
Primary Care 

Navigating 
Equipment 

Developing 
Resource & 

Support 
Networks 

Self-Advocacy Skill Building 
Communication 

Knowledge Acquisition 
Articulation of Need 

Sense of Autonomy/Self-Efficacy 

Developing Resource & Support Networks 

Sense of Autonomy / Self-Efficacy 

 Finding a PCP 
 Consider experience with similar patients (SCI, 

aging, comorbidities) 
 Determine access and availability of provider and 

office staff 
Rehab Professionals Agree: 

Interview multiple doctors to 
find one that best fits a 

consumer’s individual needs 

 Maintenance of Primary Care 
 High degree of communication and trust 

paramount to successful provider-consumer 
relationship 

 For patients with lower levels of injury, PCP 
willingness to learn, stay educated, and listen to 
consumer can outweigh lack of experience 

 

Rehab Professionals Agree: 
As with the consumers, clinicians 
universally recommended finding 

another doctor if there is poor 
communication 

 Access to appropriate equipment and needed 
repairs identified as common and intractable 
 Many contributing factors such as PCP 

involvement and insurance 
 Communication and persistence necessary for 

progress, though time-consuming and difficult 
 Engage professionals who know the system 

 Consumers need to identify people in their 
personal life and medical/SCI community to 
assist with healthcare management 
 Bring support person to PCP appointments 

Informal communication (e.g. support groups) is 
invaluable for information and resource sharing  
 

Rehab Professionals Agree: 
Clinicians recommend  never ‘going  
it alone,’ and having at least one 
other person who knows the  
consumer’s entire story and  
can provide support, or be a  
coach and helper 

 Three main skill building foci: 
 Communication (with medical professionals) 

 Main qualities: timely, respectful, reciprocal 
 Knowledge Acquisition 

 Can be obtained from many sources/media (the 
Internet is commonly used) 

 Articulation of Need 
 Learn to identify own needs to share with PCP 
 Develop with PCP a plan responsive to individual 

needs and circumstances 
Rehab Professionals Agree: 

Be your own expert with regard 
to your injury and care needs 

 Personal investment in navigating the healthcare 
system & engaging in self-advocacy skill 
development leads to a greater sense of 
autonomy with regard to healthcare management 

Healthcare system responses 
to consumer efforts often 
result in negative 
experiences from the 
perspective of the consumer 

“I kept calling this list of Primary 
Care doctors [my insurance] gave 

me…I record things on my recorder so 
that I have a record of what happened. 

And, that’s how I did it.” 

"He is everything that you would want in a 
doctor. He is thorough. He's smart. He's 

diligent. He asks a lot of questions. I think he 
has learned a lot in working with me." 

“When you can’t leave [home] or you can’t do the normal 
activities…you should practice patience, but there’s a certain point 

where your patience is becoming a health risk.” 

"Find a case worker or someone at a 
clinic or hospital that you go to that 

understands the system a lot more and have 
them help you where you’re still 

understanding, you’re learning as you 
go along." 

“Sex, having kids, also feelings of depression too, 
those are things you’ve got to be honest with your 

doctor [about]…you should have a comfortable level 
to where you’re able to address those issues… 

they’re basic human needs." 

“I just take the lead and I keep 
everything organized myself so that 

I don’t have to really completely 
depend on the primary care.” 
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