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Welcome to the #InstagramBookJam! The intent of this document is to guide 
conversation with your your colleagues and your peers to reflect on this story. Below are 
some themes that you can reflect on. If you need more background information on the 
terminology, consider definitions on the subsequent pages. Instagram TV has some 
vids to help you along! Let me know how this works out for you! 
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THEMES: 

1. The devastating diagnosis: how does Beth’s family, parents cope with Beth’s 
diagnosis? What are common ways that people cope with devastating 
diagnoses? How do you support a colleague, friend, client or family? 
 

2. Work: 
1. The culture of work: Since Beth does not work, how does Beth build a 

social network through the culture of the bus drivers? 
2. How do you define work? 
 

3. Adaptive Skills, Disabilities, and why doesn’t Beth have a job? This is a common 
question with a complex answer. What are adaptive skills? How do they affect 
the choices she makes? Her relationships? Her ability to work? Her health 
decisions?  
 

4. Social determinants of health: How do social determinants of health impact 
Beth’s developmental trajectory and adulthood? How doe SDOH impact the 
people we work with? 

 
5. Historical context: Beth likely born 1960, before public access to education was 

mandated? How did this affect her growing up and transition to adulthood? 
 

6. Sexuality: Beth’s hysterectomy is openly discussed in the book. How is sexuality 
handled for people with disabilities? What about love, relationships for people 
with disabilities? What are their rights? 

 
7. Caregiver fatigue: what is it? How does it impact you, families and those who 

work with them? Does it affect decision making? How can families be supported? 
DEFINITIONS: 
 



Intellectual Disability  
is a disability characterized by significant limitations in both intellectual 
functioning and in adaptive behavior, which covers many everyday social and 
practical skills. This disability originates before the age of 18. 
(https://www.aaidd.org/intellectual-disability/definition) 
 
Intellectual Functioning also called intelligence—refers to general mental capacity, 
such as learning, reasoning, problem solving, and so on. 
(https://www.aaidd.org/intellectual-disability/definition) 
 
One way to measure intellectual functioning is an IQ test. Generally, an IQ test score of 
around 70 or as high as 75 indicates a limitation in intellectual functioning. 
(https://www.aaidd.org/intellectual-disability/definition) 
 
Adaptive Behavior is the collection of conceptual, social, and practical skills that are 
learned and performed by people in their everyday lives.  

• Conceptual skills—language and literacy; money, time, and number concepts; 
and self-direction. 

• Social skills—interpersonal skills, social responsibility, self-esteem, gullibility, 
naïveté (i.e., wariness), social problem solving, and the ability to follow 
rules/obey laws and to avoid being victimized. 

• Practical skills—activities of daily living (personal care), occupational skills, 
healthcare, travel/transportation, schedules/routines, safety, use of money, use 
of the telephone. (https://www.aaidd.org/intellectual-disability/definition) 

Work (Martins, 2005) 
“Social participation is a construct with multiple components, employment domain is the 
strongest indicator of participation. “ 

“Social and health professionals...should acknowledge the multiple factors that influence 
participation at work...and programs should appropriate resources like assistive 
technology, physical  training, self management in ADL and social rules, problem 
solving strategies, self confidence in order to enhance quality of life and well being” 

Caregiver Fatigue primarily refers to the physical exhaustion of looking after a care 
recipient.  However, it is part of a larger descending staircase (metaphorically speaking) 
where each step leads you closer to caregiver depression.  Caregiver stress can be 
from the physical, mental, emotional and spiritual toll that the effects of caring for 
another has upon a caregiver. (http://caregiverfatigue.com/) 
 
Self determination ”is believing you can control your own destiny… a combination of 
attitudes and abilities that lead people to set goals for themselves, and to take the 
initiative to reach these goals. It is about being in charge, but is not necessarily the 
same thing as self-sufficiency or independence. It means making your own choices, 
learning to effectively solve problems, and taking control and responsibility for one's life. 



Practicing self-determination also means one experiences the consequences of making 
choices.”(National Parent Center on Transition) 
 
Inclusion of people with disabilities in education TIMELINE:  
1975: IDEA: Creates special education in public schools and makes public education a 
right for people with disabilities 
1979: Community Inclusion: The Center on Human Policy of Syracuse University issues 
the Community Imperative, declaration of the rights of people with disabilities to live in 
their communities. 
1990 Americans with Disabilities Act is passed, protecting the rights and civil liberties of 
people with disabilities. 
 
Social Determinants of Health “Conditions in the places where people live, learn, 
work, and play affect a wide range of health risks and outcomes.” These impact your 
health and wellbeing. (CDC) 


