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Dear Senator Barfoot,
This report was prepared to provide information for use by the Sunset Committee in conducting
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Rachel Laurie Riddle
Chief Examiner
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PROFILE
Purpose/Authority
The Alabama Sickle Cell Oversight and Regulatory Commission (“Commission”) is
tasked with ensuring the delivery of sickle cell services to affected persons in all Alabama
counties and assist in establishing geographical service delivery boundaries. The
Commission approves public and private entities for public funding of sickle cell services.
The Commission is required by law to develop guidelines for establishing uniformity in
the delivery of services and the management of statewide programs. Created by Act No.
727, Acts of Alabama 1996, the Commission operates under the authority of the Code of
Alabama 1975, Section 22-10B-1 through 22-10B-7.

Characteristics
Members and
Selection

Twelve members as follows:
• Two members appointed by the Governor.
• One member appointed by the University of South
Alabama Comprehensive Sickle Cell Center.
• One member appointed by the University of AlabamaBirmingham.
• One member appointed by the Children's Hospital of
Birmingham.
• One member from each of the seven chapters of the
Sickle Cell Disease Association of America-Alabama
Chapter, Incorporated.
Appointees are subject to Senate confirmation.
Eleven members are currently serving
Code of Alabama 1975, Section 22-10B-2(a)(b)

Term

Four-year terms
Code of Alabama 1975, Section 22-10B-2(b)

Qualifications

Resident of the State
Code of Alabama 1975, Section 22-10B-2(b)

Consumer
Representation

No statutory requirement.
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Racial Representation

No statutory requirement.
Nine minority members serving.

Geographical
Representation

No statutory requirement.

Other Representation

Membership of the Commission shall be inclusive and reflect
the racial, gender, geographic, urban/rural, and economic
diversity of the state.
Code of Alabama 1975, Section 22-10B-2(b)

Compensation

None. Members may be reimbursed for actual and necessary
expenditures incurred in the performance of their official
duties at rates paid to state officers and employees.
Code of Alabama 1975, Section 22-10B-2 (c)

Attended Board
Member Training

Six Commission Members
Executive Director

Operations
Administrator

The Commission contracts with Warren & Company, Inc. for
clerical services, administrative facilities, and office space.
The current annual contract amount is $24,000. Keith Warren,
president of Warren & Company, serves as the Executive
director.

Location

2777 Zelda Road
Montgomery, AL 36106
Hours of Operation M-F 8:30-4:30

Employees

None

Legal Counsel

Sara D. Rogan, Assistant Attorney General
Yvonne Saxon, Assistant Attorney General

Subpoena Power

None except as provided by the Administrative Procedure Act,
Code of Alabama 1975, Section 41-22-12 for hearings and
contested cases.

Internet Presence

None
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Financial
Source of Funds

Education Trust Fund Appropriation

State Treasury

Yes
Education Trust Fund 0200

Required Distributions The Commission distributes funds appropriated by the state for
sickle cell treatment and education proportionately to the
distribution made in FY 2003
(See the Financial Information section of this report for
distributions).
Code of Alabama 1975, Section 22-10B-4
Unused Funds

Revert to the Education Trust Fund

SIGNIFICANT ISSUES
There were no new significant issues during this review.

STATUS OF PRIOR FINDINGS/SIGNIFICANT ISSUES
Significant Issue 2017-01 - Act 2015-317, effective September 1, 2015, amended the
Commission’s statues to give them the authority to address client complaints
against chapters or facilities regarding the services they receive. As of March 2017,
the Commission had not formally promulgated administrative rules to establish
procedures for handling complaints relating to the service and management of statewide
programs and all other discrepancies brought before the Commission. According to the
executive director the Commission has received complains in the past but has not
received any complaints since the Act was passed.
Commission’s Response – In discussions with the previous legal counsel, the
Commission does not have any authority over the services and management of statewide
programs to correct any complaint or issue any disciplinary action. The Commission will
address this issue again with its new legal counsel at its next scheduled meeting to
determine if any rules are needed or if any new legal opinions can be determined in order
to finalize this matter. This finding is not resolved.
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Significant Issue 2017-02 - Four of the nine commission members responding to
our questionnaire stated that the Commission is not adequately funded. The
appropriations from the Education Trust Fund are not sufficient to address the medical
and social service needs of patients and their families and pay commission members’
travel expenses to attend meetings. According to the executive director, local chapters
have difficulty finding people to serve as commission members due to the agency’s
inability to pay travel expenses for members. Two of the eleven commission members
responding to the current questionnaire stated that the Commission is not adequately
funded.
Commission’s Response – The Commission continues to operate within the appropriated
amounts in the past, however; the proposed 2022 ETF Budget pending in this legislative
session does have an increase in the Commission’s allotment of $200,000.00 which will
greatly assist in services to our statewide programs. The language in the Commission’s
line-item budget requested each year states the following:
“Of the above appropriation to the Alabama Sickle Cell Oversight and Regulatory
Commission, the sum of $25,973 shall be used to fund travel and other expenses of the
Alabama Sickle Cell Oversight Commission and….”
The proposed increase will affect our allocation for statewide programs, but the
administrative allocation is still limited to $25,973. Due to the restraints in funding, the
Commission does not have a website or internet presence and cannot pay the following
costs: travel for 12 Commissioners, comptroller’s transaction costs, administrative costs,
legal services, and liability coverage through Risk Management.
We have requested additional funding in hopes that the Sunset Committee members can
assist with adjusting the administrative allocation with hopes it will be increased soon to
be able to cover the costs listed above. The Commissioners that are appointed and serve
are dedicated citizens that provide an invaluable service at their own expense. It would
be great to be able to provide travel assistance for these dedicated individuals that serve
the State and those affected by sickle cell trait and sickle cell disease. I am including the
body of the letter, italicized below, that was distributed this year requesting additional
funding:
The Alabama Sickle Cell Oversight and Regulatory Commission receives an
annual allocation from the Education Trust Fund to distribute to the Sickle Cell Chapters
and Comprehensive Centers throughout the state. These funds are used to provide
counseling, screenings, medical appointments and support and other service needs for
those individuals living with sickle cell disease and those with the sickle cell trait (who
carry the sickle cell disease genetic abnormality) and their families. Sickle cell disease
affects over 6,000 people in Alabama and an estimated 1 in every 11 Black or African
American child is born with sickle cell trait. The disease can result in multiorgan
dysfunction, significant pain, and early death. It is of utmost importance that individuals
who carry sickle cell trait and their families receive appropriate genetic counseling and
education to inform them of their risk of having a child with sickle cell disease. More
individuals are living longer with sickle cell disease which increases the numbers of those
4

affected by both sickle cell disease and those who carry sickle cell trait. The Commission
is also allocated an amount for administrative service that has not been increased in
decades despite the increasing numbers of affected people in Alabama and the significant
impact of this disease on their lives. The current funds do not allow for travel
reimbursement for these dedicated commissioners nor additional funds to develop
websites and promote awareness to inform citizens about services available to them at
the centers and chapters. As individuals with this disease need to beware of the
availability of specialists and the necessity for education has never been more important
than it is now.
The current allocation for the distribution to chapters and centers is $1,454,701 and the
Commission humbly requests an increase back to the highest allocation in 2001 of
$1,656,613. The administrative cap is currently $25,973 and we humbly request an
increase to $35,973.
Individuals living with sickle cell disease and affected by sickle cell trait face inordinate
stigma and significant health disparities which we are working to mitigate as part of the
Sickle Cell Oversight and Regulatory Commission. Thus, the Commission and I sincerely
request consideration of the above increases to continue the hard work of both the sickle
cell centers and chapters in serving individuals with sickle cell trait and sickle cell disease
in order to ensure they have equitable access to care and education as other individuals.
Thank you for your assistance in this matter and don’t hesitate to call me with any
questions.
As always, thank you for your Department’s assistance during this Sunset Audit process
and please do not hesitate to contact me should you have any questions or need additional
information.
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ORGANIZATION

Commission
Members

Executive
Director

PERSONNEL
The Commission has no employees. The Commission contracts with Keith Warren,
Warren & Co, Inc. for administrative services. The amount of the current contract is
$24,000 for the contract period October 1, 2020 through September 30, 2021.
Legal Counsel
Sara D. Rogan and Yvonne Saxon, Assistant Attorney Generals, employees with the
Attorney General’s Office, provide legal services.
Notification of Commission decisions to Amend Administrative Rules
The Commission complied with notification procedures prescribed in the
Administrative Procedure Act, which includes publication of proposed rules in the
Administrative Monthly, and public hearings on proposed rules.
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FINANCIAL INFORMATION
By statute, the Commission allocates the appropriated funds for sickle cell treatment
and education to persons, firms, corporations, unincorporated associations, state
agencies, units of local government, or any public or private entity requesting public
funding to provide quality sickle cell services, which are approved by the Commission
on a biannual basis. The Commission is subject to the state’s normal budgetary
procedures, and year-end unexpended and unobligated balances revert to the Education
Trust Fund.
The following chapters and centers of the Sickle Cell Disease Association of America
received grants for fiscal years 2017-2020:
Chapter
2017
2018
2019
2020
North Alabama
Sickle Cell
Foundation
$136,184.52
$143,761.55
$152,159.52
$152,159.52
SDCAA* Inc.
Central Alabama
Chapter
$207,281.76
$218,814.62
$231,596.76
$231,596.76
SE Alabama Sickle
Cell Association
$136,951.80
$174,054.86
$189,193.98
$200,047.17
Sickle Cell Disease
Association of
America – Mobile
Chapter
$193,343.64
$204,100.97
$216,023.64
$216,023.64
Sickle Cell Disease
Association of
America – West
Alabama Chapter
$88,643.04
$59,394.43
$62,863.92
$62,863.92
Sickle Cell
Foundation of
Greater
Montgomery, Inc.
$161,710.04
$170,210.99
$185,503.08
$190,326.72
The Children’s
Hospital of
Alabama
$44,627.64
$47,110.61
$49,862.52
$49,862.52
University of
Alabama
Birmingham
$107,285.28
$113,254.46
$119,870.16
$119,870.16
USA**
Comprehensive
Sickle Cell
$187,589.40
$198,026.51
$209,594.28
$209,594.28
Total
$1,263,617.12 $1,328,729.00 $1,416,667.86 $1,432,344.69
*Sickle Cell Disease Association of America, Central Alabama Chapter
**University of South Alabama
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Schedule of Receipts, Disbursements and Balances
October 1, 2016 through September 30, 2020

2019 - 2020

2018 - 2019

2017 - 2018

$ 1,454,701.00

$ 1,454,701.00

$ 1,354,701.00 $ 1,304,701.00

25,341.02
1,432,344.69
933.29
1,458,619.00

24,999.77
1,416,667.86
109.81
1,441,777.44

26,433.66
1,328,729.00
1,424.30
1,356,586.96

30,774.01
1,271,172.32
10,180.99
1,312,127.32

Excess (Deficiency) of Receipts Over
Disbursements

(3,918.00)

12,923.56

(1,885.96)

(7,426.32)

Cash Balances at Beginning of Year

12,960.00

36.44

1,922.40

9,348.72

Cash Balances at End of Year

9,042.00

12,960.00

36.44

1,922.40

Reserved for Unpaid Obligations

(9,042.00)

(12,960.00)

(36.44)

(1,922.40)

$0.00

$0.00

$0.00

$0.00

Receipts
Education Trust Fund Appropriation
Disbursements
Professional Services
Grants and Benefits
Education Trust Fund Reversion
Total

Available Cash Balance at Year End
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2016 - 2017

Operating Receipts vs. Operating Disbursements (Chart)

$1,500,000
$1,450,000
$1,400,000
$1,350,000
$1,300,000
$1,250,000
$1,200,000
Receipts
Disbursements

2017
$1,304,701
$1,301,946

2018
$1,354,701
$1,355,163

2019
$1,454,701
$1,441,668

2020
$1,454,701
$1,457,686

Operating disbursements do not include reversions to the Education Trust Fund.
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SUMMARY SCHEDULE OF PROFESSIONAL SERVICE DISBURSEMENTS
As of September 30th,
Type of Service
FY 2017
FY 2018
FY 2019
FY 2020
Legal
$
4,920.00 $
1,387.50 $
$
Management
24,000.00
24,000.00
24,000.00
24,000.00
Administrative
1,854.01
1,046.16
999.77
1,341.02
Total
$ 30,774.01 $ 26,433.66
$ 24,999.77 $ 25,341.02

Professional Service Disbursement Chart

$30,000
$25,000
$20,000

2017
2018

$15,000

2019

$10,000

2020

$5,000
$0
Legal

Management
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Administrative

Commission Member Questionnaire

QUESTIONNAIRES
Commission Member Questionnaire
A letter was sent to all eleven members of the Sickle Cell Regulatory and Oversight
Commission requesting participation in our survey. Two participated in the survey. The
percentages, where shown, are based on the number who responded to the question.
1. What are the most significant issues currently facing the Sickle Cell Regulatory
and Oversight Commission and how is the Commission addressing these
issues?
Commission Member #1 – “We have difficulty getting level funding for Community
Based Organization and Centers.”
Commission Member #2 – “Limited funding, in person evaluations of CBO’s and
sickle cell centers adequate surveillance on the extent and impact of sickle cell disease
in AL. The 9 funded entities have to access other/outside funding sources to survive;
plans are in progress to visit all entities as the COVID pandemic wanes; USA is
working with UAB on their ALLSTATE surveillance project.”
2. What changes, if any, to the Commission’s law are needed?
Commission Member #1 – “We need Sickle Cell designated as a catastrophic disease
so that families can receive needed services and proper medical support.”
Commission Member #2 – “How to handle chronic low attendance. Now that
meetings have been virtual attendance has been much better. Law allowing the
Commission to address this from within is occasionally needed.”
3. Is the Commission adequately funded?
No

2

100%

Commission Member #1 - “There are more people living with sickle cell who need
additional health support for an adequate lifestyle. Pain medicines should not be
treated as drug addiction but as an aid for survival.”
Commission Member #2 – “As the sickle cell population lives longer the people
resources needed also increase. While effective transitioning is decreasing the
morbidity and mortality of our clients affording to pay as skilled person in this
position is needed. Everyone benefits from effective transitioning.”
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Commission Member Questionnaire
4. Does the Commission receive regular reports on the operations of the
Commission from the chief administrative officer?
Yes
No

1
1

50%
50%

Commission Member #1 – “We receive the annual budget and the end of year
balance.”
5. Has the Commission experienced any significant changes to its operations?
Yes
No

1
1

50%
50%

Commission Member #1 – “We have been meeting virtually.”
6. Does the Commission plan any significant changes in its operations?
No

2

100%

Commission Member #1 – “We plan to improve the way services are delivered and
to the families and document the most efficient way to meet the needs of the clients
as they are presented to us by the Comprehensive Center. I don’t know of any way
we can change the operation.”
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APPENDICES
Applicable Statutes
Section 22-10B-1 Establishment.
There is created and established the Alabama Sickle Cell Oversight and Regulatory
Commission.
(Acts 1996, No. 96-727, p. 1219, §1.)
Section 22-10B-2 Composition; reimbursement for expenditures.
(a) The commission shall consist of the following members:
(1) Two members shall be appointed by the Governor.
(2) One member shall be appointed by the University of South Alabama Comprehensive
Sickle Cell Center.
(3) One member shall be appointed by the University of Alabama-Birmingham.
(4) One member shall be appointed by the Children's Hospital of Birmingham.
(5) Each of the seven chapters of the Sickle Cell Disease Association of AmericaAlabama Chapter, Incorporated, shall appoint one member.
(b) Appointees to the commission shall be citizens of this state and shall be subject to
confirmation by the Senate, and upon confirmation, serve for a term of four years. The
membership of the commission shall be inclusive and reflect the racial, gender,
geographic, urban/rural, and economic diversity of the state. The commission shall
annually report to the Legislature by the second legislative day of each regular session
the extent to which the commission has complied with the diversity provisions of this
subsection. In the event of the death or resignation of any member of the commission, a
successor shall be appointed by the original appointing authority and the successor
appointed to the vacancy shall serve for the remainder of the unexpired term. The
members shall elect from their membership a chair and a vice chair at an organizational
meeting held no later than 30 days after appointments to the commission are confirmed.
(c) Members of the commission shall receive no salaries but may be reimbursed for
actual and necessary expenditures incurred in the performance of their official duties
pursuant to Article 2 of Chapter 7 of Title 36. Expenses of the commission are to be
paid from funds available to the commission.
(d) A member who has failed to attend three consecutive properly noticed meetings may
be removed at the request of the commission.
(Acts 1996, No. 96-727, p. 1219, §2; Act 2010-277, p. 500, §3; Act 2015-317, §1.)
Section 22-10B-3 Duties.
(a) The Alabama Sickle Cell Oversight and Regulatory Commission shall be designated
as the agency to insure the delivery of sickle cell services pursuant to Section 22-10B-5
to affected persons in all counties in Alabama and assist in establishing geographical
service delivery boundaries. The commission shall promulgate guidelines for creating
uniformity in the delivery of services and the management of statewide programs.
(b) The commission shall also promulgate rules pursuant to the Alabama Administrative
Procedure Act for handling complaints regarding service and management of statewide
programs and addressing any other discrepancies brought to the attention of the
13

commission. The commission shall not have the authority to promulgate rules regarding
medical care. Any rule promulgated shall not be construed to establish a standard of
care for physicians licensed to practice medicine.
(Acts 1996, No. 96-727, p. 1219, §3; Act 2000-697, p. 1420, §1; Act 2015-317, §1.)
Section 22-10B-4 Approval and funding to provide services; budget.
All persons, firms, corporations, unincorporated associations, state agencies, units of
local government, or any public or private entity requesting public funding to provide
quality sickle cell services shall receive approval biannually from the commission. The
commission shall allocate the funds from any appropriation by the state for sickle cell
treatment and education and shall be responsible for submitting a consolidated budget
and any other financial information required of state agencies, pursuant to the Budget
Management Act.
(Acts 1996, No. 96-727, p. 1219, §4; Act 2000-697, p. 1420, §1.)
Section 22-10B-5 Sickle cell services.
The sickle cell services shall include all of the following:
(1) Public and professional health education which shall be provided by persons
specially trained for the task.
(2) Screening of all newborns within a designated area for sickle cell disease by
accurate laboratory techniques.
(3) Genetic counseling and decision-making counseling which shall be offered to all
parents of infants who are affected with Sickle Cell Disease and to those parents and
patients at risk of having other children affected with this disease.
(4) Medical referral and follow-up which shall consist of a prompt definitive diagnosis
of patients found to have medically significant hemoglobin and the medical
management of painful episodes, infections, and other complications which shall be
provided by physicians and other medical professionals.
(5) Psychosocial support services which shall be provided to help patients affected with
Sickle Cell Disease to live a happy and successful life.
(Acts 1996, No. 96-727, p. 1219, §5.)
Section 22-10B-6 Status as enumerated agency under Section 41-20-3(a)(6).
This commission shall be an enumerated agency pursuant to Section 41-20-3(a)(6).
(Acts 1996, No. 96-727, p. 1219, §6.)
Section 22-10B-7 Exemption of Alabama Department of Public Health.
The Alabama Department of Public Health shall be exempt from any and all provisions
of this chapter.
(Acts 1996, No. 96-727, p. 1219, §7.)
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Professional Services by Vendor
2016 - 2017 2017 - 2018 2018 - 2019 2019 - 2020
Administrative Services
Advertising
Data Processing
FRMS Services
Interfund Contract Program
(Dept. of Finance)
Comptroller Services
Total Administrative Support
Legal
Attorney General's Office
Total Legal
Administrative Services
Warren & Company Inc.
Total Administrative Services
Total Professional Services

$

- $
60.50
1,440.00
353.51
1,854.01

- $
360.00
360.00
326.16
1,046.16

-

$

200.00
-

720.00
279.77
999.77

720.00
421.02
1,341.02

4,920.00
4,920.00

1,387.50
1,387.50

-

-

24,000.00
24,000.00

24,000.00
24,000.00

24,000.00
24,000.00

24,000.00
24,000.00

$ 30,774.01 $26,433.66 $24,999.77 $25,341.02
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Commission Members
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Commission’s Response to Significant Issues
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