Code Book

Pediatric SMA Experience

	Family physician (interviewee thinks of their family medicine physician as their primary 
provider)

Specialty provider (care includes the use of a specialty provider like a neurologist or 
psychiatrist)

Cautious (provider exhibits some precaution/hesitation when providing care to patient)

Overstay (statements expressing that they continued to see their pediatric providers 
“too long” or into adulthood, >18)

“Nothing we can do” (statements attributed to the provider that essentially amounted to 
“there are no treatment options”, “life expectancy is significantly reduced”, or “we are 
unable to do anything, take them home and try to live a normal life”)

Hospice/Respite care

Positive

Negative

Transition to Adult Care

	Forced (statements expressing that the transition to adult care felt forced)

	Abrupt (statements expressing the individual felt the need to transition/conversations 
surrounding transition to adult care came late/not at all)

	Trial and Error (transition was an extended process that took years to find the correct 
provider/team)

	Guided (members of the pediatric care team provided some support/guidance when 
making the transition to an adult care team)

	Unguided (members of the pediatric care team DID NOT provide support/guidance 
when making the transition to an adult care team; a.k.a. “Learn by doing”)

	Took for granted (interviewee recognizes they took some aspects of their pediatric 
healthcare for granted)

Comparison (statements expressing a comparison between their adult and pediatric 
care)

Family physician (interviewee thinks of their family medicine physician as their primary 
provider)

Specialty provider (care includes the use of a specialty provider like a neurologist or 
psychiatrist)

Positive

Negative

	Fear
	
	Frustration

Resources

		Available (information and support was available for this transition)

		Unavailable (information and support was unavailable for this transition)

		Different (different resources were needed as an adult compared to a pediatric 
patient)

Disconnected (statements regarding the fact that care in adulthood is more 
disconnected/disjointed than pediatric care)

Provider Attributes
	Unfamiliar

		Willing to learn (actively sought out opportunities to better understand SMA)

		Unwilling to learn (provider does not put in effort to learn additional information 
about SMA)

Patient lead education (the patient themselves has to educate their provider)

Knowledgeable (provider was/is knowledgeable about SMA and its available treatments)

Supportive 

Unsupportive

Mental Healthcare

	Self-advocacy (expressed a need to advocate for these services for themselves/ 
provider awareness is not a given)

	Stigmatized (statements about either feeling stigmatized due to their diagnosis of SMA 
or that mental healthcare is stigmatized in general)

	Self-aware (expressed a need to be self-aware of these concerns, either generally or 
personally, in order to receive specialty care)

Similar (comments about the similarities to mental healthcare for those without an SMA 
diagnosis)

Quality of life (statements regarding the individuals quality of life- can be diminished, 
satisfactory, or improving)

Psychiatric diagnosis

Self-esteem (comments regarding how an individual’s SMA diagnosis and/or the barriers they have experienced to care, have played a role in the development of their self-esteem)

Limited (little to no discussion regarding mental health during the transition of care - not addressed)

Early intervention (statements expressing the importance of early recognition/intervention)

Achievements 

	Higher education (individual has completed some level of post-secondary education)

	Advocacy (individual feels they are involved with advocacy work surrounding SMA 
and/or disability)

Career

Living independently

Relationships
	
Barriers (to comprehensive healthcare and positive self-image)

	Lack of connection to provider (statements expressing limited personal connection to 
members of their healthcare team)

	Distance to care facility

	Lack of interdisciplinary care (this could be in the context of providers being in too 
many places or a lack of communication between providers providers)

Cost

Lack of Trust

	Lack of community/role models (statements expressing there is limited awareness of 
SMA/disability, they were not involved in the SMA community or that there is a lack of 
role models they were/are aware of)

	Going through the motions (comments expressing that providers were simply “going 
through the motions” and seemed less invested in the individuals care)

Late diagnosis (diagnosis of mental health concern made later in life, participant 
expresses having had symptoms long before diagnosis was made)

Lack of living supports/Accessibility (statements addressing the fact that some 
aspects of life are more difficult with a diagnosis of SMA if needing to be performed 
independently/general accessibility concerns) 

Lack of Positive School supports

Unfair Access to SMA Specific Rx

Significant Responsibilities (major change in number of responsibilities as well as 
being independently responsible for meeting these obstacles)
	
Facilitators (to comprehensive healthcare and positive self-image)

	Strong connection with provider (statements expressing excellent personal 
connection to members of their healthcare team or ability to take part in medical 
decisions)

	Distance to care facility

	Family/Friends

	Trust

	Community involvement/role models (statements expressing that they were/are 
currently involved with the SMA or disability community(ies), as well general awareness 
of the community(ies) and that can aid in transitioning through life)

	SMA specific medications/therapies

	School supports

Mindset Change (shift away from thoughts on disease progression to health 
maintenance and future goals and achievements, or beneficial aspects of the diagnosis)

Multidisciplinary care

Early Access (Statements encouraging the early intervention/access of things like home 
nursing, school supports, living and wage supports)

