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Hard Choices, 
Big Decisions
People with and without 
disabilities make decisions, big 
and small, every day. During 
these times, decision-making is 
critical as we are all faced with 
challenges about our health, 
health care, finances and risk. 
This edition contains resources 
that focus on ways to facilitate 
and support decision-making 
and self-advocacy with 
individuals who have 
developmental disabilities.
Thanks to Tina Calderaro-
Mendoza for supplying the 
theme and content for this issue.

NorCal Archive of all 
newsletters and resource 
notes here:
https://allenshea.com/norcal-
gathering-committee-
newsletters-and-resource-notes/

During this nationwide health crisis, services and supports for 
individuals have changed dramatically. We’re interested in 
understanding more about those changes. We’ll use the 
information to help guide our October 2020 gathering and, 
hopefully, write an article about what we learn. We’ll definitely 
share what we learn with you, if you’re interested.  If you’d like to 
participate, here’s a link to a short survey. 
https://www.surveymonkey.com/r/NorCalGatheringCommitteeSurvey

This packet of information from The Arc about making 
healthcare decisions and a fillable letter for the doctor can be 
found at https://thearc.org/resource/making-my-own-
healthcare-decisions-a-letter-for-my-doctor/.

https://www.surveymonkey.com/r/NorCalGatheringCommitteeSurvey
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The helpful brochure from the National Resource Center for Supported Decision-
Making and many other informational and education resources can be found at http://
www.supporteddecisionmaking.org. A Spanish version of the above brochure is available 
at http://www.supporteddecisionmaking.org/sites/default/files/Right-to-
Make%20Choices-Spanish.pdf and English at
 http://www.supporteddecisionmaking.org/sites/default/files/Right-to-Make%20Choices-
English.pdf.

Free download Paradigm at www.paradigm-uk.org. Full color printed versions are 
also available for purchase.
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The decision making profile to the left was 
developed by Helen Sanderson Associates. 
It creates a clear picture about how a person 
makes a decision and how they want to be 
supported in decision-making. It can be used 
alongside the decision making agreement 
(below) to help people to have choice and 
control in their lives. Both documents and 
instructions about their use can be found at 
Helen Sanderson Associates. The profile is 
here http://helensandersonassociates.co.uk/
person-centred-practice/person-centred-
thinking-tools/decision-making-profile/  and 
the agreement is here http://
helensandersonassociates.co.uk/person-
centred-practice/person-centred-thinking-
tools/decision-making-agreement/.

http://helensandersonassociates.co.uk/person-centred-practice/person-centred-thinking-tools/decision-making-profile/
http://helensandersonassociates.co.uk/person-centred-practice/person-centred-thinking-tools/decision-making-profile/
http://helensandersonassociates.co.uk/person-centred-practice/person-centred-thinking-tools/decision-making-profile/


Revisiting Choice
Part 1

by Michael W. Smull
AAMR's News and Notes

Choice is the most powerful word and the most abused word in the current lexicon 
of the disabilities services system. For some people choice means that how they want 
to live has been discovered and carefully supported. For others choice is an excuse 
or the basis of a bizarre rationalization. Perhaps because choice is the word de jour, it 
has been used to argue that congregate facilities are needed in order to ensure 
residential "choice". An even more egregious example is justifying the use of pain to 
control behavior to allow "choice among a full range of treatment options". (The 
same argument could be made to retain "bleeding" as a treatment option for the flu.) 
Other abuses are more subtle. When you look behind the rhetoric of agencies which 
say "we offer and teach choice", you find places that ask people what they want to 
wear but not who they want to live with. What appears to be absent is depth of 
understanding and a sense of balance. A single word is being used for complex 
concepts. Too often, there is no recognition of the need for an individual balance 
between honoring choice and ensuring safety.

Complete article at https://allenshea.com/wp-admin/post.phppost=205&action=edit

Helping Staff Support Choice
by

Michael W. Smull
As more and more people with significant disabilities are moving from group homes 
to supported living the challenges in supporting them in their choices increase. The 
staff involved with these individuals are often told to simultaneously support choice, 
build community relationships (and acceptance) and assure health and safety. Staff 
blessed with uncommon sense understand how to achieve this balance instinctively. 
However, many other staff members solve the perceived dilemma by only hearing 
the first or the last part of the message. They either support choice regardless of 
consequences or overly restrict people, in the name of health or safety. The middle 
part of the message, building community, gets lost in the struggle between choice 
and concerns over health and safety. What staff (and managers) often miss is that this 
is a balance, a balance that needs to be defined with each person supported.

Complete article at https://allenshea.com/2017/10/25/helping-staff-support-
choiceby/

https://allenshea.com/wp-admin/post.php?post=205&action=edit
https://allenshea.com/2017/10/25/helping-staff-support-choiceby/
https://allenshea.com/2017/10/25/helping-staff-support-choiceby/
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This resource guide and workbook 
looks at ways that you can help 
support freedom of choice for 
individuals with developmental 
disabilities, such as: looking at 
individual needs; planning for 
services; evaluating services; 
making things more 
understandable; and, supporting 
self advocacy. Available for 
download or purchase from the 
Minnesota Governor’s Council.

While developed for service coordinators, 
this excerpt could be of use to support 
services providers and families as well. The 
purpose of this chapter is to assist an 
individual or family in making an informed 
decision about services or supports or other 
concerns which affect their lives.This 
chapter is available for download.  

https://mn.gov/mnddc/extra/publications/Its-My-Choice.pdf

https://allenshea.com/wp-content/uploads/2016/11/Facilitated-Decision-Making.pdf
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Archives of NorCal Gathering Committee 
Newsletters and Resource Notes

Newsletter #1 – Article about choice and control; and a visual flow chart describing how to build 
a person centered one page description and plan.

Newsletter #2 – Focused on supporting individuals to make community connections.

Special Edition – Devoted to resources regarding the pandemic and support services.
Newsletter #4 – Focused on supported decision-making and self-advocacy resources and tools.
Resource Note #1 – COVID-19 Toolkit For DSPs Resources to help DSPs take care of themselves 
during the crisis

Resource Note #2 – Coping with Coronavirus and Social Isolation Webinar

Resource Note #3 – Webinar: Tools for Supporting People When Familiar Supports Aren’t 
Available

Resource Note #4 – NAMI COVID-19 Resource and Information Guide

Resource Note #5 – International Disability Alliance – Leaving No-One Behind in the Disability-
Inclusive Response

Resource Note #6 – On the Ground with the Pandemic: A provider perspective

Resource Note #7 – How do you talk about COVID-19 to people with intellectual disabilities?

Resource Note #8 – HHS OCR Issues Guidance Confirming that Federal Law Prohibits Disability 
Discrimination in Rationing Scarce Medical Treatment; Disability and Disaster Hotline during 
COVID-19; and How the COVID-19 Stimulus Package Impacts People with Disabilities

Resource Note #9 – The continued importance of ritual and routines

Resource Note #10 – COVID-19 Health Summary for a Person with a Developmental Disability

Resource Note #11 – One Page Descriptions for People who are Sick or Hospitalized

Resource Note #12 – More Resources for Supporting Individuals During the Pandemic

Resource Note #13 – Communication Rights and Multiple Uses for One-Page Descriptions

Resource Note#14 - COVID-19 Resources for Direct Support Professionals and Advocates
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http://allenshea.com/wp-content/uploads/2020/03/NorCal-Newsletter-1.pdf
http://allenshea.com/wp-content/uploads/2020/03/NorCal-Gathering-Newsletter-2.pdf
http://allenshea.com/wp-content/uploads/2020/03/NorCal-Gathering-Newsletter-Special-Edition-1.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-4.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-2.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-3.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-4.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-5.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-6.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-7-.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-8.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-9.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-10.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-11.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-12.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-13.pdf
http://allenshea.com/wp-content/uploads/2020/04/NorCal-Newsletter-Quick-Response-14.pdf

